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   Foreword   

 It is a pleasure to have been asked to provide a foreword for this excellent book 
edited by Carolyn A. Chew-Graham and Mo Ray. 

 Mental health in older people is an important part of everyone’s life. With an 
increasing age of the population and an increased number of older people (a great 
success story) come the challenges to maintain health and wellbeing as we age. 
Mental health is arguably the most important component of that. The explosion of 
interest recently in dementia is welcome, and Carolyn and Mo’s contribution is a 
timely reminder that the important issues are not just around those organic demen-
tias but the whole range of mental health diffi culties which can affect older 
people. 

 This book attempts a lot but succeeds. It covers the full range of mental health 
diffi culties in older people, it provides up-to-date evidence to support clinical deci-
sion-making, it offers specifi c guidance on clinical issues and, if that was not 
enough, it succeeds in emphasising the importance of integrating health and social 
care. In older people this is a priority. The eclectic nature of the choice of the authors 
strengthens the book considerably, and the range is impressive spanning details of 
the scale of the challenge, through detailed analyses of depression and anxiety to 
psychotic disorders and delirium and dementia. The range from early diagnosis to 
end of life care is covered admirably. With the increasing importance of care of 
older people and their mental wellbeing, this contribution is a landmark publication, 
and Carolyn and Mo are to be congratulated at bringing it together. 

 Alistair Burns 
 Professor of Old Age Psychiatry, University of Manchester 

 National Clinical Director for Dementia, NHS England 
 Consultant Old Age Psychiatrist, Manchester Mental Health and Social Care 

Trust, Manchester, UK  



   



vii

  Pref ace    

 We hope that this book will be a useful resource for anyone who works with, or is 
interested in, the mental health of older people. 

 We have attempted to adopt a broad approach, recognising the complexity of 
older people’s lives, the interplay between the physical, psychological and social, 
and the need for integration between primary and specialist health care, specialist 
health care and social care and the voluntary (‘third’) sector. 

 Our aim is that this book will appeal to students in health and social care profes-
sions, general practitioners and primary care nurses, social workers, clinicians in 
specialist care and practitioners in the voluntary sector. 

 We, and our contributors, have drawn from their professional experiences in 
writing the chapters. We have used ‘cases’ to illustrate the concepts and topics, 
which refl ect contributors’ work and expertise. We have also included suggestions 
for personal refl ection and audit, in order to challenge the reader into thinking how 
what they have read will impact on their practice. 

 We hope that this text will contribute to increased recognition of mental health 
problems in older people and an improvement in their care.  

  Keele, Staffordshire, UK     Carolyn A.     Chew-Graham  ,   MD, FRCGP    
     Mo     Ray  ,   PhD     



     



ix

   Part I Introduction     

    1      Setting the Context . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   3   
    Carolyn A.   Chew-Graham     and     Mo   Ray     

    2      Resilience and Well-Being  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   9   
    Jane   C.   Richardson     and     Carolyn A.   Chew-Graham    

     3      Living Well with Loss in Later Life . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   19   
    Bernadette   Bartlam     and     Linda   Machin    

     4      Policy Context for Mental Health and Older People . . . . . . . . . . . . . . .   29   
    Mo   Ray     

   Part II Depression and Anxiety    

     5      Anxiety and Depression in Older People: Diagnostic Challenges  . . . .   45   
    Carolyn A.   Chew-Graham      

    6      Social Participation, Loneliness and Depression . . . . . . . . . . . . . . . . . .   57   
    Heather   Burroughs     and     Ross   Wilkie    

     7      Link Between Anxiety and Depression and Pain and Sleep 
Disruption  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   67   
    John   McBeth    

     8      The Management of Depression and Anxiety in Older People: 
Evidence- Based Psychological Interventions, Stepped Care 
and Collaborative Care  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   79   
    Simon   Gilbody    

     9      Pharmacological Management of Anxiety and Depression 
in Older People  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   93   
    Philip   Wilkinson     and     Sophie   Behrman    

     10      Depression and Anxiety: Admission and Discharge  . . . . . . . . . . . . . .   115   
    Alan   Thomas    

  Contents 



x

     11      Depression and Anxiety: The Role of the Third Sector . . . . . . . . . . . .   121   
    Christopher   Dowrick     and     Susan   Martin    

     12      Creativity and the Arts for Older People Living with 
Depression . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   133   
    Mo   Ray    

     13      Depression in Care Homes . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   145   
    Alisoun   Milne     

   Part III Delirium     

    14      Delirium . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   163   
    Rashi   Negi     and     Valentinos   Kounnis     

   Part IV Psychosis     

    15      Psychosis in the Elderly  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   181   
    Salman   Karim     and     Kimberley   Harrison     

   Part V The Dementias     

    16      Dementia: Introduction, Epidemiology and Economic Impact  . . . . .   197   
    Perla   Werner    ,     George M.   Savva    ,     Ian   Maidment    ,     Jochen   René   Thyrian    , 
and     Chris   Fox    

     17      Timely Diagnosis of Dementia in Ireland: Recent Policy 
Developments . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   211   
    Suzanne   Cahill    

     18      Person-Centred Care and Dementia . . . . . . . . . . . . . . . . . . . . . . . . . . .   219   
    Mo   Ray    

     19      Identification and Primary Care Management . . . . . . . . . . . . . . . . . .   229   
    Eugene   Yee   Hing   Tang     and     Louise   Robinson    

     20      Psychotherapy Interventions with People Affected by Dementia  . . .   241   
    Richard   Cheston    

     21      ‘They Are Still the Same as You on the Outside Just a Bit 
Different on the Inside’: Raising Awareness of Dementia Through 
the School Curriculum . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   253   
    Teresa   Atkinson     and     Jennifer   Bray    

     22      Mum and Me, a Journey with Dementia: A Personal Reflection . . . .   257   
    Jackie   Jones     and     Mo   Ray    

Contents



xi

     23      Role of Specialist Care in Dementia  . . . . . . . . . . . . . . . . . . . . . . . . . . .   267   
    Chris   Fox    ,     Andrea   Hilton    ,     Ken   Laidlaw    ,     Jochen   René   Thyrian    ,     
Ian   Maidment    , and     David   G.   Smithard    

     24      Living with Dementia in a Care Home: The Importance 
of Well-Being and Quality of Life on Physical and Mental 
Health . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   283   
    Lynne   Phair    

     25      Communication with People with Dementia  . . . . . . . . . . . . . . . . . . . .   293   
    Louise   McCabe    

     26      The Dementias: Risks to Self and Others . . . . . . . . . . . . . . . . . . . . . . .   301   
    Steve   Iliffe     and     Jill   Manthorpe    

     27      The Dementias: Mental Capacity Act and Legal Aspects . . . . . . . . . .   309   
    Jill   Manthorpe     and     Steve   Iliffe    

     28      Caring for People with Dementia Towards, and at, the End 
of Life . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   319   
    Louise   Robinson     and     Eugene   Yee   Hing   Tang     

   Part VI Conclusions/Summary     

    29      Enhancing Older People’s Mental Wellbeing Through Research: 
A Case Study . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   331   
    Denise   Tanner     and     Rosemary   Littlechild    

     30      Interprofessional Working . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   341   
    Jon   Glasby    

     31      Challenges and Opportunities . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   347   
    Carolyn A.   Chew-Graham     and     Mo   Ray     

         Appendix 1: GAD-7 Anxiety  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   351      

         Appendix 2: PHQ-9 Depression . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   353    

         Index . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .   355      

Contents



    



xiii

  Contributors 

     Teresa     Atkinson  ,   BSc Psy, MSc C.Neuropsychiatry      Association for Dementia 
Studies,  University of Worcester  ,  Worcester ,  UK     

      Bernadette     Bartlam  ,   MA, PhD       Research Institute for Primary Care and Health 
Sciences ,  Keele University  ,  Keele ,  Staffordshire ,  UK     

      Sophie     Behrman  ,   BA, BMBCh, MRCPsych       Department of Psychiatry, 
Warneford Hospital  ,  Oxford ,  Oxfordshire ,  UK     

      Jennifer     Bray  ,   BSc French and Mathematics       Association for Dementia 
Studies, University of Worcester  ,  Worcester ,  UK     

      Heather     Burroughs  ,   BSocSci, MPhil, PhD       Research Institute for Primary Care 
and Health Sciences ,  Keele University  ,  Keele ,  Staffordshire ,  UK     

      Suzanne     Cahill  ,   B.Soc.Science, M.Soc.Science, PhD       The Dementia Services 
Information and Development Centre ,  St. James’s Hospital and Trinity College 
Dublin  ,  Dublin ,  Ireland     

      Richard     Cheston  ,   MA, PhD, Dip C Psychol       Department of Health and Social 
Sciences ,  University of the West of England  ,  Bristol ,  UK     

      Carolyn A.     Chew-Graham  ,   MD, FRCGP       Research Institute, Primary Care and 
Health Sciences, Keele University  ,  Keele ,  Staffordshire ,  UK     

      Christopher     Dowrick  ,   BA, MSc, MD       Department of Psychological Sciences , 
 University of Liverpool  ,  Liverpool ,  UK     

      Chris     Fox  ,   MB, BS, Mmedsci, MRCPsych MD       Department of Clinical 
Psychology ,  Norwich Medical School  ,  Norwich ,  Norfolk ,  UK     

      Simon     Gilbody       Mental Health and Addictions Research Group, Department of 
Health Science ,  University of York  ,  York ,  UK     

      Jon     Glasby  ,   PhD, MA/DipSW, PG Cert (HE), BA       Health Services Management 
Centre ,  University of Birmingham  ,  Birmingham ,  West Midlands ,  UK     

      Kimberley       Harrison  ,   MBBS, BSc, MRCPsych       Royal Bolton Mental Health 
Unit, Old Age Psychiatry, Hazelwood Ward ,  Royal Bolton Hospital  ,  Bolton , 
 Lancashire ,  UK     



xiv

      Andrea     Hilton  ,   BPharm (Hons), MSc, PhD       Faculty of Health and Social Care , 
 University of Hull  ,  Hull ,  UK     

      Steve     Iliffe  ,   MBBS, FRCGP       Research Department of Primary Care and 
Population Health ,  University College London  ,  London ,  UK     

      Jacqueline     Jones          Stoke-on-Trent, Staffordshire ,  UK     

      Salman     Karim  ,   MBBS, MSc, MD, FCPS       Central Lancashire Memory 
Assessment Service ,  Lancashire Care NHS Trust  ,  Preston ,  Lancashire ,  UK     

      Valentinos     Kounnis  ,   MD, MSc, PhD       Department of Oncology, Oxford 
University Hospitals NHS Foundation Trust, University of Oxford  ,  Oxford , 
 Oxfordshire ,  UK     

      Ken     Laidlaw  ,   MA (Hons), MPhil., PhD, C.Psychol.       Department of Clinical 
Psychology, Faculty of Medicine and Health Sciences ,  Norwich Medical School, 
University of East Anglia  ,  Norwich ,  UK     

      Rosemary     Littlechild  ,   Msoc Sci, Bsoc Sci, CQSW       Institute of Applied Social 
Studies ,  University of Birmingham  ,  Birmingham ,  West Midlands ,  UK     

      Linda     Machin  ,   MA, PhD       Research Institute for Social Sciences ,  Keele 
University  ,  Keele ,  Staffordshire ,  UK     

      Ian     Maidment  ,   PhD       School of Life and Health Sciences, Aston University  , 
 Birmingham ,  UK     

      Jill     Manthorpe  ,   MA       Social Care Workforce Research Unit ,  Kings College 
London  ,  London ,  UK     

      Susan     Martin  ,   BA, MSc, PhD       Netherton Feelgood Factory  ,  Liverpool ,  UK     

      John     McBeth  ,   MA, PhD       Centre for Musculoskeletal Research ,  Arthritis 
Research UK Centre for Epidemiology, The University of Manchester  , 
 Manchester ,  UK     

      Louise     McCabe  ,   MA, MPhil, PhD       School of Social Sciences, University of 
Stirling  ,  Stirling ,  UK     

      Alisoun     Milne  ,   BA, CQSW/Diploma ASS, MA, PhD       Sociology and Social 
Research ,  School of Social Policy, University of Kent  ,  Chatham Maritime ,  Kent ,  UK     

      Rashi     Negi  ,   MBBS, MD, MRCPsych, MSc Med       Department of Old Age 
Psychiatry ,  South Staffordshire and Shropshire Foundation Trust  ,  Lichfi eld , 
 Staffordshire ,  UK     

      Lynne     Phair  ,   MA, BSc (Hons), Nursing RMN, RGN       Lynne Phair Consulting 
Ltd  ,  Heathfi eld ,  East Sussex ,  UK     

      Mo     Ray  ,   PhD       Gerontological Social Work and Programme ,  School of Social 
Science and Public Policy, Keele University  ,  Keele ,  Staffordshire ,  UK     

Contributors



xv

      Jane     C.     Richardson  ,   BA (Hons.), MSc, PhD       Research Institute for Primary 
Care and Health Science ,  Keele University  ,  Keele ,  Staffordshire ,  UK     

      Louise     Robinson  ,   MBBS, MRCGP, MD       Newcastle University Institute for 
Ageing and Institute of Health and Society, Newcastle University  ,  Newcastle upon 
Tyne ,  UK     

      George     M.     Savva  ,   PhD       School of Health Sciences, University of East Anglia  , 
 Norwich ,  UK     

      David     G.     Smithard  ,   BSc, MBBS, MD, FRCP       Department of Clinical 
Gerontology ,  King’s College Hospital NHS Foundation Trust, Princess Royal 
University Hospital  ,  Farnborough, Kent ,  UK     

      Eugene     Yee     Hing     Tang  ,   MBChB, BSc, MRCSEd, MSc, PGDip.       Newcastle 
University Institute for Ageing and Institute of Health and Society ,  Newcastle 
University  ,  Newcastle upon Tyne ,  UK     

      Denise     Tanner  ,   PhD, MSocSc, BSc, CQSW       Institute of Applied Social Studies , 
 University of Birmingham  ,  Birmingham ,  West Midlands ,  UK     

      Alan     Thomas  ,   MRCPsych, PhD       Institute of Neuroscience, Newcastle 
University  ,  Newcastle upon Tyne ,  UK     

      Jochen     René     Thyrian  ,   PhD, Dipl-Psych       Site Rostock/Greifswald ,  German 
Center for Neurodegenerative Diseases (DZNE)  ,  Greifswald ,  Germany     

      Perla     Werner  ,   PhD       Department of Community Health ,  University of Haifa  , 
 Haifa ,  Israel     

      Ross     Wilkie  ,   BSC, PhD       Research Institute for Primary Care and Health 
Sciences ,  Keele University  ,  Keele ,  Staffordshire ,  UK     

      Philip     Wilkinson  ,   BM, BS, FRCPsych       Department of Psychiatry ,  Warneford 
Hospital  ,  Oxford ,  Oxfordshire ,  UK      

Contributors



       

   Part I 

   Introduction 



3© Springer International Publishing Switzerland 2016
C.A. Chew-Graham, M. Ray (eds.), Mental Health and Older People: 
A Guide for Primary Care Practitioners, DOI 10.1007/978-3-319-29492-6_1

        C.A.   Chew-Graham ,  MD, FRCGP      (*)
  Research Institute, Primary Care and Health Sciences , 
 Keele University ,   Keele ,  Staffordshire ST5 5BG ,  UK   
 e-mail: c.a.chew-graham@keele.ac.uk  

    M.   Ray ,  PhD      
  Gerontological Social Work and Programme ,  School of Social Science and Public Policy, 
Keele University ,   Keele ,  Staffordshire ,  UK   
 e-mail: m.g.ray@keele.ac.uk  

  1      Setting the Context                     

       Carolyn A.     Chew-Graham       and     Mo     Ray     

1.1           What Is Older Age? 

 ‘Older age’, although lacking a clear defi nition, represents an important period of 
life in which health and social care needs rise substantially and in which multiple 
mental and physical health problems are common and interacting, often com-
pounded by social isolation. 

 ‘Older age’ generally encompasses two broad transitions [ 1 ]:

•    The predominantly social transition from working life to retirement – not only 
capturing a constellation of potential life changes, e.g. in a person’s perceived 
role, daily routine, income level and social environment, but also refl ecting a 
time when patterns and lifestyles are set up which may have important longer- 
term implications, e.g. fi nancial planning, patterns of family and social 
relationships and choice of housing.  

•   The potential transitions of later ‘old age’, which include the accumulation of 
health conditions and increasing physical frailty, the consequent or threatened 
loss of independence, social isolation potentially accompanying loss of 
independence, compounded by bereavements and movement to institutional or 
other supported accommodations.     

mailto:c.a.chew-graham@keele.ac.uk
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1.2     The Ageing Population 

 According to demographic statistics, the population of the United Kingdom is 
becoming increasingly older [Offi ce for National Statistics (ONS), 2010]. At the 
turn of the twentieth century, only 5 % of the UK population, then totalling 32.5 
million people, were aged 65 years or more. In contrast, the equivalent data for the 
turn of the twenty-fi rst century estimated that 16 % of a population, which by then 
accounted for 52 million, was over 65 years of age (Census, 2001). Current pro-
jections for the year 2050 suggest that 25 % of the UK population, which by then 
is estimated to be in excess of 75 million, will be aged 65 years or more [ 2 ]. 
Moreover, the life expectancy at birth for the UK population is now around 
82 years of age for females and 78 for males; over a century ago, life expectancies 
for women and for men were below 50 years of age. The population trend in the 
United Kingdom is also occurring on an international scale in developing and 
developed countries. 

 When the National Health Service was founded in 1948, 48 % of the population 
died before the age of 65; that fi gure has now fallen to 14 %. Life expectancy at 65 
is now 21 years for women and 19 years for men, and the number of people over 85 
has doubled in the past three decades [ 3 ,  4 ]. By 2030, one in fi ve people in England 
will be over 65 [ 5 ]. 

 This success story for society, and for modern medicine, has transformed 
our health and social care needs. Many people stay healthy, happy and indepen-
dent well into old age, and there is mounting evidence that tomorrow’s older 
people will be more active and independent than today’s [ 6 ]. However, as peo-
ple age, they are progressively more likely to live with complex co-morbidities, 
disability and frailty. People aged over 65 years account for 51 % of gross local 
authority spending on adult social care, and two-thirds of the primary care 
prescribing budget, while 70 % of health and social care spend is on people 
with long-term conditions. There is evidence that mental health services for 
older people are underfunded. Achieving parity in service provision for adults 
aged 55–74 with those aged 35–54 would require a 24 % increase in NHS men-
tal health spending [ 7 ].  

1.3     Health and Social Care 

 In the United Kingdom, primary care services are an integral part of the National 
Health Service (NHS) in which general practitioners (GPs) work as independent 
contractors. People are required to register as patients with a general practice; cur-
rently a practice determines its boundaries and only accepts patients who reside 
within this area. The GP is a generalist and provides personal, primary and continu-
ing care to individuals, families and a practice population, irrespective of age, gen-
der, ethnicity and problem. 

 GPs increasingly work with a range of healthcare professionals in a multidisci-
plinary primary healthcare team. The team includes a practice manager and 
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administrative staff, practice nurses and nurse practitioners or specialist nurses. 
Community nurses, such as district nurses, active case managers and McMillan 
nurses, and health visitors may be co-located or linked with a group of practices. 
Increasingly social workers are also linked with a group of practices. Multidisciplinary 
team working is essential in order to manage the complex demands placed on gen-
eral practice, which are partly due to caring for an increasingly ageing population 
with chronic and multiple health problems. The greater emphasis on preventative 
care, the transfer of clinical responsibility for some chronic diseases from secondary 
to primary care and the shift in service provision in order to deliver care closer to 
patients’ homes have contributed to these demands [ 8 ]. 

 The implementation of a new General Medical Services (GMS) Contract in 
2004, which is updated each year, [ 9 ] fundamentally changed the way in which 
general practitioners work in the United Kingdom. The Contract defi nes essential 
primary care services and optional enhanced services that are additionally remuner-
ated. The Contract links achievements in clinical and non-clinical care quality to 
fi nancial rewards, through a Quality and Outcomes Framework derived from evi-
dence-based care, and encourages the delivery of optimum care in clinical domains, 
with emphasis on chronic disease management [ 10 ]. The recently published Primary 
Care Workforce Commission [ 11 ] recommends that practices should develop a 
stronger population focus and an expanded workforce. Many existing healthcare 
professionals will develop new roles, and patients will be seen more often by new 
types of healthcare professional such as physician associates, practice nurses with 
special interests and pharmacists. It is suggested that such roles would specifi cally 
support the management of older people and those with complex problems. 
Integrating third sector services within the broader primary care teams suggested by 
the Commission document would provide innovative, accessible services, again, 
particularly relevant to older people. 

 Social care covers a range of services and support to help people maintain their 
health and independence in the community. Such services may include home care 
(personal care, meals, laundry, shopping), day services and respite care. The current 
direction of social care policy suggests that funded residential or nursing home care 
should only be available for those people with the most complex needs who cannot 
receive adequate care at home or in alternative forms of housing, such as extra care 
housing [ 5 ]. In England, the Care Act (2014) highlights the expectation that care is 
integrated and personalised [ 12 ]. Initiatives include a continued emphasis on devel-
oping integrated care and identifying good practice examples, coordinating care and 
support effectively and providing clear information about health and care needs. 
The role of personal budgets in personalised care, whereby people who require 
social care can opt to receive payments directly and purchase services themselves, 
continues to have a central role in care policy. Positive outcomes such as promoting 
independence and choice, in the use of personal budgets, have been reported for 
younger adults with physical or learning disabilities [ 13 ], but evidence relating to 
positive outcomes for older people is less clear. The national evaluation of pilot sites 
highlighted a negative impact on psychological well-being and little evidence of 
heightened levels of control amongst older people in receipt of personal budgets 
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[ 14 ]. The ability of direct payment arrangements to be responsive to fl uctuating and 
uncertain conditions also remains an issue. Social work and social care services 
have a key safeguarding role with older people, and this is likely to be especially 
relevant when those people lack decision-making capacity.  

1.4     Inequity of Access to Care 

 Health and care services have failed to keep up with the dramatic demographic shift. 
 The NHS has designed hospital medical specialties around single organ diseases. 

Primary care consultations and payment systems do not lend themselves to treating 
patients with multiple and complex conditions [ 15 ,  16 ]. Common conditions of 
older age receive less investment, fewer system incentives and lower-quality care 
than general medical conditions prevalent in midlife [ 17 ]. Local governments have 
experienced signifi cant funding cuts over the past 4 years which has impacted on 
adult social care with an estimated funding gap of 4.3 billion by the end of the 
decade [ 18 ]. 

 There is substantial evidence of ageism and age discrimination in health and care 
services, ranging from perceived patronising attitudes and behaviours to poorer 
access to treatment [ 19 – 21 ]. Older people may have access to primary care, but their 
mental health problems may not be recognised or addressed [ 22 ,  23 ].  

1.5     Recent Policies to Address Inequity of Access 

 The strategy ‘ No Health Without Mental Health’ , published in 2011 (HM 
Government 2011) [ 24 ], perfectly captures the ambitious aim to mainstream mental 
health in England, with a clear statement that there should be so-called parity of 
esteem between mental and physical health services. The document emphasises the 
importance of addressing mental health problems in older people, particularly when 
there are co-morbid physical health problems, and the importance of social inclu-
sion in this population. 

 Similarly, the publication ‘ No decision about me, without me’  [ 25 ] stressed the 
governing principle that people who use services should be at the centre of every-
thing that is done in the health services and that care should be personalised to refl ect 
the person’s needs, not those of the professional or the system. The need for people 
to have access to information and support to make informed choices about both pro-
vider of care and treatment or management is central to this policy document. In 
addition, the aim was to empower local organisations and practitioners to have the 
freedom to innovate and to drive improvements in services that deliver support of the 
highest quality for people of all ages and all backgrounds and cultures. 

 The Health and Social Care Act 2012 [ 26 ] profoundly altered the structure and 
management of the National Health Service in England, putting patients ‘at the 
centre of the NHS’ and changing the emphasis of measurement to clinical outcomes 
and empowering health professionals, in particular GPs who would play a key role 
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in commissioning local services for local populations. One main stated aim of this 
Act is to facilitate health and social care services to work more closely together, 
with responsibility for health promotion activities, and commissioning, given to 
health and well-being boards. 

 The Health and Social Care Act also secured explicit recognition of the Secretary 
of State for Health’s duty towards both physical and mental health. In conjunction 
with a clear legislative requirement to reduce inequalities in benefi ts from the health 
service, these place an obligation on the Secretary of State to address the current 
disparity between physical and mental health. 

 The Department of Health therefore asked the Royal College of Psychiatrists to 
establish an expert working group to consider the issues in detail, to develop a defi -
nition and vision for ‘parity of esteem’ and to produce recommendations for how to 
achieve parity of esteem between mental and physical health in practice. 

 The published report [ 27 ] makes key recommendations for how parity for mental 
health might be achieved in practice and includes a set of commitments to actions 
they will be taking to help achieve parity of esteem. In essence, ‘parity of esteem’ is 
best described as ‘Valuing mental health equally with physical health’ (Table  1.1 ).

   So, it is against this background that older people with symptoms which may 
suggest mental health problems negotiate the health and social care systems in order 
to access care.     
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      Resilience and Well-Being                     

       Jane     C.     Richardson       and     Carolyn A.     Chew-Graham     

2.1            Introduction 

 The need to improve the treatment and management of long-term conditions is one 
of the most important challenges facing the NHS [ 1 ]. The idea of ‘resilience’ repre-
sents a paradigm shift to a treatment model that promotes positive adaptation, using 
an asset-based model of resilience, in the context of long-term health issues [ 2 ].  

2.2     What Is Resilience? 

 In 2002, Ganong and Coleman suggested that we have entered the ‘age of resil-
ience’ [ 3 ]. Indeed the term appears to have proliferated over the last 10–15 years: a 
quick Internet search reveals, for example, psychological resilience, ecosystem 
resilience and resilience in relation to peak oil, to the ability of a city to resist a ter-
rorist attack and to a number of organizations dedicated to promoting resilience of 
individuals, cities and systems. A search for well-being produces similar, although 
perhaps not as prolifi c, results. Resnick et al. draw attention to the value of resil-
ience as espoused through traditional adages and mythology [ 4 ], and, we would 
add, through now ubiquitous phrases that have entered popular culture (e.g. ‘Keep 
calm and carry on’), that also espouse resilience. 

 Resnick et al. suggest that the popularity of the concept is due to the prospect that 
resilience can be fostered. (In fact, they go one step further and suggest that foster-
ing of resilience can be used for primary prevention of chronic illness in at-risk 
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populations.) [ 4 ] It is also likely that the proliferation of interest in resilience and 
well-being, at least in the developed world, is linked to demographics: larger num-
bers of people living longer, with greater expectations of their health, coupled with 
a decrease in public services, makes an emphasis on resilience and well-being very 
timely. A critical approach to resilience and well-being, however, means that there 
must be caution about blaming victims if they do not exhibit resilience and resisting 
the romanticization of resilience:

  How can we celebrate an individual’s accomplishments and well-being in adverse situa-
tions without either blaming those whose lives show less cause for celebration, or dropping 
the critique of the contextual structures that promote the adversity. [ 5 ] 

   Given this background, the remainder of this chapter aims to provide a brief 
overview of resilience and well-being in the context of older people in primary care.  

2.3     The ‘Disability Paradox’ 

 Many older people with chronic conditions describe themselves as healthy. General 
Household Surveys in the UK, for example, have found that although 60 % of those 
aged over 65 report some form of chronic illness or disability, less than a quarter 
rate their health as poor [ 6 ], sometimes referred to as the ‘disability paradox’ [ 7 ]. At 
the same time, doctors are generally working within a pathogenic paradigm, which 
emphasizes burden, disease and decline [ 8 ]. This tension has the potential to 
adversely infl uence consultations between doctors and older patients [ 9 ]. 

 A salutogenic approach enables these paradoxes to be explored [ 10 ]. In the salu-
togenic approach, wellness (absence of morbidity) and illness (presence of morbid-
ity) are seen as a continuum rather than a dichotomy; the focus is on factors that 
support health rather than factors that cause disease, and questions such as why 
some people manage better than others can be explored. Research adopting this 
perspective sometimes uses the idea of people ‘beating the odds’ or ‘punching 
above their weight’ (metaphors also used for resilience) [ 11 – 13 ]. Previous studies 
exploring why some people do better than others have compared, for example, 
healthy and unhealthy ‘agers’ in deprived areas (where no differences were found in 
terms of life histories and current circumstances) [ 14 ] or people whose self-reported 
health status differed from that predicted by a model derived from questionnaire 
responses [ 15 ]. The salutogenic approach thus has great potential for exploring 
health in later life [ 6 ]. 

 An assumption is often made that resilience contributes to well-being; however, 
‘The Wellbeing and Resilience Paradox’ report [ 16 ] suggests that this relationship 
is not always straightforward. The authors make a useful distinction between well- 
being as a complex concept that captures a ‘psychological state at a point in time’ 
and resilience, while no less complex, as being more dynamic and incorporating 
aspects of the past and future. Well-being is strongly related to resilience, and there 
is overlap in the factors that infl uence both, but there are also individuals and 
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communities for whom well-being is high but resilience is low. Communities with 
high well-being but low resilience tend to have larger numbers of older people. The 
authors suggest that the individuals and communities who exhibit this paradox are 
particularly vulnerable but perhaps not so easily identifi able as other groups, which 
has implications for health care for older people.  

2.4     Definitions and Dimensions of Resilience 
and Well-Being 

 The ‘salutogenic umbrella’ incorporates a number of resilience-related psychologi-
cal and sociological concepts, including resilience and well-being, for example, 
hardiness, assets, inner strength and coping [ 17 ]. The concept of resilience is 
increasingly used in the fi eld of gerontology but lacks consistency in defi nition and 
use [ 18 ]. It has had numerous meanings in the literature, but generally refers to a 
pattern of functioning indicative of positive adaptation in the context of signifi cant 
risk or adversity [ 19 ]. But beyond that common understanding, there are different 
views on (a) whether resilience is a personality trait or a process, (b) the dimensions 
of resilience, (c) the validity of resilience as a concept and its consistency over time 
and (d) the relationships of resilience with adaptation and whether it adds some-
thing new in developmental and life course theories [ 20 ]. Research into resilience 
was originally developed in the domain of developmental psychology, dealing with 
childhood and adolescence, and has only recently been extended to other periods of 
the lifespan, including old age. 

 Looking in more detail at the construct of resilience, two dimensions have been 
proposed – exposure to adversity and showing signs of positive adaptation to this 
adversity [ 20 ,  21 ]. According to this defi nition, identifying resilience requires two 
judgements: is there now or has there been a signifi cant risk of adversity to be 
overcome and is the person ‘doing okay’? In many studies, ‘doing okay’ is mea-
sured by assessing mood, well-being or quality of life before and after being 
exposed to adversity [ 22 – 24 ]. Maintained or increased psychosocial well-being 
and quality of life are indicative that the person is doing okay and is therefore 
resilient. 

 Those with resilient outcomes to adverse situations have been reported to draw 
on a broader range of social and individual resources than those with vulnerable 
outcomes. As a consequence, these people were better able to maintain continuity 
of their previous lives and were more in control and, therefore, more able to trans-
form an adverse event into a benign one [ 25 ]. Drawing on previous experiences of 
loss and coping to create a sense of oneself as resilient has been found to help 
women deal with challenges from current ill-health [ 26 ]. 

 Kuh makes a case for studying not only physiological but also social and psycho-
logical resilience alongside frailty in older people, raising the prospect of being able 
to be physically frail but psychologically and socially resilient [ 27 ]. This suggests 
that resilience may offer an appropriate framework for understanding wellness and 
well-being in the context of older age and/or chronic conditions. This also comes 
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across in Windle’s proposed defi nition of resilience, developed from a review and 
concept analysis:

  Resilience is the process of effectively negotiating, adapting to, or managing signifi cant 
sources of stress or trauma. Assets and resources within the individual, their life and 
environment facilitate this capacity for adaptation and ‘bouncing back’ in the face of 
adversity. Across the life course, the experience of resilience will vary. [ 28 ] 

   In this defi nition, ‘bouncing back’ and adaptation are both seen as part of resil-
ience, which, I would suggest, make it more appropriate to older people. Adaptation 
also distinguishes resilience from stoicism, which, although often lauded as a posi-
tive response, has no elements of fl exibility, which are key to resilience [ 29 ]. 

 However, the notion of bouncing back, at least in the context of older people with 
chronic conditions, could also be seen as fl awed. Chronic conditions, by defi nition, 
persist and might get worse rather than better, and resilience here may mean that a 
person ‘keeps going’ despite the adversity, rather than returning to a pre-adversity 
state. Some research uses comparison of measures such as well-being and quality of 
life before and after adversity to determine resilience, with the focus on bouncing 
back rather than keeping going. It is diffi cult to measure adversity ‘objectively’, and 
people may experience the same adversity differently. This demonstrates the impor-
tance of looking at older people’s own defi nitions of adversity, well-being and resil-
ience [ 18 ]. These are important because they will shape the actions they take, and 
have taken, over their lifetime. It is important for healthcare professionals to con-
sider older people’s own defi nitions of resilience (or perhaps rather ‘keeping going’) 
as part of a patient-centred approach.  

2.5     Measuring Resilience 

 The measurement of resilience is problematic: a recent review of resilience scales 
found no current ‘gold standard’ amongst 15 measures of resilience [ 30 ]. This review 
reported that a number of scales are in the early stages of development, but all require 
further validation work. The authors identify the lack of attention paid to family and 
community resources as a major weakness of existing attempts to create a valid mea-
sure of the concept. A further problem, particularly for those wanting to adopt a 
salutogenic approach, is that measures for older people often focus on defi cits, such 
as challenges of living with chronic illness, pain, loss and loneliness [ 31 ]. The grow-
ing literature on optimal ageing [ 32 ] yields more positive measures, for example, 
Wagnild and Young developed a resilience scale measuring positive attributes 
(including equanimity, perseverance, self-reliance, existential aloneness and spiritu-
ality/meaningfulness) through interviews with ‘resilient’ individuals [ 33 ]. 

 Other examples of measuring resilience include Martens et al., who used ‘mas-
tery’ as a proxy measure, or marker, of resilience [ 34 ] and measured it using the 
‘Personal Mastery Scale’ [ 35 ]. They suggest that having a high level of mastery 
helps older people to cope with and adapt to living with a chronic condition. They 
also suggest that further longitudinal research is necessary to unravel the long-term 
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effects of mastery, income and social support on ‘relatively successful functioning’ 
in chronically ill patients. Lamond et al. suggest that the CD-RISC is an internally 
consistent scale for assessing resilience amongst older women and that greater resil-
ience as assessed by the CD-RISC related positively to key components of success-
ful ageing [ 36 ]. The strongest predictors of CD-RISC scores in this study were 
higher emotional well-being, optimism, self-rated successful ageing, social engage-
ment and fewer cognitive complaints. Janssen et al. conducted a qualitative study 
and suggest that the main sources of strength (‘to improve resilience’) identifi ed 
amongst older people were constituted on three domains of analysis; the individual, 
interactional and contextual domain and thus proactive interactions need to help 
older people build on the positive aspects of their lives [ 37 ]. 

 This resonates with Wild et al.’s [ 18 ] model (Fig.  2.1 ) of the different levels of 
resilience, including individual, family and community [ 18 ].

2.6        Alternatives to Resilience 

 The salutogenic umbrella can also be referred to as an ‘asset-based approach’ – 
identifying the protective factors that create health and well-being and in contrast 
with the defi cit-based approach described earlier. Resilience can be seen as an asset. 
Clearly in health care, a defi cit model is necessary to identify need, priorities and so 
on, but an asset-based approach would seem more acceptable as a complement to 
this defi cit-based approach. However, as with resilience, the focus of much research 
in this area has been personal factors and cognitive resources, and there is a need to 

Societal resilience

Community resilience
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Individual
resilience
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  Fig. 2.1    Levels of 
resilience (From: Wild 
et al. [ 18 ] with permission)       
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extend this further. The scales of resilience (individual, household, family, neigh-
bourhood, community, societal), seen in Fig.  2.1 , can also be applied to an asset-
based approach, as can the different domains of resilience, shown in the second 
model above, for example, fi nancial, environment, physical, social, psychological, 
mobility and so on.  

2.7     The Importance of Resilience in Context 

 Wild et al. acknowledge the potential for applying the concept of resilience to older 
people, acknowledging as they do that it can incorporate and balance vulnerability 
alongside strength across a wide range of contexts [ 18 ]. Locating resilience within 
these broader contexts removes the focus from individual characteristics and the 
associated blame for those who do not ‘achieve resilience’ [ 18 ]. The model also 
acknowledges that people may be resilient in one area but not in others (Fig.  2.2 ).

   Older people, particularly those with chronic conditions, might not consider 
themselves to have a medical condition but simply to be getting older; nevertheless, 
they have to face up to changes in their physical abilities and their perception of 
themselves. Being ‘resilient’ (in the sense suggested by Wild et al. [ 18 ] and Windle 
[ 28 ] above) means being able to accommodate and adapt to physical changes and 
fl uctuations in health and well-being in order to sustain what is important in life and 
for a valued sense of self. 

 Windle draws attention to the ‘normal, everyday’ nature of resilience, echoing 
Masten’s evocative phrase ‘ordinary magic’ and suggesting that ‘the opportunity for 
positive adaptation should be an option for everyone’ [ 28 ]. Perfect physical health 
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  Fig. 2.2    Areas of resilience (From: Wild et al. [ 18 ] with permission)       
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is neither necessary nor suffi cient for successful ageing as defi ned by the older 
adults themselves. Their holistic self-appraisal involves strong emphasis on psycho-
logical factors such as resilience, optimism and well-being, along with an absence 
of depression.  

2.8     Implications of Taking Account of Resilience 

 Most of the public discourse on population ageing involves dire predictions and 
negative stereotypes. This negative view of old age has been contrasted by empirical 
research on older adults who continue to function well and are ageing 
‘successfully’. 

 Health and welfare services may be part of the environment of many older peo-
ple, particularly those with chronic conditions, but those who provide care need to 
appreciate that a frail body is not indicative that the cared-for person lacks a resilient 
sense of self or is not able to draw on other domains or levels to achieve resilience. 

 Clinicians can help reduce societal ageism through their optimistic approach to 
the care of seniors. Treating the frail body should not come at the expense of under-
mining an older person’s sense of self. In order to balance professional perceptions 
of an individual’s ‘frailty’ with an individual’s embodied and lived experience, we 
suggest that health and social care providers take an individual’s own approach to 
managing their condition as the starting point for any support. 

 Further research on how older adults develop and maintain positive self- 
appraisals in the presence of biological decline may also inform similar adaptations 
across the lifespan.  

2.9     Suggested Activity 

 Think about a particular patient using a salutogenic approach and using the models 
shown above. Is it possible to identify different levels of resilience that the patient 
can draw on/could be helped to draw on, outside of his/herself? Are there other 
domains in which the patient is resilient that can be used to support an area of dif-
fi culty? Does the patient have valued activities? How can they be supported to con-
tinue with these? How could any treatment given to a patient be used to support 
rather than undermine a positive sense of self? Are there opportunities for fostering 
resilience in older people with current high levels of well-being?     
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      Living Well with Loss in Later Life                     

       Bernadette     Bartlam       and     Linda     Machin     

       The concept of living well with loss in later life is consistent with contemporary, criti-
cal perspectives on ageing. Such perspectives challenge traditional notions of ageing 
as problematic and burdensome and support the growing  awareness of older people as 
assets and contributors to the societies in which they live [ 1 ,  2 ]. They also challenge 
us to understand more fully the nature of losses over the life course and their conse-
quences in later life and, in so doing, to identify more effective strategies for counter-
ing them and enhancing quality of life as we age. Within that context, this chapter has 
three aims: to explore contemporary understandings of loss and grief over the life 
course, to examine how these can contribute to improvements in outcomes for older 
people and to identify the implications for practice. 

3.1     Loss and the Life Course 

 Human lives are shaped by a diverse range of factors, some of which are relatively 
fi xed (e.g. gender, ethnicity) whilst others may change over the life course (e.g. health 
and disability, socio-economic status, sexual orientation), with the physical environ-
ment, economic upheavals and social change also having cumulative effects in later 
life [ 3 – 5 ]. Grief is commonly seen as the response to bereavement, which ‘confronts 
people with some of the most stressful adaptational challenges that humans experi-
ence‘ [ 6 ]. Where grief is complicated, it is said to be characterized by diffi culty in 
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functioning in work and in social relationships, a sense of meaninglessness, prolonged 
yearning for the deceased and disruption in personal beliefs. It also carries an increased 
risk of depression, generalized anxiety and panic disorder, alcohol abuse and use of 
medications, sudden cardiac events and suicide [ 7 ,  8 ]. Yet loss and change over the 
life course are intrinsic to the human condition, and grief responses can be triggered 
by a wide variety of circumstances and events, not just bereavement. The timing and 
nature of events can either support or disrupt the expected fl ow of life across age 
stages [ 2 ,  4 ]. For example, particular individual experiences of loss may result from 
broken or damaged relationships such as divorce; abuse; illness; disability (chronic or 
acute); disappointment in unfulfi lled ambitions, e.g. childlessness; and bereavement 
through traumatic or untimely death [ 9 ]. All of these experiences occur within a wider 
social, economic and political environment which itself may provide supportive and 
fulfi lling life opportunities or may generate other losses such as poverty, poor housing 
or unemployment [ 10 ,  11 ]. Acquiring a capacity to cope with signifi cant life changes 
demands an acceptance of the implicit losses and the feelings associated with them 
along with appropriate adjustment to altered social circumstances. Evidence of effec-
tive coping demonstrates resilience and is characterized by positive self-esteem, cour-
age, fl exibility, optimism and fi nding meaning within the experience of loss and 
change (see Fig.  3.1 ) [ 9 ].

   For older people, loss and change will have shaped past experience, and current 
losses may be multiple and complex, in particular the prevalence of ill-health and 
long-term conditions increases with advancing age [ 12 ]. Such loss experiences may 
promote psychological and behavioural competence within an individual or be 
accrued as unresolved developmental tasks [ 13 ].  

  Fig. 3.1    Ageing well with 
loss       
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3.2     The Challenge for Practice 

 Losses such as these have potential implications for mental health as individuals 
react to them and seek to cope with their consequences. The Mental Health Strategy 
for England (2011) emphasizes the importance of addressing mental health prob-
lems, particularly when these are co-morbid with physical health problems [ 14 ]. 
Having a long-term condition can bring with it various losses, and depression and 
anxiety are more common in such individuals for whom it worsens the prognosis, 
and psychological health outcomes and adversely affects overall quality of life 
[ 15 – 17 ]. Depression and loneliness are strongly associated, and longitudinal work 
has reported loneliness as an independent risk factor for future depression [ 18 ,  19 ]. 
It is associated with a high degree of morbidity including poor physical and mental 
health/function and also with increased mortality, whilst those with adequate social 
relationships have a 50 % greater likelihood of survival compared to those with poor 
or insuffi cient social relationships [ 20 – 23 ]. Loneliness is often a consequence of 
bereavement, particularly in spousal bereavement or divorce, and loneliness and 
low social interaction are predictive of suicide in older age [ 24 ]. Loneliness is asso-
ciated with increased health and social services utilization, with lonely people more 
likely to visit their GP and have higher use of medication, higher incidence of falls 
and increased risk factors for long-term care, including early entry into residential 
or nursing care [ 20 ,  25 ,  26 ].  

3.3     Ageing Well in the Face of Cumulative Losses: 
The Range of Response to Loss Model 

 In the light of such evidence, and given the changing demography in terms of ageing 
populations (see Chap.   1    ), developing theoretical and practical frameworks that can 
both identify how an individual is dealing with loss and support them in the assimi-
lation of inevitable, cumulative and complex losses into positive later life experi-
ences, rather than them being accepted as an inevitable and negative consequence of 
ageing, is a critically important challenge. The Range of Response to Loss (RRL) 
model offers one such theoretical framework [ 9 ,  27 ]. The Adult Attitude to Grief 
(AAG) scale, which refl ects the concepts in the RRL model, offers a tool for practi-
tioners and patients to identify both core reactions and dominant coping responses 
in the face of loss(es) [ 9 ,  28 ] and consider the most appropriate intervention to 
enhance coping and improve outcomes. 

 The RRL model conceptualizes grief as a two-dimensional interactive process made 
up of, fi rst, core refl exive reactions to loss and, second, coping responses made in the 
active management of loss and its consequences [ 29 ,  30 ]. In the RRL model, these 
dimensions are represented by a spectrum of contrasting characteristics (see Fig.  3.2 ).

    Core reactions  are represented on a spectrum of a state of being  overwhelmed  in 
which the distress of grief is dominant to a  controlled  state in which the instinct to sup-
press expressions of grief dominates.  Coping responses  can be seen in a range from 
vulnerable to resilient. Most people will be vulnerable immediately after a signifi cant 
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loss as their own resources and those of supportive others may not yet be operational-
ized. However, when there is an increased capacity to acknowledge and accept those 
things which are irreversibly changed and those things which can be actively pursued 
in managing the loss and its consequences, living well with loss becomes possible.  

3.4     Developing a Practice Tool: The Adult Attitude 
to Grief Scale  

 The AAG self-report scale provides a clear profi le of the overwhelmed or controlled 
grief reactions and the vulnerable or resilient responses to loss (see Table  3.1 ). The 
scale consists of nine items devised to test the validity of the categories initially 
making up the RRL model – overwhelmed, controlled and balance/resilience. The 
items are scored on a Likert scale of 5 categories from ‘strongly agree’ to ‘strongly 
disagree’. In addition to supporting the factor structure of the RRL model, research 
suggested the practical potential of the AAG, based on its capacity to profi le the 
combination of factors unique to an individual and their experience of grief and its 
face validity for both practitioners and patients [ 9 ,  31 ].

   With the development of the RRL model to include vulnerability as the spectrum 
opposite to resilience, research validated the use of the AAG to calculate an indica-
tion of this new component, by reversing the resilient item scores and adding them 
to the overwhelmed and controlled item scores, gives a range from 0 to 36: 
 O C R V+ =    [ 28 ]. The research determined statistically the optimum cut-off 
scores on the scale for the classifi cation of different levels of vulnerability: 

 Severe vulnerability  >24 

 High vulnerability  21–23 

 Low vulnerability  <20 

  Fig. 3.2    The interacting dimensions of the range of response to loss model       
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   Additionally, cross-tabulation of the AAG scores with the demographic and clin-
ical research data provided an indication of the characteristics associated with 
severe and high vulnerability. The following key factors were identifi ed:

•    Age under 25 and over 76  
•   Loss of a child  
•   Grief reactions: inability to accept the death, powerful distress/despair and dif-

fi culty in day-to-day functioning  
•   Coping responses: diffi culty dealing with one’s own feelings and diffi culty deal-

ing with the meaning of loss  
•   Complicating factors: mental health problems and fi nancial problems  
•   Social factors: isolation    

 These fi ndings are consistent with established risk factors for morbidity and mor-
tality in grieving people and link with other specifi c studies relating to mental health 
issues in later life [ 32 ].  

3.5     Implications for Practice 

 Widening access to appropriate mental health care is a public health policy priority 
in the UK [ 33 ]. However, a major concern in the study of grief throughout most of 
the twentieth century has been with the complicated psychological consequences of 
bereavement [ 34 – 39 ]. More recently the focus has moved to recognition of the huge 
variability in grief reactions and evidence that the majority of grieving people dem-
onstrate resilience and satisfactorily adjust to loss [ 40 – 42 ]. This rise in positive 
psychology has provided a less pathological perspective on grief and one which 
suggests that resilience is more universal than previous theories of grief might have 
suggested [ 43 ,  44 ]. The focus on resilience within the RRL, therefore, not only 
gives a less pessimistic view of loss and grief but an important therapeutic focus 
when addressing vulnerability. These are hugely encouraging factors when thinking 
about loss in later life. 

 ‘The family physician is the only specialist who, through his or her position in the 
health system and in the community, can give emotional support to the bereaved and 
simultaneously deal with the health problems associated with the process’ [ 45 ]. This is 
true of non-bereavement losses also. Moreover, failure to intervene appropriately with 
those who are most vulnerable results in an increased demand for health and social care 
resources, and mitigating the negative outcomes of loss and bereavement is, therefore, 
a signifi cant issue for public and personal health [ 8 ]. Finally, recent review of the litera-
ture highlighted the importance of ensuring that more intensive interventions are tar-
geted at those with greatest need and who are most likely to benefi t [ 46 ]. 

 Matching health and social care resources to individual loss needs requires careful 
assessment and review. At the time of writing, the Patient Health Questionnaire and 
the General Anxiety Disorder scale are commonly used in primary care in the UK to 
assess the severity of depression and anxiety, respectively [ 47 ,  48 ]. Whilst depression 
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and anxiety can be important consequences of loss, neither of these scales captures 
the individual expression and experiences of grief more widely evident in bereaved 
people. Current research and practice experience suggest that the AAG offers practi-
tioners a concise and easy-to-use tool that does exactly that, and, in doing so, both 
empower patients (by offering insight) and enable practitioners to target appropriate 
resources to those most in need. Moreover, it facilitates the comprehensive, holistic 
person-centred approach to care that has been identifi ed as best practice [ 49 ]. Given 
the growing population with more complex needs and the importance of tailoring 
interventions to meet the individual needs and preferences of patients, the full range 
of support available should be considered, from voluntary sector befriending and 
social interventions to specialist mental health services [ 50 ,  51 ].  

3.6     Practice Audit 

 To remain responsive to diverse and changing populations of older people, we need 
to understand how our existing services can better tailor mental health treatments. 
With that in mind, a number of audit opportunities present themselves:

•    Using the AAG to facilitate practitioner-patient dialogue and understanding of 
the impact of particular loss(es)  

•   Using the AAG as a baseline from which to identify vulnerability and refer onto 
other services  

•   Follow-up use of the AAG to indicate change over time and establish whether the 
intervention has resulted in increased resilience  

•   Identifying the acceptability of the AAG to patients  
•   Identifying the acceptability of any resulting referral intervention to patients and 

what other sources of support might be helpful     

3.7     Next Steps 

 Whilst bereavement is associated with signifi cant morbidity and mortality, the evi-
dence on which health and social care practitioners can base their practice remains 
limited [ 52 ]. The situation holds true also when working with older people experi-
encing multiple losses, of which bereavement may be just one. Existing practice use 
of the AAG scale suggests that it is simple to use and has face validity, i.e. patients 
are able to relate their own grief to the items in the scale and experience it as provid-
ing some normality for the sense of emotional and mental turmoil generated by their 
loss [ 31 ]. It has the potential to provide practitioners with a tool able to distinguish 
those most in need of support either within the context of primary care or for referral 
on to other services, as well as identifying change over time. Interest and enthusi-
asm for the model and the scale have been refl ected in their adoption in palliative 
and bereavement care contexts and in the recognition given to their contribution to 
contemporary theories of bereavement needs assessment [ 53 – 55 ]. 
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 Supported by the expertise of CORE Information Management Systems (CORE 
ims) 1  in routine outcome measurement, plans are being made for the wider use of 
the AAG. Part of this cooperative development with CORE aims to establish a 
learning collaborative across the bereavement care sector as the catalyst and context 
for further research and enhanced professional practice. It is anticipated that a learn-
ing collaborative will contribute to a growing evidence base on the use of the AAG 
in a wide variety of settings and amongst different population experiences a range 
of losses. 

 In refl ecting the concepts in the RRL model, the AAG provides a profi le of the 
psychological distress prompted by the loss(es) experienced, identifi es the possibili-
ties that may positively counter any negative consequences and can provide the 
basis for exploring the resources needed to face the pain and harness of such pos-
sibilities. By recognizing that grief is not only a reaction to loss but is a process of 
actively coping with its consequences, the RRL, and with it the AAG, points to the 
multi-factored possibilities for living well with loss.     

   References 

    1.   Baars J, Dannefer D, Phillipson C, Walker A. Aging, globalization, and inequality: the new 
critical gerontology. Baywood Pub., 2006; eScholarID:  188594    .  

     2.    Phillipson C. The political economy of longevity: developing new forms of solidarity for later 
life. Sociol Q. 2015;56(1):80–100. doi:  10.1111/tsq.12082    . eScholarID:236924.  

    3.    Elder Jr GH. The life course in time and place. In: Heinz, Marshal, editors. Social dynamics of 
the life course: transitions, institutions and social relations. New York: Walter de Gruyter; 
2003. p. 57–72.  

    4.    Walker A, editor. Understanding quality of life in old age. Maidenhead: Open University 
Press/McGraw Hill; 2005.  

    5.    Phillipson C. Ageing. Cambridge: Wiley; 2013. eScholarID:185275.  
    6.    Folkman S. Revised coping theory and the process of bereavement. In: Stroebe MS, Hansson 

RO, Stroebe W, Schut H, editors. Handbook of bereavement research. Washington: American 
Psychological Association; 2001. p. 563–84.  

    7.    Parkes CM, Weiss RS. Recovery from bereavement. New York: Basic; 1983.  
     8.    Stroebe W, Stroebe MS. Bereavement and health. Cambridge: Cambridge University 

Press; 1987.  
        9.    Machin L. Working with loss and grief. 2nd ed. London: Sage; 2014.  
    10.    Carr D, Jeffreys JS. In: Neimeyer RA, Harris DL, Winokeur HR, Thornton GF, editors. Spousal 

bereavement in later life in grief and bereavement in contemporary society: bridging research 
and practice. New York: Routledge; 2011. p. 81–91.  

    11.    O’Rand AM, Isaacs K, Roth L. In: Dannefer D, Phillipson C, editors. Age and inequality in global 
context in the sage handbook of social gerontology. Los Angeles: Sage; 2013. p. 127–36.  

    12.   Age UK. Healthy ageing evidence review. Available on-line at: 2010.   http://www.ageuk.org.
uk/Documents/EN-GB/For-professionals/Health-and-wellbeing/Evidence%20Review%20
Healthy%20Ageing.pdf?dtrk=true    .  

    13.    Erikson EH. Identity and the lifecycle: a reissue. New York: W. W. Norton; 1980.  

1   CORE ims is a not-for-profi t leader in the fi eld of routine outcome measurement in mental health 
psychological therapies, which delivers and supports validated, reliable routine measurement tools 
( http://www.coreims.co.uk ). 

B. Bartlam and L. Machin

http://www.manchester.ac.uk/escholar/uk-ac-man-scw:188594
http://dx.doi.org/10.1111/tsq.12082
http://www.ageuk.org.uk/Documents/EN-GB/For-professionals/Health-and-wellbeing/Evidence Review Healthy Ageing.pdf?dtrk=true
http://www.ageuk.org.uk/Documents/EN-GB/For-professionals/Health-and-wellbeing/Evidence Review Healthy Ageing.pdf?dtrk=true
http://www.ageuk.org.uk/Documents/EN-GB/For-professionals/Health-and-wellbeing/Evidence Review Healthy Ageing.pdf?dtrk=true
http://www.coreims.co.uk/


27

    14.   Department of Health. No health without mental health. 2011.   https://www.gov.uk/govern-
ment/uploads/system/uploads/attachment_data/fi le/213761/dh_124058.pdf    .  

    15.    Anderson R, Freedland K, Clouse R, Lustman P. The prevalence of comorbid depression in 
adults with diabetes: a meta-analysis. Diabetes Care. 2001;24:1069–78.  

   16.    Katon W, Ciechanowski P. Impact of major depression on chronic medical illness. J Psychosom 
Res. 2002;53:859–63.  

    17.    Mercer SW, Gunn J, Wyke S. Improving the health of people with multimorbidity: the need for 
prospective cohort studies. J Comorbidity. 2011;1(1):4–7.   http://www.jcomorbidity.com/
index.php/test/article/view/10    .  

    18.    Heikkinen RL, Kauppinen M. Depressive symptoms in late life: a 10-year follow-up. Arch 
Gerontol Geriatr. 2004;38:239–50.  

    19.    Cacioppo JT, Hughes ME, Waite LJ, Hawkley LC, Thisted RA. Loneliness as a specifi c risk 
factor for depressive symptoms: cross-sectional and longitudinal analyses. Psychol Aging. 
2006;21(1):140–51.  

     20.    O’Luanaigh CO, Lawler BA. Loneliness and the health of older people. Int J Geriatr Psychiatry. 
2008;23:1213–21.  

   21.    James BD, Wilson RS, Barnes LL, Bennett DA. Late-life social activity and cognitive decline 
in old age. J Int Neuropsychol Soc. 2011;17(6):998–1005.   http://www.ncbi.nlm.nih.gov/
pubmed/22040898    .  

   22.    Lyyra T-M, Heikinnen RL. Perceived social support and mortality in older people. J Gerontol. 
2006;61B(3):S147–52.  

    23.    Holt-Lunstad J, Smith TB, Layton JB. Social relationships and mortality risk: a meta-analytic 
review. PLoS Med. 2010;7(7):e1000316.    http://www.plosmedicine.org/article/fetchObject.act
ion?uri=info%3Adoi%2F10.1371%2Fjournal.pmed.1000316&representation=PDF    .  

    24.    O’Connell H, Chin A, Cunnigham C, Lawlor B. Recent developments: suicide in older people. 
Br Med J. 2004;29:895–9.  

    25.    Cohen GD, Perstein S, Chapline J, Kelly J, Firth KM, Simmens S. The impact of profession-
ally conducted cultural programs on the physical health, mental health, and social functioning 
of older adults. Gerontologist. 2006;46(6):726–34. doi:  10.1093/geront/46.6.726    .  

    26.    Russell DW, Cutrona CE, de la Mora A, Wallace RB. Loneliness and nursing home admission 
among rural older adults. Psychol Aging. 1997;12(4):574–89 [PubMed].  

    27.   Machin L. Exploring a framework for understanding the range of response to loss; a study of cli-
ents receiving bereavement counselling. Unpublished PhD thesis: Keele: Keele University; 2001.  

     28.    Sim J, Machin L, Bartlam B. Identifying vulnerability in grief: psychometric properties of the 
adult attitude to grief scale. Qual Life Res. 2013. doi:  10.1007/s11136-013-0551-1    .  

    29.    Attig T. How we grieve: relearning the world. revisedth ed. New York: Oxford University 
Press; 2011.  

    30.    Stroebe MS, Folkman S, Hansson RO, Schut H. The prediction of bereavement outcome: 
development of an integrative risk factor framework. Soc Sci Med. 2006;63:2440–51.  

     31.    Machin L, Spall R. Mapping grief: a study in practice using a quantitative and qualitative 
approach to exploring and addressing the range of response to loss. Couns Psychother Res. 
2004;4:9–17.  

    32.    Sanders CM. Risk factors in bereavement outcome. In: Stroebe MS, Stroebe W, Hansson RO, 
editors. Handbook of bereavement. Cambridge: Cambridge University Press; 1993. p. 255–67.  

    33.    Department of Health. Closing the gap: priorities for essential change in mental health. 
London: Department of Health; 2014.  

    34.   Parkes CM. Bereavement: studies of grief in adult life. London: Routledge; 1972/1989/1996.  
   35.    Raphael B. The anatomy of bereavement. London: Unwin Hyman; 1984.  
   36.    Mikulincer M, Florian V. The relationship between adult attachment styles and emotional and 

cognitive reactions to stressful events. In: Simpson JA, Rholes WS, editors. Attachment theory 
and close relationships. New York: Guilford Press; 1998. p. 143–65.  

   37.    Cassidy J, Shaver PR, editors. Handbook of attachment: theory, research and clinical 
application. New York: Guilford Press; 1999.  

3 Living Well with Loss in Later Life

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213761/dh_124058.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213761/dh_124058.pdf
http://www.jcomorbidity.com/index.php/test/article/view/10
http://www.jcomorbidity.com/index.php/test/article/view/10
http://www.ncbi.nlm.nih.gov/pubmed/22040898
http://www.ncbi.nlm.nih.gov/pubmed/22040898
http://www.plosmedicine.org/article/fetchObject.action?uri=info:doi/10.1371/journal.pmed.1000316&representation=PDF
http://www.plosmedicine.org/article/fetchObject.action?uri=info:doi/10.1371/journal.pmed.1000316&representation=PDF
http://dx.doi.org/10.1093/geront/46.6.726
http://dx.doi.org/10.1007/s11136-013-0551-1


28

   38.    Fraley RC, Shaver PR. Loss and bereavement: attachment theory and recent controversies 
concerning grief work and the nature of detachment. In: Cassidy J, Shaver PR, editors. 
Handbook of attachment: theory, research, and clinical applications. New York: Guilford; 
1999. p. 735–59.  

    39.    Parkes CM. Love and loss – the roots of grief and its complications. London: Routledge; 2006.  
    40.   Stroebe M. Coping with bereavement: a review of the grief work hypothesis. Omega. 

1992/1993;26:19–42.  
   41.    Stroebe M, Schut H. The dual process model of coping with bereavement: rationale and 

description. Death Stud. 1999;23:197–224.  
    42.    Bonanno GA. Loss, trauma and human resilience. Am Psychol. 2004;59(1):20–8.  
    43.    Seligman MEP. Building human strength: psychology’s forgotten mission. Am Psychol Assoc 

Monit. 1998;29:1.  
    44.    Bonanno GA, Papa A, O’Neill K. Loss and human resilience. Appl Prev Psychol. 2002;10:193–206.  
    45.    Garcia-Garcia JA, Landa V. The provision of grief services by primary care physicians. Eur 

J Palliat Care. 2006;13(4):45.  
    46.    Arthur A, James M, Stanton W, Seymour J. Bereavement care services: a synthesis of the lit-

erature. London: Department of Health; 2010.   https://www.gov.uk/government/uploads/sys-
tem/uploads/attachment_data/fi le/215799/dh_123810.pdf    .  

    47.    Kroenke K, Spitzer RL. The PHQ-9: a new depression and diagnostic severity measure. 
Psychiatr Ann. 2002;32:509–21.  

    48.    Spitzer RL, Kroenka K, Williams J. A brief measure for assessing generalised anxiety disor-
der. The GAD –7. Arch Intern Med. 2006;166:1092–7.  

    49.   Royal College of General Practitioners. The GP consultation in practice. 2010.   http://www.
gmc-uk.org/2_01_The_GP_consultation_in_practice_May_2014.pdf_56884483.pdf    .  

    50.   National Health Service England. Improving general practice: a call to action. 2013.   http://
www.england.nhs.uk/wp-content/uploads/2013/09/igp-cta-evid.pdf    .  

    51.    Lovell K, Gask L, Bower P, Waheed W, Chew-Graham C, Aseem S, Beatty S, Burroughs H, 
Clarke P, Dowrick A, Edwards S, Gabbay M, Lamb J, Lloyd-Williams M, Dowrick C. 
Development and evaluation of culturally sensitive psychosocial interventions for under- served 
people in primary care. BMC Psychiatry. 2014;14:217. doi:  10.1186/s12888-014-0217-8    .  

    52.    Nagraj S, Barclay S. Bereavement care in primary care: a systematic literature review and nar-
rative synthesis. Br J Gen Pract. 2011;61(582):e42–8. doi:  10.3399/bjgp11X549009    .  

    53.   Relf M, Machin L, Archer N. Guidance for bereavement needs assessment in palliative care. 
London: Help the Hospices; 2008/2010.  

   54.    Brocklehurst T, Hearnshaw C, Machin L. Bereavement needs assessment – piloting a process. 
Prog Palliat Care. 2014;22(3):143–9.  

    55.    Agnew A, Manktelow R, Taylor BJ, Jones L. Bereavement needs assessment in specialist pal-
liative care: a review of the literature. Palliat Med. 2009;24:46–59.    

B. Bartlam and L. Machin

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215799/dh_123810.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215799/dh_123810.pdf
http://www.gmc-uk.org/2_01_The_GP_consultation_in_practice_May_2014.pdf_56884483.pdf
http://www.gmc-uk.org/2_01_The_GP_consultation_in_practice_May_2014.pdf_56884483.pdf
http://www.england.nhs.uk/wp-content/uploads/2013/09/igp-cta-evid.pdf
http://www.england.nhs.uk/wp-content/uploads/2013/09/igp-cta-evid.pdf
http://dx.doi.org/10.1186/s12888-014-0217-8
http://dx.doi.org/10.3399/bjgp11X549009


29© Springer International Publishing Switzerland 2016
C.A. Chew-Graham, M. Ray (eds.), Mental Health and Older People: 
A Guide for Primary Care Practitioners, DOI 10.1007/978-3-319-29492-6_4

      Policy Context for Mental Health 
and Older People                     

       Mo     Ray     

4.1           Introduction 

 The ‘problem’ of old age dominated post-war old age policy and practice, and for 
years after its abolition in 1948, the Poor Law continued to exert a considerable 
infl uence on progress in policy and practice. Expectations about the care of older 
people were low, fuelled by assumptions of inevitable decline, and institutional care 
continued to be the assumed means by which formal care was provided. At the time 
of publication of Townsend’s study ‘The Last Refuge’ [ 1 ], three fi fths of elderly 
people admitted to residential care were accommodated in buildings originally 
commissioned as public assistance institutions. Accommodation and care were 
characterised by impoverished environments and harsh, institutional regimes. Other 
older people in institutional care were accommodated in long-stay hospitals, or hos-
pital wards. 

 The aspiration to close long-stay institutions and hospital wards and to develop 
community responses for people in need of formal care, including older people, 
was a sustained political aspiration from the 1950s. ‘Care in the Community’, as 
it became known, was generally considered to be less expensive than long-stay 
institutional care and, at the same time, was seen as a humane and sensitive, if 
poorly fl eshed out, policy [ 2 ]. But despite successive attempts to accelerate dein-
stitutionalisation and develop more comprehensive and imaginative community- 
based services for older people, progress over the next two decades remained very 
slow (for a full analysis and discussion, refer to Means et al. [ 3 ]). Residential care 
continued to occupy a central and assumed supremacy in the care of older people. 
It is against this backdrop that subsequent policy has attempted to modernise 
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services for older people with care needs and, specifi cally, with mental health 
problems. 

 Policy is not developed and implemented as a rational, linear progression but 
is, rather, developed incrementally, and its progress is shaped and infl uenced by 
numerous factors [ 4 ]. Political ideology, views about the role of the state in 
funding care for older people, the economy, the state of knowledge about what 
‘works’ best or is considered most desirable and the ways in which older people 
are perceived and the priority they are accorded against other priority groups are 
just some examples of potential barriers or facilitators to policy development. 
Health and welfare policy for older people with mental health problems illus-
trates the incremental, fragmented and often slow nature of policy development. 
Considerable distance frequently exists between policy rhetoric, on the one 
hand, and the practical realities of service development and delivery, on the 
other [ 5 ]. As awareness of the mental health needs of older people grew, it was 
realised that policy and practice had paid insuffi cient attention to older people 
who were living with dementia, with depression and anxiety and complex needs 
surrounding co-existing, long-term physical and mental health needs [ 6 ]. 
Despite a considerable growth in policy over the past 20 years, espousing the 
development of comprehensive, accessible and coordinated mental health 
 services for older people as a priority, the impact of factors such as the priority 
older people with mental health problems was accorded, age-based discrimina-
tion, and low expectations have been pervasive features inhibiting its 
development. 

 This chapter reviews some of the key policy developments in mental health for 
older people over the past 15 years which is arguably when a greater focus on men-
tal health and old age policy became evident. The focus here is on public policy 
rather than on the signifi cant legislative changes that have taken place over a similar 
period which are more fully addressed in Chap.   27    .  

4.2     Policy and Older People’s Mental Health 

 Older people were not included in the National Service Framework (NSF) for 
Mental Health [ 7 ]  which arguably confi rmed the relative marginalisation of older 
people against other people with mental health problems. Prior to the publication of 
the National Service Framework for Older people [ 8 ], an Audit Commission report 
[ 9 ] evidenced a number of fundamental gaps in policy and practice in mental health 
services for older people. Recommendations for improvement included the imple-
mentation of a full range of accessible, community- and home-based services, 
improvements in access to a full range of therapeutic interventions, which at the 
time were almost non-existent for older people, and addressing signifi cant geo-
graphical disparities in service provision. The report urged the development of a 
coherent service model which was acknowledged to be fragmented, uncoordinated 
and variable in quality. The National Service Framework for Older People [ 8 ] 
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included a standard addressing mental health and core priorities across all areas of 
service delivery (e.g. recognition that mental health promotion was as crucial for 
older people as people across the rest of the life course, the under detection of men-
tal health problems such as depression, improving diagnosis for people with cogni-
tive impairment, access to therapeutic interventions and access to appropriate 
occupational opportunities for people living in care homes). Many of these priori-
ties evidenced the signifi cant gaps in older persons’ mental health services and drew 
attention to the underpinning goal of the NSF which was to remove age-based dis-
crimination and offer high-quality and equitable services based on need. 

 Subsequent policies continued to refl ect the challenge of modernising services 
and to highlight the need for investment to bring about the levels of improvement 
that were needed [e.g.  10 ,  11 ]. The report ‘Everybody’s Business’ [ 11 ] and a num-
ber of subsequent policies [ 12 ,  13 ] endorsed the service model proposed in the NSF 
and confi rmed a number of core principles central to successful modernisation of 
mental health services:

•    The involvement of service users and carers in service development, delivery and 
evaluation  

•   Person-centred planning  
•   Integrated, accessible and culturally appropriate services  
•   Basing service development on what works  
•   Workforce development  
•   A whole system approach to integrated services ranging from preventative, 

mental health promotion to inpatient care  
•   Equitable services – No services should exclude a person on the basis of their 

age, gender, sexual orientation or race    

 Despite the plethora of policies highlighting the importance of modernising 
mental health services and ending age-based discrimination,  Living Well in Later 
Life  [ 14 ] commented that an exception to the decline in age discrimination in health 
services was mental health. Here, it was argued, the organisational division between 
mental health service for adults of working age, and older people, continued to 
result in an unfair system. 

 By the end of the period between 2000 and 2010, a welter of policies, including 
the ‘New Horizons’ shared vision for mental health [ 15 ], presented overwhelming 
evidence of age-based discrimination in mental health services, persistent varia-
tions in the quality and availability of a full range of accessible services and poor 
awareness of mental health needs in older age [ 15 – 18 ]. The Centre for Policy on 
Ageing comments that ‘the ten years from 1999 to 2009 has seen an increased 
focus on older people’s issues. Concern at the state of mental health services for 
older people in the UK has been refl ected in the publication of a large number of 
key reports relating to older people’s mental health services, identifying the need 
to address age discrimination and to bring about signifi cant improvements in ser-
vice provision’ [ 19 ]. 
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 Superseding the ‘New Horizons’ strategy, a cross-government strategy, taking a 
life course approach, focused on mental health outcomes for people of all ages [ 20 ]. 
The strategy defi ned six key objectives:

•    More people will have good mental health.  
•   More people with mental health problems will recover.  
•   More people with mental health problems will have good physical health.  
•   More people will have positive experiences of help and support.  
•   Fewer people will suffer avoidable harm.  
•   Fewer people will experience stigma and discrimination.    

 Similar strategy documents address the mental health and wellbeing of popula-
tions in Scotland [ 21 ], Wales [ 22 ] and Northern Ireland [ 23 ]. 

4.2.1     Together for Mental Health: A Strategy for Mental Health 
and Wellbeing in Wales (2015) [ 22 ] 

•     The mental health and wellbeing of the whole population is improved.  
•   The impact of mental health problems and/or mental illness on individuals of all 

ages, their families and carers, communities and the economy more widely, is 
better recognised and reduced.  

•   Inequalities, stigma and discrimination suffered by people experiencing mental 
health problems and mental illness are reduced.  

•   Individuals have a better experience of the support and treatment they receive 
and have an increased feeling of input and control over related decisions.  

•   Access to, and the quality of preventative measures, early intervention and 
treatment services are improved and more people recover as a result.  

•   The values, attitudes and skills of those treating or supporting individuals of all 
ages with mental health problems or mental illness are improved.    

 All of the strategic documents recognise the importance of social determinants 
and life course inequality on mental health and wellbeing. The English strategy 
document, for example, included a focus on the prevalence and continued under- 
recognition of older people living with depression and associated risk factors. The 
experience of social isolation as a social determinant of mental ill health was cited 
as an example of a signifi cant risk factor for some groups of older people. Older 
people were identifi ed in the strategy as a priority group for further investment in 
psychological therapies with the intention of monitoring their access to those 
services. 

 The visibility and priority of older peoples’ mental health was further supported 
by a growing number of practice guidance documents with evidence-based recom-
mendations for driving up standards in practice and improving care. For example, 
the Social Care Institute for Excellence (SCIE) published extensive guidance on 
assessment practices with older people with mental health problems [ 24 ] and 
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supporting positive and inclusive communication with people with dementia [ 25 ]. 
The NICE/SCIE guideline in supporting people with dementia and their carers in 
health and social care [ 26 ] provided a detailed and comprehensive evidence-based 
guideline based on the whole person. The Royal College of General Practitioners 
[ 27 ] developed guidance for practitioners to raise awareness of the importance of 
detecting depression amongst older people, and NICE [ 28 ] has produced a quality 
standard to support and promote good mental health and wellbeing amongst older 
people living in care homes. 

 Nevertheless, from a public policy perspective, a review by the National Audit 
Offi ce [ 29 ] concluded that dementia services in England were not providing value 
for money to taxpayers or people with dementia. Nor had dementia been accorded 
the same priority as other conditions, such as cancer and heart disease, and thus had 
not had the same opportunity for improvement. The Department of Health subse-
quently identifi ed dementia as a national health and social care priority [ 30 ], which 
ultimately led to the development of the fi rst national Dementia Strategy for England 
[ 31 ]. The devolved nations of Great Britain have also developed dementia strategies 
to refl ect the needs of their countries and communities [ 32 – 35 ] but with substantial 
overlap in terms of core priorities for development.   

4.3     Policy Focus on Dementia 

 The vision underpinning the English dementia strategy made clear that its achieve-
ment would support and enable people living with dementia to ‘live well’. 
Comprehensive recommendations included: improvement in dementia awareness, 
challenging stigma, improving diagnosis and early detection and developing effec-
tive and integrated improvements in treatment and interventions. 

 Subsequently, and in response to growing concerns about its (mis)use [ 36 ], an 
investigation into the use of antipsychotic (AP) medication with people with demen-
tia was commissioned [ 37 ]. The investigation concluded that the use of antipsy-
chotic medication was frequently and inappropriately used as a fi rst line of 
intervention when other approaches should be used. The adverse effects and risks 
associated with AP medication for many people outweighed the benefi t. With the 
overarching aim of reducing inappropriate prescribing, the report made a number of 
recommendations including providing specialist services to support primary care 
practitioners and care teams in residential and nursing homes working with people 
with complex needs and improving assessment and intervention skills in primary 
care, home settings and in hospital. Crucially, the report prioritised the importance 
of developing the evidence based on the use of nonpharmacological interventions 
and particularly highlighted older people living in care homes and their need for 
improved psychosocial intervention and sustained and valued occupational oppor-
tunity and engagement in day-to-day life. 

 Despite the apparent prominence given to the publication of the dementia 
strategy, evidence suggests that at its inception, it was insuffi ciently embedded as 
a core priority for improvement [ 38 ]. The National Audit Offi ce [ 29 ] concluded 
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that local leadership and joined up working was slow to develop and patchy and 
that there was much to do to ‘ignite passion, pace and drive’. Steps to prioritise 
dementia in national outcomes frameworks such as the Commissioning for 
Quality and Innovation (CQUIN), the appointment of a national clinical leader 
for dementia, national awareness campaigns and the Prime Minister’s challenge 
are examples of initiatives that have contributed to maintaining a focus on 
dementia. For example, the number of people being assessed by memory clinics 
has increased fourfold since 2010. An audit on the prescribing of AP medication 
for people with dementia demonstrated a reduction of 52 % between 2008 and 
2011. The Royal College of Psychiatrists [ 39 ] audited the care of people with 
dementia in hospital and identifi ed some improvement including growth in the 
number of hospitals with named dementia champions, some improvement in 
recording that a patient has dementia and information which may assist in 
 providing appropriate care (e.g. communication, personal preferences, signifi -
cant people). 

 The English dementia strategy ran its course and the All Parliamentary Group on 
dementia have called for a second strategy. Despite evidence of improvement in 
dementia care and support, there are still very signifi cant areas for development, and 
the group cites the need for improved post-diagnostic support, advice and informa-
tion; dementia leadership, the need to develop quality of life measures for dementia; 
and the continued need for culture change towards dementia and people living with 
the condition, their carers and professionals in the fi eld of dementia care. 

 The Prime Minister’s ‘dementia challenges’ [ 40 ,  41 ] received signifi cant national 
and international attention and initially focused on priorities identifi ed in the demen-
tia strategy (e.g. developing awareness, receiving early diagnosis and appropriate 
support and living well with dementia). The subsequent challenge focused on 
research, meaningful care and support following diagnosis and growth in the num-
ber of people identifi ed as dementia friends and the number of dementia- friendly 
communities. 

4.3.1      Dementia-Friendly Communities and Places: 
Practice Examples 

  The Alzheimer ’ s Society  as part of their 5-year strategy will work with people living with 
dementia and their supporters to defi ne and develop dementia-friendly communities 
(  http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=1843    ) 
[ 42 ]. 

  Dementia Without Walls  –  Joseph Rowntree Foundation  – this initiative has three 
main strands:

•    Strengthening the voice of people living with dementia.  
•   Thinking and talking differently about dementia.  
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•   Supporting the development of dementia-friendly communities. This element of 
the project has commissioned projects in Northern Ireland, Scotland, Wales and 
England and hosts a variety of resources related to dementia-friendly design and 
development as well as a number of legacy projects emanating from the 
‘Dementia Without Walls’ initiative (  http://www.jrf.org.uk/topic/dementia- 
without- walls    ) [ 43 ].    

  Design at the Dementia Services Development Centre ,  Stirling  – the Design Centre 
aims to improve design for people with dementia (work includes design in hospitals, 
care homes, communities, housing) and provides bespoke advice, design services and 
training and professional development (  http://dementia.stir.ac.uk/design    ) [ 44 ]. 

  Dementia-Friendly Wales  – with funding from the Welsh Government 
Intermediate Care Fund, a project has developed to raise awareness of dementia and 
make the environment dementia friendly (  http://www.dementiafriendlybrecon.org.
uk/welsh_government_funding_for_dementia_friendly_powys    ) [ 45 ]. 

  Enhancing the healing environment at the Kings Fund  – Multidisciplinary teams 
worked in partnership with service users to improve the environment where care was 
delivered. A number of resources are available to enable hospitals, care homes, pri-
mary care premises and specialist housing providers to become more dementia 
friendly. The project worked with over 250 organisations and has a completed project 
directory (  http://www.kingsfund.org.uk/projects/enhancing-healing- environment/
completed-projects    ) [ 46 ]. 

 The Enhancing Healing Environments initiative is now completed at the 
Kings Fund and has transferred to the Association for Dementia Studies at 
Worcester University (  http://www.worcester.ac.uk/discover/ads-enhancing-the-
healing-programme.html    ) [ 47 ]. 

  Dementia-Friendly Northern Ireland  with joint funding from the Northern 
Ireland government and the charitable trust Atlantic Philanthropies, the Dementia 
Services Development Centre is focusing on improving the lives of people living 
with dementia by promoting dementia-friendly communities and the implementa-
tion of the Northern Ireland Regional Dementia Strategy.   http://dementia.stir.ac.uk/
communities/dementia-friendly-northern-ireland     [ 48 ]. 

  The Debenham Project  – recognised as the UK’s foremost rural dementia- friendly 
community providing a wide range of help and support, dementia-friendly and acces-
sible resources (  http://www.the-debenham-project.org.uk/index.html    ) [ 49 ]. 

 The UK used its presidency of the G8 (eight nations comprising France, Germany, 
Italy, the United Kingdom, Japan, the United States, Canada and Russia, who take 
turns to host an annual meeting to promote understanding and consensus on issues 
of global signifi cance) to host a dementia summit [ 50 ]. The summit focused on 
three areas of discussion: improving life and care for people living with dementia 
and their carers, preventing and delaying dementia and social adaptation to demen-
tia. A number of aspirations were identifi ed by the summit which included the 
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development of disease-modifying or curative treatment by 2025, an increase in the 
amount spent on dementia research, the recruitment of a global envoy for dementia 
innovation, the development of an international agenda for research and sharing 
information and data on research across G8 countries. 

 Reviewing plans in 11 countries, Alzheimer’s Disease International and BUPA 
[ 51 ] have published a distillation of approaches in the development of national 
dementia plans. The authors argue that a national dementia plan is the most power-
ful tool to improve dementia care and support and identify best practice in content, 
development and implementation of plans. The Organisation for Economic 
Cooperation and Development (OECD) [ 52 ] has highlighted the imperative for 
global policy action on dementia, and the World Health Organisation (WHO) hosted 
their fi rst ministerial conference on dementia in 2015 [ 53 ]. The subsequent call for 
action claimed that global efforts to support people living with dementia and a raft 
of associated measures should be accorded the highest priority.   

4.4     Discussion 

 This chapter has briefl y reviewed some of the very considerable array of public 
policy that has been published over the past two decades with the specifi c purpose 
of improving mental health services for older people. Persistent messages in mental 
health policy have focused on an urgent need to develop coherent, accessible and 
comprehensive services (see Sect.  4.3.1 ). Crucially, evidence that the progress and 
development of mental health services has been fundamentally infl uenced by age-
based discrimination has led to a welter of policy calling for its removal from ser-
vice development and delivery. Similarly, the need to address the stigma that is often 
associated with older age and older people living with mental health problems or 
dementia is also persistently argued. 

 Improvements in mental health services for older people are evident. The atten-
tion directed towards dementia and the priority that it has been accorded has seen 
signifi cant and positive change in commissioning, service development, design and 
delivery. Nevertheless, it is clear that despite improvement, there is still a lot of 
work remaining. Research with carers of people living with dementia starkly illus-
trated the diffi culties that people experience in accessing much needed advice and 
information [ 54 ]. All too often, research participants likened their struggles to meta-
phors associated with the battlefi eld. Thus, initial focus on detection and early diag-
nosis is of little use to many people living with dementia and their carers without 
benefi t of comprehensive, accessible and timely advice and information and access 
to support services or signposting to appropriate services. 

 The focus on dementia clearly refl ects a priority of paramount importance, but it 
is important that other mental health problems experienced by older people are not 
sidelined or overlooked. Living with depression continues to remain a signifi cant 
area of health improvement and concern for those older people at particular risk – 
including older people living with dementia. Other areas of mental ill health con-
tinue to merit attention including suicide prevention and substance misuse, older 
people with learning disabilities and mental health problems and older people from 
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black and minority ethnic groups. Detection and treatment are priorities but so too 
is the primary role of mental health promotion in older age. The multifaceted nature 
of mental health promotion involves working across and joining up various aspects 
of policy (e.g. arts and creativity, sport and recreation, education, housing, educa-
tion, employment and transport) in order to develop coherent life course approaches 
which properly include later life. 

 Ageing is not a static experience, and mental health policy and practice must be 
responsive to diversity and change. For example, evidence demonstrates that older 
people with high support and complex needs are too often marginalised from mean-
ingful participation in decisions about their own care and support; the potential risk 
of multiple disadvantage, inequitable access to mental health services and persistent 
concerns about poorer outcomes are evident for older people from black and minor-
ity ethnic groups. Older people who are asylum seekers or refugees constitute a small 
but signifi cant presence in the UK and are described as some of the most margin-
alised of people. Lived experiences which may involve trauma, torture, imprison-
ment and stress associated with living in and leaving their country of origin, living in 
unsettled and unfamiliar conditions and anxieties associated with loss and separation 
suggest that asylum seekers and refugees are at an increased risk of developing men-
tal health problems across the life course and including older age. As the so-called 
boomer generation continue to age, changes in behaviour such as the growth of late-
life divorce will have potential implications for housing, fi nancial stability in older 
age, social networks, increased likelihood of living alone and social isolation [ 55 ]. 

 The persistence of ageism and stigma associated with mental health remains a 
pervasive challenge. Drawing attention to the existence of endemic age-based dis-
crimination in policy is important, but unsurprisingly, arguing the case for its 
removal does not of itself address the problem. Action on all fronts is called for. The 
voice of older people living with high support needs remains signifi cantly margin-
alised, and there is a continued need to fi nd ways to enable those people to have a 
voice in their experience as patients and users and in the development and evalua-
tion of services. Work by the Joseph Rowntree Foundation has highlighted this as a 
priority [ 56 ]. Examples such the user-led organisation the Scottish Dementia 
Working Group illustrate the tremendous achievements that can be made when peo-
ple who use services are more fully involved in partnerships with other stakeholders 
traditionally responsible for strategy and service development and delivery. 

 The contemporary welfare policy focus is primarily concerned with notions of 
active ageing, independence and self-responsibility. Combined with the dichotomy 
that, on the one hand, practitioners must give person-centred care and, on the other, 
respond to increasing demands for effi ciency and effi ciency savings runs the risk 
that the space which older people with complex mental health problems can legiti-
mately occupy becomes more tenuous. Lloyd [ 57 ] argues that how older people live 
towards the end of their lives is not well understood by researchers, policy makers 
and service providers. Developing theoretical understanding of ageing with com-
plex needs is crucial to older people on the receiving end of care as well as those 
people and services who are responsible for giving care. Research exploring the role 
of dignity and care, for example, affi rms the hard work and investment that older 
people make to maintain their health and independence in the face of challenges to 
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their sense of self caused by the impact of illness [ 58 ]. Support and care sensitive to 
older peoples’ individual experience is most likely to be care which enhances per-
sonal dignity. In her work on transitions and the life course, Grenier [ 59 ] argues that 
‘linking the social, cultural, psychological and personal processes that occur in rela-
tion to continuity and change could inform policy and practice for ageing and late 
life. The challenge at this point is whether governments and policy makers are open 
to hearing such detailed accounts that may profoundly challenge professional and 
standard accepted understandings of transition in late life’.  

4.5     Questions for Reflection 

•     To what extent do you think your work environment provides a ‘dementia- 
friendly’ environment? What strategies and approaches could you use to develop 
projects which enhance the environment for people living with dementia?  

•   How are older people with mental health problems currently involved in service 
development and evaluation in your area? How might this be improved or 
developed and what would you need to think about to support those developments?  

•   In what ways does your organisation set about challenging age-based 
discrimination in mental health service development and delivery and what 
impact does it have?         

4.6     Appendix 4.1 Useful Resources/Further Reading 

 Kings Fund Centre ‘Enhancing the Healing Environment’ (  http://www.kingsfund.
org.uk/projects/enhancing-healing-environment/completed-projects    ) 

 Resources and information to support the development of positive environments 
in collective care settings. Website includes material on dementia-friendly design. 

 Mental Health Foundation (2013)  Getting on …  with life :  Baby boomers ,  mental 
health and ageing , London, Mental Health Foundation   http://www.mentalhealth.
org.uk/publications/getting-on-full-report/     

 Mind Matters Mental Health and Older People Future Focus Films limited 
  https://www.youtube.com/watch?v=63f0lRvdB5s     

 Twenty-minute DVD raising awareness of mental health and wellbeing for older 
people. Interviews with older people experience psychological and emotional dis-
tress, their experience of illness and service use.   
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      Anxiety and Depression in Older People: 
Diagnostic Challenges                     

       Carolyn A.     Chew-Graham     

       This chapter considers the presentation of anxiety and depression in older people and 
explores the challenges clinicians face in making a diagnosis in the face of multiple 
health problems. Depression is a major global public health threat, and by 2030, depres-
sive disorders are predicted to be the second leading cause of disease burden and dis-
ability worldwide [ 1 ]. Reducing the burden of depressive disorders is recognised as a 
major public health priority [ 2 ]. Anxiety and depression commonly overlap or coexist. 

 Depression severe enough to warrant intervention is one of the commonest men-
tal health problems facing older people, affecting more than one in ten older people 
in the community. Demographic changes mean that even if prevalence rates were to 
remain stable, the growing numbers of older people will translate into large increases 
in the demand for treatment for these disorders in this population [ 3 ]. This is likely 
to place an increasing burden on health and social care. Untreated anxiety and 
depression leads to increased use of health and social care services and raised mor-
tality [ 4 ]. Depression and anxiety are more prevalent in people with long-term phys-
ical conditions: prevalence of depression in people with diabetes may be as high as 
30 % [ 5 ], and prevalence of anxiety in people with chronic obstructive pulmonary 
disease (COPD) is up to 25 % [ 6 ]. Depression is more than seven times more com-
mon in those with two or more chronic physical conditions [ 5 ]. Thus, mental and 
physical health problems tend to become entwined and manifest in complex co-
morbidity) [ 7 ]. As co-morbidities are common in later life (36 % of people aged 
65–74 and 47 % of those aged 75 and over have a limiting chronic illness), they 
constitute a serious risk factor for developing depression and/or anxiety. Treatment 
of depression has the potential to improve outcomes of diabetes [ 8 ] and to improve 
mortality from all causes in older adults [ 9 ]. 
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 Loneliness and depression are strongly associated in older people [ 10 ], and lone-
liness is an independent risk factor for depression [ 11 ]. 

5.1     Anxiety, Depression and Long-Term Conditions 

 Depression is associated with disability; increased mortality, including from sui-
cide; poorer outcomes from physical illness; and increased use of primary and sec-
ondary and social care resources. Major depression is a recurring disorder, and older 
people are more at risk of recurrence than the younger population. The aetiology of 
depression in older people is illustrated in Table  5.1 .

   There are a number of risk factors for depression, which clinicians need to be 
aware of (Table  5.2 ), and some of these are also risk factors for anxiety, particularly 
chronic physical conditions and loneliness.

   Anxiety disorders are also common in older people. ‘Anxiety’ covers the terms 
generalised anxiety disorder (GAD) and panic and phobic disorders. GAD is a com-
mon disorder, of which the central feature is excessive worry about a number of 
different events associated with heightened tension. Anxiety and depression often 

   Table 5.1    Aetiology of depression in older people   

 Structural brain changes: atrophy 

 Vascular hypothesis: apathy and retardation, reduced depressive symptoms, reduced insight, 
more cognitive impairment, poorer recovery 

 Neurodegenerative disorders: Alzheimer’s disease, Parkinson’s disease, vascular dementia, 
multiple sclerosis 

 Physical illnesses: endocrine abnormalities, anaemia, cancer (lung, pancreas), tuberculosis, 
neurosyphilis 

   Table 5.2    Risk factors for depression in older people   

  Physical factors  

   Chronic disease: diabetes, ischaemic heart disease, chronic obstructive pulmonary disease, 
infl ammatory arthritis 

   Organic brain disease: dementia, Parkinson’s disease, cerebrovascular disease 

   Endocrine/metabolic disorders: hypothyroidism, hypercalcaemia 

   Malignancy 

   Chronic pain 

  Psychosocial factors  

   Social isolation 

   Loneliness 

   Being a carer 

   Loss: bereavement, income, social status 

   History of depression 

   Being in institutional care 
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coexist (or overlap) in older people and may also be co-morbid with physical condi-
tions (leading to poorer outcomes in those conditions).  

5.2     Presentation of Anxiety and Depression 

 Older people with depression may present with a variety of symptoms (Table  5.3 ).
   Other clinical features often found in older people with depression include 

somatic preoccupation, hypochondriasis and the morbid fear of illness, which are 
more common presentations than the complaint of low mood or sadness. In addi-
tion, physical symptoms, in particular seemingly disproportionate pain, are com-
mon, and the primary care clinician may feel they represent organic disease. This 
can cause problems for the GP, as a depressed patient’s hypochondriacal complaints 
can be quite different from the bodily symptoms one might expect from knowledge 
of the patient’s medical history. Subjective memory disturbance may be a prominent 
symptom and lead to a differential diagnosis of dementia, but true cognitive distur-
bance is also common in late-life depression. 

 People with anxiety disorders may complain of worry, irritability, tension, tired-
ness or ‘nerves’, but older people may present, instead, with somatic symptoms that 
may cause diagnostic diffi culty for the GP and (if not identifi ed) may result in 
unnecessary investigations for the patient – with the resultant worries about the pos-
sibility of physical illness aggravating the depression or anxiety symptoms. The GP 
needs to be aware of the link with alcohol misuse and anxiety and should always 
explore alcohol consumption in older people who present with symptoms of depres-
sion or anxiety.  

5.3     Diagnostic Challenges 

 Depression and anxiety in older people are poorly detected and managed in primary 
care [ 12 ], particularly in people with chronic physical ill health where symptoms 
may be ‘normalised’ [ 13 ]. Older adults may have beliefs that prevent them from 
seeking help for mental health problems, such as a fear of stigmatisation or concern 
that antidepressant medication is addictive. They may not consider themselves can-
didates for care because of previous experience of help-seeking. In addition, older 
people may be reluctant to recognise and name ‘depression’ as a specifi c condition 
that legitimises attending their GP, or they may misattribute symptoms of major 
depression for ‘old age’, ill health or grief and use normalising attributional styles 

  Table 5.3    Clinical features 
of depression  

 Emotional – sadness, anhedonia, worthlessness 

 Cognitive – self-blame, self-dislike, guilt 

 Motivational – low energy, lack of drive 

 Neurovegetative – change in appetite, sleep 

 Psychotic – delusions, hallucinations 
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that see their depression as a normal consequence of ill health, of diffi cult personal 
circumstances or even of old age itself. 

 Depression in older people (particularly when there is no history of depression 
earlier in the patient’s life) is associated with increased risk of subsequently devel-
oping a ‘true’ dementia. Lastly, a persistent complaint of loneliness in an older 
person (even when that person is known to live with others) should prompt enquiry 
into mood, feelings and views on the future and a more systematic enquiry about 
biological symptoms of depression, along with a formal assessment, including a 
risk assessment. 

 Clinicians may lack the necessary consultation skills and confi dence to correctly 
diagnose depression in older people, and anxiety is particularly underdiagnosed. 
Clinicians may also be wary of opening a ‘Pandora’s box’ in time-limited consulta-
tions and instead collude with the patient in what has been called ‘therapeutic nihil-
ism’ [ 14 ]. Additionally, a lack of congruence between patients’ and professionals’ 
conceptual language about mental health problems, along with defi cits in commu-
nication skills on the part of both patients and professionals, can lead to uncertainty 
about the nature of the problem and reduce opportunities to talk about appropriate 
management strategies [ 13 ]. 

 Because of the risk of depression and anxiety in people with long-term condi-
tions, clinicians should consider using case-fi nding questions in consultations to 
opportunistically identify depression or anxiety (Tables  5.4a  and  5.4b ).

    Asking the patient ‘Is this something you want help with?’ is thought to be a use-
ful third question to take the discussion further and enable the patient to explore 
their problems with the clinician. 

 Primary care clinicians may have diffi culty asking these case-fi nding questions 
of patients with long-term conditions due to lack of skill in making full assessment 
of mood and, at least partly, due to lack of referral options [ 15 ]. 

 To make the diagnosis of depression, it is important to ask about the two key 
symptoms in the DSM 5 (Diagnosis and Statistical Manual), followed by the 

     Table 5.4a    Case-fi nding questions for depression   

 During the past month, have you often been bothered by feeling down, depressed, or hopeless? 

 During the past month, have you often been bothered by having little interest or pleasure in 
doing things? 

 A ‘yes’ to either question is considered a positive test. A ‘no’ response to both questions 
makes depression highly unlikely 

    Table 5.4b    Case-fi nding questions for anxiety   

 Over the last 2 weeks, have you often been bothered by the following problems? 

   Feeling nervous, anxious or on edge 

   Not being able to stop or control worrying 

 A ‘yes’ to either question is considered a positive test. A ‘no’ response to both questions 
makes GAD highly unlikely 
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associated symptoms; in addition, the NICE guidelines for depression, and depres-
sion in people with chronic physical health problems [ 16 ,  17 ], stress the important 
of a thorough assessment of duration and severity of symptoms (Table  5.5 ).

   There has been considerable emphasis on encouraging GPs to improve their 
skills in the diagnosis and management of depression, yet anxiety disorders have 
been relatively neglected [ 18 ]. Anxiety symptoms are more common than those of 
depression in the community and may be accompanied by signifi cant morbidity. 

 When an anxiety disorder is suspected, the patient’s symptoms should be 
explored in detail to establish the diagnosis (Table  5.6 ).

   It is important to elicit a history of previous similar problems – this will affect a 
patient’s understanding of their problems and impact on management decisions, 
particularly previous treatments and response to antidepressants. It is important to 
take an accurate drug history and ensure that the patient is not taking medication 
which could be contributing to a mood disorder. Enquiry into alcohol and non- 
prescribed drug use (particularly St John’s wort, over-the-counter analgesics and 
illicit drugs such as benzodiazepines which can be obtained over the internet) is 
vital and often forgotten in older people. The clinician should ask about feelings of 
loneliness, social context and support, and the impact of symptoms on self-care and 
activities of daily living (e.g. motivation to shop and cook may be affected by low 
mood or panic attacks). 

 Where possible and with the patient’s consent, a collateral history from a family 
member or other carer can provide important information, particularly about ability 
to cope at home (Table  5.7 ).

  Table 5.5    Making the 
diagnosis of depression  

 Key symptoms 

   Persistent sadness or low mood 

   Marked loss of interest or pleasure 

 At least one of these, most days, most of the time for at least 
2 weeks 

   If any of above present, ask about associated symptoms 

    Disturbed sleep (decreased or increased compared to usual) 

    Decreased or increased appetite and/or weight 

    Fatigue or loss of energy 

    Agitation or slowing of movements 

    Poor concentration or indecisiveness 

    Feelings of worthvlessness or excessive or inappropriate 
guilt 

    Suicidal thoughts or acts 

   Assess 

    Symptoms 

    Duration of episode 

    Course of illness 

    Severity of symptoms 
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   The clinician should assess memory using the CG-COG and the Abbreviated 
Mental Test or asking the patient to name 15 animals (which is an excellent test for 
cognitive impairment and probably as useful as the Mini Mental State Examination 
or MMSE). 

 The NICE guidelines for anxiety (CG 113) [ 19 ] and depression (CGs 90 and 91) 
[ 16 ,  17 ] suggest that severity should be assessed using the GAD-7 [ 20 ] and PHQ-9 

   Table 5.7    Holistic assessment of an older person   

 The following specifi c information should be obtained during the assessment of an older 
person with suspected mental health problems 

   Timing of onset of symptoms and their subsequent course 

   Any previous similar episodes 

   A description of behaviour over a typical 24 h (from patient and collateral history if 
possible) 

   Previous medical and psychiatric history (including previous intellectual ability and 
personality characteristics) 

   Accurate drug history 

   Family history of mental health problems 

   Living conditions 

   Financial position 

   Ability for self-care, shopping, cooking, laundry 

   Ability to manage fi nances and deal with hazards such as fi re 

   Any behaviour that may cause diffi culties for carers or neighbours 

   The ability of family/neighbours/friends to offer support 

   Other services already involved in the patient’s care 

   Table 5.6    Making the diagnosis of anxiety   

 The diagnostic criteria for generalised anxiety disorder (GAD) include 

   Excessive anxiety and worry (apprehensive expectation), occurring more days than not for 
at least 6 months, about a number of events or activities 

   The individual fi nds it diffi cult to control the worry 

   The anxiety and worry are associated with three (or more) of the following six symptoms 
(with at least some symptoms having been present for more days than not over the past 
6 months) 

    Restlessness or feeling keyed up or on edge 

    Being easily fatigued 

    Diffi culty concentrating or mind going blank 

    Irritability 

    Muscle tension 

    Sleep disturbance (diffi culty falling or staying asleep, or restless, unsatisfying sleep) 

   The anxiety, worry or physical symptoms cause clinically signifi cant distress or impairment 
in social, occupational or other important areas of functioning 

   The disturbance is not attributable to the physiological effects of a substance (e.g. alcohol 
drugs or medication) or another medical condition (e.g. hyperthyroidism) 

   The disturbance is not better explained by another mental disorder 
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[ 21 ], respectively, in order to guide management (see Appendix 1 and 2 and chap-
ters on managing anxiety and depression, Chaps.   8     and   9    ). 

 In older people, it is advisable for the clinician to exclude organic causes for 
change in mood and to organise for the patient to undergo a number of blood tests 
(Table  5.8 ).

5.4        Risk Assessment 

 Assessment of risk is important in any patient who is depressed, and older men are 
at particular risk of suicide. Apart from the risk of self-harm and suicide, the clini-
cian should explore the risk of self-neglect, particularly when motivation is affected 
(Table  5.9 ).

   A  normalising  approach may feel more comfortable to the patient and clinician 
than the more direct approach ‘ do you feel you would be better off dead ?’ or ‘ have 
you been thinking of harming yourself ?’ Thus, saying ‘ some people may feel like 
harming themselves when they feel down ,  as you tell me you do  –  do you ever feel 
like this ?’ may be a useful approach. 

 It is important for the clinician to enquire about ‘protective factors’: does the 
patient have anything that stops them acting on thoughts of self-harm? Such factors 
might be faith, family, pets or an event to look forward to. If there are no protective 
factors, the risk of completed suicide is high. 

 Suicide mitigation is a vital role that primary care clinicians play as only 25 % 
of those who kill themselves are in contact with specialist mental health services. 
Contrary to some clinicians’ worries, asking about suicide does not increase risk 
(actually reduces risk of self-harm and suicide). Clinicians should remember that 
if a patient is distressed, it is important  always  to explore thoughts of self-harm and 
to always document discussion. Similarly, it is important always to respond with 
compassion and maintain hope, and after managing the crisis, to ensure that the 
clinician himself or herself has support and supervision to talk through the 
consultation. 

 As well as agreeing a safety plan (developing strategies to remain safe, build up 
social network and utilise professional help including third sector services) and a 
crisis plan (agreed actions when suicidal thoughts increase or become persistent, 
how to access help, particularly out of hours) (  http://www.connectingwithpeople.
org/sites/default/fi les/SuicideMitigationInPrimaryCareFactsheet_0612.pdf    ). 

 Risk should always be managed through a team approach, whether this is 
within the primary care team or shared across the primary care/specialist care 
interface. 

 Management of anxiety and depression will be discussed in Chaps.   8     and   9    .  

FBC, U&E, liver and thyroid function tests, vitamin B12 and folate, HbA1C, bone
profile, and any further tests dictated by clinical presentation

 

   Table 5.8    Suggested investigations in suspected anxiety and/or depression in older people       
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5.5     Case Studies 

5.5.1     Case Study 1: Hidden Anxiety (Peter C) 

 Peter, 80, lives with his 78-year-old wife in a terraced house. Their two sons and 
daughter live in towns more than 40 miles away, all in different directions. 

 Peter has COPD and is fi nding that he is increasingly breathless on very minor 
exertion. His wife is fi t and well, apart from some knee pain due to arthritis, and she 
takes tablets for high blood pressure. Her sister died of breast cancer 4 years ago, 
and Peter worries all the time that she might get cancer. Sometimes the worry takes 
over and he can’t sleep at night. He then starts to panic, feels breathless and has to 
get up and walk around. In the night, he worries what will happen when he can no 
longer manage the stairs. 

 He has started to drink a small whiskey every night to help him get off to sleep, 
but his wife grumbles at him, so he now drinks it in secret. 

 He doesn’t feel he can talk to anyone about how he feels and is not sure what 
might be available to help him. 

 Peter’s problems are suggestive of an anxiety disorder. Anxiety can occur in up 
to 40 % of people with COPD [ 22 ] and increases the risk of health and social care 
use [ 23 ] as well as poorer patient outcomes. Depression is also common in people 

   Table 5.9    Assessment of risk   

 The following prompts may be helpful to encourage the patient to talk about self-harm and 
suicide 

   How do you see the future 

   Have there been times when you felt you had wanted to get away from everything 

   Sometimes when people are low, they feel like harming themselves*….do you ever feel like 
this? If yes, when? How often? Are these thoughts persistent? How easy is it to resist them 

   Have you made any plans? What have you considered 

   What has stopped you from carrying this out? What are the things that you still look 
forward to 

 The clinician needs to be alert to the following ‘red fl ags’ 

   Well-formed suicidal plans and preparations: recent worsening in intensity, persistence with 
distress 

   Hopelessness: especially if persistently hopeless, and/or only able to see a brief future, no 
plans beyond the consultation or in the days ahead, ‘nothing to live for’, expressions of 
guilt, ‘I’m a burden’ 

   Ambivalence 

   Rigid thinking 

   Distressing psychotic phenomena: persecutory and nihilistic delusions, command 
hallucinations perceived as omnipotent 

   Sense of ‘entrapment’ 

   Impulsivity 

   Pain and/or chronic medical illness 

   Lack of social support: no confi dants, major relationship instability, recently bereaved 
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with COPD, so anxiety and depression may be co-morbid in a patient like Peter. 
People with anxiety may use alcohol to manage their anxiety, and the clinician 
should always explore alcohol use. 

 Peter is likely to consult his general practice about 12 times a year and is likely 
to see a practice nurse (PN) or GP for review of his COPD and medication. It is 
likely that Peter might be unwilling to disclose symptoms of anxiety, but these rou-
tine consultations offer an opportunity for opportunistic case-fi nding for anxiety 
and depression, using the case-fi nding questions (Tables  5.4a  and  5.4b ). If Peter 
responds positively to any of the case-fi nding questions, then the clinician can 
explore symptoms further and assess severity using the GAD-7 or PHQ-9 (see 
Appendix 1 and 2), in addition to exploring risk and managing appropriately. 

 Peter may not be happy about a label of anxiety or depression – this may not fi t 
with his model of illness [ 13 ], or he may feel stigmatised by the suggestion that he 
has a mental health problem or that his symptoms are to be expected given his age 
and COPD [ 14 ]. The clinician’s role is to fi nd an explanation of Peter’s symptoms 
that is understandable and acceptable, so that a discussion about management may 
be had. This may need to be over a number of consultations, and the clinician may 
need to use patient-information leafl ets to support their discussion. Peter could be 
referred to a third sector service, if acceptable to Peter, at this stage, and he should 
be offered review. 

 Further management of a patient like Peter, with anxiety, will be described in 
Chap.   8    .  

5.5.2     Case Study 2: Diabetes and Depression (Afzal K) 

 Mr K is 75 years old and lives with his eldest son, who works as an accountant, daugh-
ter-in-law and their four children. His wife died suddenly 2 years ago following a sub-
arachnoid haemorrhage. He stopped working in the family shop following his 
bereavement and gave the business to his second son. He has had diabetes since the age 
of 50 and tries hard to watch his diet; he usually takes his medication regularly but 
struggles to know what to do during Ramadan. His son has just been told he, too, has 
diabetes, and now the family meals are more focused on ensuring that all the family eat 
plenty of fruit and vegetables. Mr K rarely attends his general practice, except when he 
is told to make an appointment for an annual review with the practice nurse. 

 Mr K tries to speak to his grandchildren, who are teenagers, but they all seem so 
busy, so he spends a lot of time on his own. He goes to the Mosque but, otherwise, 
rarely leaves the house. 

 Sometimes he wishes he didn’t wake up in a morning, but feels guilty about this. 
 From the above history, Mr K is likely to have a depressive illness. Depression is com-

mon in patients with diabetes and worsens outcomes from both the diabetes and depres-
sion [ 5 ], whilst Katon et al. (2012) demonstrated that actively managing both depression 
and diabetes can improve outcomes in both conditions [ 24 ]. As Mr K does not attend the 
general practice very often, when he does attend, the clinician could usefully ask the case-
fi nding questions for depression (see Table  5.4a ), followed up by a broader exploration of 
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symptoms, duration, severity (including use of PHQ-9 – Appendix 2) and impact. An 
older person with depression is at risk of self-harm and completed suicide, particularly an 
older male. Thus, the clinician should gently explore risk, with an explanation of why (s)
he is asking these questions and what protective factors stop Mr K from acting on thoughts 
of harming himself. His faith might play an important role in this, and the clinician should 
be aware of culturally sensitive services that are available locally, which Mr K might be 
prepared to consider trying out. Such services might also address Mr K’s loneliness. This 
case serves to remind us that people can be lonely even if they do not live alone, and any 
patient complaining of feeling lonely is at risk of depression. 

 Further management of a patient like Mr K, with depression, is discussed in 
Chaps.   8     and   9    .   

5.6     Suggested Activities 

 Refl ect on: 
 How recently have you suspected that a patient or client might have anxiety or 

depression? How do you confi rm this? What role do you have in management? 
 When a patient has multiple physical health problems, how often do you think 

about their mood? Do you use the depression and/or anxiety case-fi nding 
questions? 

 What support do you need in managing people with anxiety or depression? Do 
you have regular supervision? 

 Do you know what third sector services are available in your locality, and what 
services are provided for older people? 
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  6      Social Participation, Loneliness 
and Depression                     
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6.1           Introduction 

 Retirement from paid employment and other changes in role can, for some older 
people, lead to a decline in social participation. A lack of social participation can 
cause loneliness, but the two states are not synonymous. Loneliness is emotional 
distress [ 1 ]; it has been described as a mismatch between the social relationships 
people desire and those that they actually have [ 2 ]. It can manifest in different 
forms – it can be a longing for the company of a particular person or it can be a gen-
eralised desire for a wider social circle. By widening the social circle and increasing 
social participation, there is some evidence that loneliness can be reduced [ 3 ]. 

 Indeed, there is a body of research suggesting that participation in social activi-
ties is important in maintaining mental and physical well-being [ 4 – 7 ]. Numerous 
studies suggest that social participation can lead to an increase in physical exercise, 
social support and the sharing of health information [ 8 – 10 ]. In addition, social par-
ticipation helps to maintain a sense of identity and can provide a sense of satisfac-
tion and mastery [ 8 ].  

6.2     Loneliness Is Linked to Depression 

 There are around 3.8 million people over the age of 65 living alone [ 11 ], and 
loneliness is common – it can be chronic or sporadic or manifest at particular 
times such as anniversaries or holidays. The prevalence of severe loneliness is up 
to 10 % [ 12 ]. 
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 Loneliness is thought to have negative consequences for humans because we are 
social beings and perceived isolation provokes feelings of being unsafe [ 13 ]. 

 As a concept, loneliness can be divided into two categories –  social  loneliness, 
which is when one has a lack of social contacts, and  emotional  loneliness, when one 
is lacking a key emotional relationship [ 14 ]. Differentiating these two types of lone-
liness helps to explain why some people with a large number of social contacts or a 
non-satisfying quality of contacts consider themselves to be lonely, whereas others 
in a similar situation do not. 

 Loneliness is a normal part of human experience, but when it occurs for long 
periods or frequently and is felt very severely, then it becomes a cause for concern. 
Loneliness has been strongly associated with depression [ 15 – 17 ], and longitudinal 
work has reported loneliness to be an independent risk factor for future depression 
amongst older adults [ 18 ]. Cacioppo describes depressive symptomatology and 
loneliness as having a ‘synergistic effect’, mutually reinforcing one another to 
diminish well-being. 

 As well as common mental health problems such as depression, loneliness is 
predictive of more severe problems such as suicide in older age groups [ 19 ]. Further, 
loneliness has been found to be a precursor of dementia and cognitive decline [ 20 ], 
being a better predictor of such conditions than depression. 

 Cacioppo [ 12 ] argues that the chronically lonely become hypervigilant for signs 
of threat in the environment and over time cognitive biases colour perceptions so 
that the world is viewed in a more dangerous and negative light. The expectation of 
threat and negative interactions can become a self-fulfi lling prophecy. In this way, 
the prospect of social interaction becomes a source of anxiety and is avoided. 

 Loneliness is linked not only to mental health problems – it predicts physical 
morbidity [ 21 – 23 ] increased health services utilisation [ 24 ] and increased mortality. 
It also slows recovery from illness [ 25 ], and its effects can be as detrimental as 
smoking [ 26 ].  

6.3     Measuring Loneliness 

 There are existing tools that could be used to identify adults who are lonely and may 
benefi t from interventions. The three-item loneliness scale (Table  6.1 ) [ 27 ] can be 
used through face-to-face and telephone interview in research and practice. The 
response options for all three items, 1 = hardly ever, 2 = some of the time and 3 = 
often, are summed with increasing scores indicating increasing loneliness. This cor-
relates with the UCLA Loneliness Scale [ 28 ] which is used widely. To score, the 
Oftens = 3, the Sometimes = 2, the Rarelys = 1, and the Nevers = 0. In the United 
States, the ten-item version of the UCLA Loneliness Scale is offered by the 
American Association of Retired Persons to allow individuals to  self- assess their 
level of loneliness and to seek intervention.
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   The De Jong Gierveld [ 14 ] measure is based on the cognitive theory of loneli-
ness, and it emphasises the discrepancy between the social contact a person desires 
and what they are actually experiencing. This scale is probably the most commonly 
used in research and clinical practice (Table  6.2 ). The scale should be scored as fol-
lows: yes! (emphatic); yes; more or less; no; no! (emphatic).

6.4        Social Participation as an Intervention to Reduce 
Loneliness 

 In terms of quantifi able social participation as opposed to loneliness, half of older 
adults report that they are not taking part in at least one aspect of the social partici-
patory activities they would like [ 29 ]. Reporting one in fi ve reports that he/she is in 
contact with family, friends and neighbours less than once a week, and one in ten is 
in contact less than once a month [ 30 ]. Also, two fi fths of older people (about 3.9 
million) describe the television as their main company [ 31 ]. 

     Table 6.1    The three-item loneliness scale   

 Hardly 
ever 

 Some of the 
time  Often 

 ‘How often do you feel you lack companionship?’ 

 ‘How often do you feel left out?’ 

 ‘How often do you feel isolated from others?’ 

  From Hughes et al. [ 27 ] with permission  

  Table 6.2    The De Jong 
Gierveld Scale  

  1.  There is always someone I can talk to about my 
day-to-day problems 

  2. I miss having a really close friend 

  3. I experience a general sense of emptiness 

  4.  There are plenty of people I can lean on when I have 
problems 

  5. I miss the pleasure of the company of others 

  6. I fi nd my circle of friends and acquaintances too limited 

  7. There are many people I can trust completely 

  8. There are enough people I feel close to 

  9. I miss having people around me 

 10. I often feel rejected 

 11. I can call on my friends whenever I need them 

  From De Jong Gierveld and Van Tilburg [ 14 ] with permission  
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 Public health authorities and local government have become increasingly con-
cerned about the problem of loneliness and the detrimental effects amongst the 
growing population of older adults. Unfortunately there is no one simple solution – 
older people are not a homogenous group – and the self-reinforcing spiral of depres-
sion, ill-health and isolation makes a diffi cult problem that needs an individually 
tailored response. 

 In terms of evidence, the best work is from the United States [ 32 ] which sug-
gests that there is a potential benefi t from group social or educational activities in 
specifi c groups. Evidence from a systematic review [ 33 ] suggests that the most 
successful interventions for loneliness, measured by improvement in the domains 
of physical, mental and social health, tend to be group based, participatory and 
offering some activity [ 34 – 36 ]. Such community-based interventions have been 
shown to have additional benefi ts in terms of social inclusion and social cohesion 
[ 37 – 39 ]. 

 With regard to older adults, creativity has been argued to be a critical element to 
ageing well [ 40 ], which is thought to enhance health and well-being as well as 
increase and sustain social interactions amongst older people [ 32 ,  41 ]. Indeed, aside 
from the social benefi ts, it has also been argued that creative activity is therapeutic 
in itself [ 42 ], and a number of community-based ‘art for health’ initiatives have 
been created in the United Kingdom [ 43 ]. However, it is clear that better designed 
studies, and in particular randomised controlled trials, are needed to improve the 
evidence base [ 28 ]. 

 The problem with group-based participatory activities is that, although they 
may work to encourage social participation, reduce loneliness and alleviate 
depression for those who can be reached, there are several barriers inherent within 
them for this population: older people may have diffi culties with transport; they 
may feel unwilling to walk into an established group alone, especially if they are 
depressed; they may need some one-to-one therapeutic input to even begin to 
think about increasing their social participation; and they may need some guid-
ance to think about what type of group activity they might fi nd meaningful. 

 In the light of these barriers, a reasonable way of approaching the Gordian knot 
of depression, anxiety, ill-health and loneliness might be individualised therapeutic 
input with an emphasis on behavioural activation followed by practical assistance to 
attend a meaningful group activity. Further high-quality research in this area would 
be welcomed.  

6.5     Measuring Social Participation 

 In clinical practice, the assessment and monitoring of social participation may be 
useful to inform clinical decisions (e.g. by identifying low or restricted social 
participation) and to evaluate the effectiveness of interventions. Measurement of 
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social participation is in its infancy. There have been a number of reviews  [ 44 – 47 ] 
that have highlighted instruments for use in research and to evaluate practice. 
Wilkie and colleagues in their review [ 46 ] highlighted instruments that have been 
designed to exclusively measure social participation in adult populations (and 
therefore provide a score specifi c for social participation), can be obtained easily, 
are free of charge and have some reported evidence of their ability to measure 
social participation to support their use (Table  6.1 ). None of these instruments as 
yet have been shown to have a clear advantage over the others. Selection of an 
instrument to measure social participation will depend on how the instrument 
measures social participation (e.g. frequency or as people would like) or the 
number of items, which will impact on responder burden and also on the detail 
of social participation that is measured. Each of the selected instruments in 
Table  6.1  is designed to measure participation in a different way; the Impact on 
Participation and Autonomy measures choice and control (i.e. the possibility to 
do the things the way you want) [ 48 ], the Keele Assessment of Participation 
measures performance in participation ‘as and when you want’, [ 28 ], Participation 
Measure for Post-Acute Care (PM-PAC) [ 49 ] measures limitation, Participation 
Objective, Participation Subjective (POPS) [ 50 ] measures objective (i.e. fre-
quency) and subjective (i.e. satisfaction) participation, Rating of Perceived 
Participation measures the individual’s perceived and desire to change [ 51 ] and 
the Participation Scale [ 52 ] measures participation compared to a ‘peer norm’. 
All of the instruments measure participation in mobility, self-care, domestic life, 
interpersonal interaction and relationships, major life (e.g. work, education) and 
community and social life, except POPS which does not measure aspects of self-
care. The instruments contain a varying number of items (range: 11–78); this is 
linked to the detail of participation measured (e.g. KAP contains the fewest items 
and measures participation broadly at domain level (i.e. measures participation 
in a number of activities in one item); POPS and ROPP contain the greatest num-
ber of items and provide greater detail by measuring participation in specifi c life 
situations). 

 At the moment, there are no instruments which have a proven ability to mea-
sure change in social participation, which is important for examining the impact 
of interventions and how participation may change over time. The health benefi ts 
gained from social participation will be through actual participation, and this may 
be the target for intervention studies. Currently there is a need to develop an 
instrument that measures actual participation in older adults that is responsive to 
change. This may require a better understanding of what social participation is in 
older adults which will facilitate development of the conceptual model for mea-
surement, but it is crucial to identify links with loneliness. It is unknown whether 
loneliness may be linked more so with the quality of perceived participation (e.g. 
participating ‘as and when they want’) than with the amount of participation 
(Table  6.3 ).

6 Social Participation, Loneliness and Depression



62

   Ta
b

le
 6

.3
  

  Su
m

m
ar

y 
of

 th
e 

ch
ar

ac
te

ri
st

ic
s 

of
 e

xa
m

pl
es

 o
f 

in
st

ru
m

en
ts

 d
es

ig
ne

d 
to

 m
ea

su
re

 p
ar

tic
ip

at
io

n 
an

d 
so

ci
al

 f
un

ct
io

n   

 N
am

e 
of

 m
ea

su
re

/s
ca

le
 

 Pu
rp

os
e/

co
nt

en
t 

 M
et

ho
d 

of
 

ad
m

in
is

tr
at

io
n 

 R
es

po
nd

en
t b

ur
de

n 
(t

im
e 

to
 c

om
pl

et
e)

 
 A

dm
in

is
tr

at
io

n 
bu

rd
en

 
 In

te
rp

re
ta

tio
n 

of
 s

co
re

s 

 Im
pa

ct
 o

n 
Pa

rt
ic

ip
at

io
n 

an
d 

A
ut

on
om

y 
 23

 it
em

s.
 M

ea
su

re
s 

ch
oi

ce
 a

nd
 c

on
tr

ol
 o

f 
pa

rt
ic

ip
at

io
n 

 Se
lf

- c
om

pl
et

e 
qu

es
tio

nn
ai

re
 

 30
 m

in
 

 M
in

im
al

 
 H

ig
he

r 
sc

or
e 

=
 g

re
at

er
 

pe
rc

ei
ve

d 
pa

rt
ic

ip
at

io
n 

re
st

ri
ct

io
n 

 K
ee

le
 A

ss
es

sm
en

t o
f 

Pa
rt

ic
ip

at
io

n 
 11

 it
em

s.
 M

ea
su

re
s 

pe
rs

on
- p

er
ce

iv
ed

 
pe

rf
or

m
an

ce
 in

 
pa

rt
ic

ip
at

io
n 

ta
sk

s 

 Se
lf

- c
om

pl
et

e 
qu

es
tio

nn
ai

re
 

 3 
m

in
. 9

8.
2 

%
 

co
m

pl
et

io
n 

ra
te

 
 M

in
im

al
 

 R
an

ge
: 0

–1
1,

 h
ig

he
r 

sc
or

e 
=

 m
or

e 
re

st
ri

ct
io

ns
 

 Pa
rt

ic
ip

at
io

n 
O

bj
ec

tiv
e,

 
Pa

rt
ic

ip
at

io
n 

Su
bj

ec
tiv

e 
(P

O
PS

) 

 78
 it

em
s.

 M
ea

su
re

s 
ob

je
ct

iv
e 

an
d 

su
bj

ec
tiv

e 
pa

rt
ic

ip
at

io
n 

in
 2

6 
ac

tiv
iti

es
 

 Se
lf

- c
om

pl
et

e 
or

 
in

te
rv

ie
w

 
 N

o 
in

fo
rm

at
io

n 
 M

in
im

al
 

 R
an

ge
 f

or
 s

ub
je

ct
iv

e 
pa

rt
ic

ip
at

io
n:

 −
4 

to
 4

. 
R

an
ge

 o
bj

ec
tiv

e 
pa

rt
ic

ip
at

io
n:

 −
3 

to
 3

. 
H

ig
he

r 
sc

or
es

 =
 g

re
at

er
 

pa
rt

ic
ip

at
io

n 

 R
at

in
g 

of
 P

er
ce

iv
ed

 
Pa

rt
ic

ip
at

io
n 

 66
 it

em
s.

 M
ea

su
re

s 
pe

rc
ei

ve
d 

le
ve

l, 
sa

tis
fa

ct
io

n 
an

d 
ne

ed
 f

or
 

su
pp

or
t t

o 
ch

an
ge

 th
e 

le
ve

l o
f 

pa
rt

ic
ip

at
io

n 
in

 
22

 a
ct

iv
iti

es
 

 Se
lf

- c
om

pl
et

e 
qu

es
tio

nn
ai

re
 

 15
–3

0 
m

in
 

 M
in

im
al

 
 R

an
ge

: 0
–8

8,
 H

ig
he

r 
sc

or
e 

=
 g

re
at

er
 

pa
rt

ic
ip

at
io

n 
re

st
ri

ct
io

n 

 T
he

 P
ar

tic
ip

at
io

n 
Sc

al
e 

 18
 it

em
s.

 C
om

pa
re

 a
n 

in
di

vi
du

al
’s

 p
ar

tic
ip

at
io

n 
to

 a
 ‘

pe
er

 n
or

m
’ 

 In
te

rv
ie

w
 

 20
 m

in
 

 20
 m

in
 to

 a
dm

in
is

te
r 

 R
an

ge
: 1

–5
, h

ig
he

r 
sc

or
e 

=
 g

re
at

er
 r

es
tr

ic
tio

n 

 A
rb

itr
ar

y 
se

ve
ri

ty
 

ca
te

go
ri

es
 p

ro
vi

de
d 

H. Burroughs and R. Wilkie



63

6.6        Implications for Practice 

 Loneliness is a serious predicament that can have severely detrimental effects on 
mental and physical well-being to such an extent that it is increasingly being seen as 
a public health issue. The good news is that loneliness can be identifi ed by using the 
correct tools, and there is evidence that interventions which facilitate meaningful 
social participation can be helpful.  

6.7     Suggested Activities 

 Do you have a patient or client who seems lonely? How would you broach this sen-
sitive topic? How do you normally assess this? Are there other things you could do 
to assess loneliness in your work? 

 How can you support a patient or client to increase their social participation? 
How do you fi nd out what resources are available in your area? What barriers might 
there be to participation? Is there a way to overcome these barriers? 
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      Link Between Anxiety and Depression 
and Pain and Sleep Disruption                     

       John     McBeth     

7.1           Introduction 

 Musculoskeletal pain is one of the most common complaints in adults aged 50 years 
and over with 66 % reporting pain in the past 4 weeks. Up to 90 % of all pain com-
plaints in older people relate to the musculoskeletal system [ 1 ], and chronic muscu-
loskeletal pain accounts for more than 12 % of all consultations to primary care in 
people aged over 50 years [ 2 ]. Pain is often attributed to osteoarthritis and allied 
disorders of the musculoskeletal system. However, it has become clear that chronic 
pain may not necessarily represent disease of the joints: pain is not necessarily asso-
ciated with advanced radiographic changes in joints in which the symptoms are 
located [ 3 ] and the genetic factors that predispose to developing pain are indepen-
dent of the genetic factors that predispose to developing osteoarthritis [ 4 ]. Pain is 
the main cause of disability in later life [ 5 ]. With population ageing, the contribution 
of pain to long-term disability will increase relative to that of other chronic diseases 
in the next 20 years [ 6 ]. This chapter highlights how common pain is in older people 
and the relationship between pain, depression and anxiety; describes selected mech-
anisms that may explain those associations; and briefl y discusses the primary care 
management of pain in older people.  
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7.2     How Common Is Pain? 

 Despite diffi culties in classifi cation and variation in the populations under study, it 
is clear that a high proportion of the general population reports pain [ 7 ]. The most 
common sites of pain reported by older people and for which they seek health care 
are the shoulder, knee and back [ 8 ]. However, it is common for persons to have 
chronic pain at multiple sites often referred to as chronic widespread pain [ 9 ]. The 
prevalence of pain  tends  (there are a few exceptions) to follow a clear pattern: 
increasing with age up until about the seventh decade at which point the prevalence 
plateaus or in some cases, for example, chronic widespread pain [ 9 ] decreases [ 10 ]. 
This is interesting since one would hypothesise that as age increases, the opportu-
nity to ‘accumulate’ pain would also increase via associated degeneration of the 
musculoskeletal system, changes in pain processing pathways and other processes. 
However, whilst the prevalence of pain plateaus, the impact of that pain continues 
to increase. For example, Thomas and colleagues found that the prevalence of pain 
that interferes with daily life continues to increase with age, from 32 % in women 
aged 50–59 years to 50 % in those aged ≥80 years [ 1 ] (Fig.  7.1 ). The prevalence of 
pain appears to be increasing over time with increased rates of between two- and 
fourfold over 40 years [ 11 ] and is expected to continue rising with increases in life 
expectancy and ageing populations [ 12 ].
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  Fig. 7.1    The prevalence of pain and pain with interference separately by age and sex (Data from 
Thomas et al. [ 1 ])       
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7.3        The Relationship Between Depression, 
Anxiety and Pain 

 Up to 23 % of primary care patients seeking health care for pain have a major 
depressive disorder [ 13 ], and up to 50 % of patients with depression have pain [ 14 ]. 
Patients with co-morbid pain and depression had signifi cantly lower quality of life 
[ 14 ] (Fig.  7.2 ) and higher rates of panic disorders, anxiety disorders and alcohol 
abuse than patients with either disorder alone [ 13 ]. As pain becomes more exten-
sive, the likelihood of having co-morbid depression and anxiety increases: there was 
a linear relationship between an increasing number of pain sites and worsening 
psychological health [ 15 ] and probable major depressive disorder [ 14 ]; 13 % of 
persons with chronic widespread pain had  probable  depression compared to 2 % in 
those who were pain-free [ 16 ], and a study of US veterans found that when com-
pared to patients without major depressive disorder, those with the disorder were 
almost twice as likely to have a diagnosis of one or more painful conditions in their 
medical records [ 17 ]. In a community-based study of 85,088 participants from 17 
European countries [ 18 ], the relationship between pain and the prevalence of anxi-
ety disorders (generalised anxiety disorder, panic disorder, post-traumatic stress 
disorder and social phobias) was examined. Compared to persons without pain, 
those with pain at a single site and those with pain in two or more sites were, respec-
tively, two and four times more likely to have an anxiety disorder [ 18 ].
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  Fig. 7.2    The prevalence of pain stratifi ed by major depressive disorder (Data from Arnow 
et al. [ 13 ])       
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   Whilst the direction of association between pain and depression and anxiety has 
until recently been unclear, the weight of evidence suggests that the relationship is 
bidirectional. That is, deterioration in either pain or mood can lead to a paralleled 
worsening in their counterpart. Depression predicted the onset of low back pain in a 
large prospective cohort study ( N  = 4501 adults aged 18–75 years) [ 19 ], the onset of 
knee pain independently of underlying osteoarthritis [ 20 ] and higher pain intensity 
scores and a worsening of pain in patients with knee pain [ 21 ,  22 ]. Depression is 
strongly associated with widespread pain disorders. In a study of post road traffi c 
accident pain, depression predicted the development over a 12-month period of 
widespread pain in participants with localised neck and back pain [ 23 ] although that 
relationship is equivocal [ 24 ]. Forseth and colleagues [ 25 ] found that depression pre-
dicted the development of fi bromyalgia, a disorder characterised by chronic wide-
spread pain in the presence of multiple other somatic symptoms, in women with back 
pain. Among people with widespread pain, depression predicted symptom persis-
tence over 12 months [ 26 ]. Pain catastrophising (the propensity to amplify the per-
ception of a pain stimulus that is related to helplessness, active rumination and 
excessive magnifi cation of cognitions and feelings towards the painful situation [ 27 ]) 
was associated with a signifi cant increased risk of developing neck, shoulder, upper 
back, elbow, wrist/hand, lower back, hip, knee and ankle and foot pain [ 28 ,  29 ]. 

 Conversely pain predicts the onset and course of depression and anxiety. Lower 
extremity pain predicted the onset of mild depressive symptoms, and the association 
was mediated by higher levels of fatigue and disability [ 30 ]. In the Netherlands 
Study of Depression and Anxiety, 614 participants with no previous history of 
depression or anxiety and no depression or anxiety when they entered the study 
were followed up over 4 years [ 31 ]. Participants reporting neck, back, head, orofa-
cial and joint pain at baseline had between a two- and fourfold increased risk of 
incident depressive and anxiety disorders. The risk of incident depression and anxi-
ety increased with the number of pain sites reported and that relationship was inde-
pendent of subclinical depressive and/or anxiety symptoms that may have been 
present at baseline. Data from the same study showed that over 2 years a higher 
number of pain sites, having joint pain, pain duration of 90 days or more and daily 
use of pain medications predicted the persistence of anxiety and depression among 
those who were symptomatic at baseline [ 32 ]. Anxiety has also been associated 
with the persistence of chronic widespread pain. In a community-based prospective 
study, individuals whose chronic widespread pain persisted at 15-month follow-up 
had higher levels of anxiety at baseline [ 26 ].  

7.4     What Are the Mechanisms of the Association 
Between Depression, Anxiety and Pain? 

 The factors and mechanisms linking psychological disorders such as depression 
with physical disorders such as pain are multifaceted. There are biological, behav-
ioural, cognitive and social mechanisms by which pain may increase the risk of 
developing anxiety and depression and, conversely, by which the presence of 
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anxiety and depression may increase the likelihood of experiencing pain. A detailed 
review is beyond the scope of this chapter. However, a brief discussion of selected 
mechanisms is presented below. 

7.4.1     Pain Expectations and Modulation 

 The experience of pain can be infl uenced by a number of psychological factors, 
including attention and beliefs or expectations [ 33 ]. Pain expectancies (i.e. beliefs 
and predictions about future events or outcomes related to pain) were associated 
with higher levels of anxiety and depression and catastrophising in patients with 
fi bromyalgia [ 34 ]. Within the nervous system, a modulatory system of ascending 
and descending pathways regulates the amount of pain perceived. The descending 
system receives input from the limbic system and can be affected by an individu-
al’s psychological state (interactions between anxiety, depression, attention and 
other factors), which may subsequently modulate the intensity of pain experi-
enced [ 35 ].  

7.4.2     Fear Avoidance 

 The fear-avoidance model of pain perception fi rst proposed by Vlaeyen and Linton 
[ 36 ] proposes that in the event of a painful injury, the appraisal of whether that 
injury is threatening determines how the injury is interpreted and dealt with (see 
Fig.  7.3 ). If a painful injury is perceived as non-threatening, no fear will be associ-
ated with the injury leading to the continuation of daily activities (confrontation) 

Disuse
disability
depression

Injury/strain

Recovery

Exposure

Low fear
Catastrophizing

Avoidance

Hypervigilance Pain experience

Fear of movement
(re)injury, pain

  Fig. 7.3    The fear-avoidance model of pain and depression and anxiety (From Vlaeyen and Linton 
[ 36 ] with permission)       
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and rapid recovery [ 36 ]. If an injury is perceived as threatening, it can lead to the 
development of pain-related fear and hypervigilance to the painful sensation, as 
well as generating avoidance behaviours such as disability and disuse; this creates a 
negative feedback loop that could theoretically drive acute pain from an injury to 
develop into chronic pain, anxiety and depression [ 36 ]. A major limitation of the 
fear-avoidance model is that whilst it proposes a basis for the onset and persistence 
of chronic pain and associated mood disorders, it does not identify which factors in 
the ‘threatening loop’ should be targeted by interventions to reduce the risk of these 
negative outcomes [ 37 ].

7.4.3        The Physiological Response to Stress 

 Stress can be viewed as an adaptive response, involving physiological, psychologi-
cal and behavioural changes aimed at maintaining stability (homeostasis). The 
 stress response  involves a cascade of autonomic, endocrine and immune system 
responses [ 38 ] aimed at achieving homeostasis. Failure to adapt to stress can lead to 
allostatic load marked by dysregulation of stress axes including the hypothalamic-
pituitary- adrenal axis [ 39 ] and consequent insuffi cient or excessive secretion of 
stress products such as cortisol. Variations in cortisol levels were associated with 
pain in fi bromyalgia patients [ 40 ], reporting chronic widespread pain [ 41 ] and pre-
dicted incident chronic widespread pain [ 42 ]. Depleted levels of associated stress 
products such as serotonin and norepinephrine were associated with higher levels of 
pain and the development of anxiety and depression [ 43 – 46 ].  

7.4.4     Sleep Disruption 

 Pain and sleep problems are very clearly linked. Sleep problems are common in 
pain patients, with up to 90 % of patients with chronic pain reporting problems [ 47 ] 
including short sleep duration with frequent awakenings and periodic limb move-
ments [ 48 ]. There is evidence that sleep problems can exacerbate pain [ 49 ,  50 ], 
whilst restorative sleep has been associated with the resolution of pain [ 26 ]. There 
is some evidence to suggest that sleep problems in patients with pain are associated 
with an increased likelihood of developing depression and anxiety. It is well estab-
lished that independent of pain sleep problems are a risk factor for developing 
depression (e.g. [ 51 ,  52 ]) as well as predicting depression in those with pain [ 53 ]. In 
a prospective study, persons with pain who subsequently developed sleep problems 
were three times more likely to develop depression when compared to those who 
did not develop sleep problems [ 53 ]. Among those with pain, developing new 
depression was associated with an increased risk of subsequent sleep problems, 
although that association was weaker than the strength of the relationship between 
sleep and the onset of depression [ 54 ]. Two recent reviews reported evidence of 
bidirectional relationships between sleep and pain and depression and sleep prob-
lems [ 55 ,  56 ].   
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7.5     Primary Care Management of Pain, Depression 
and Anxiety in Older People 

7.5.1     Case 

 Miriam is 76 years old and lives with her extended family. Her husband died from a 
heart attack 5 years ago. Since then, her sons say she has been ‘depressed and sad’. 
She constantly complains of pain in her knees, back and shoulders. The GP has 
done lots of blood tests and X-rays, but told her that she has ‘arthritis’ and needs to 
take her painkillers regularly. Miriam says that everything would be alright if she 
could sleep: she often gets up in the night, ‘because everything aches’ and sits look-
ing out of the window for an hour. She then feels tired when she has to get up to pray 
and tends to have a doze in the afternoon, even though the practice nurse has told 
her ‘that is the worst thing to do’. 

 Older people with pain, like Miriam, are usually offered pharmacological treat-
ment [ 57 ,  58 ] despite limited evidence of effi cacy [ 59 ], signifi cant increased risk of 
gastrointestinal bleeding with non-steroidal anti-infl ammatory drug use and the 
increased risk of adverse side effects and drug interactions related to polypharmacy 
[ 60 ]. A systematic review of older people with arthritis pain and co-morbid depres-
sion demonstrated the short-term effectiveness of cognitive behavioural therapy, 
integrated depression care management and exercise therapy on depression symp-
toms [ 61 ]. However the long-term effectiveness of those interventions was not 
known. Referrals to non-pharmacological interventions such as cognitive behav-
ioural therapy and exercise among patients with low back pain decrease with age 
[ 58 ]. This is perhaps unsurprising; older patients express a preference for pharma-
cological interventions for pain [ 62 ]; there is limited evidence of non-pharmacolog-
ical treatment effi cacy in older people, limited evidence to guide treatment decisions 
and a lack of availability of non-pharmacological interventions [ 57 ]. The GP could 
ask Miriam whether she would be interested in attending a pain management ser-
vice (if one is available in the area). 

 The key to supporting Miriam and her family is listening to her concerns and get-
ting her to prioritise her problems. The GP and/or practice nurse can offer advise 
about ‘sleep hygiene’ – avoiding stimulants like caffeine, ensuring activity during the 
day, keeping to the same bedtime and not getting up, even if awoken, rather using 
relaxation exercises to try to go back to sleep. If depression and anxiety are predomi-
nant, then the GP should offer referral for a ‘talking treatment’, explaining that this 
could help mood and sleep, which might impact positively on her perception of pain 
[ 63 ]. She could be offered referral to an activity or walking scheme (again, however, 
this will depend on whether such as service is commissioned locally), as walking 
regularly may improve mood and pain and ensure that she is tired by bedtime. 

 In working-age adults, self-management programmes reduce pain impact with 
recipients demonstrating increased active pain coping and self-effi cacy for manag-
ing pain, decreased negative cognitive responses to pain [ 64 – 66 ] and increased 
physical activity [ 67 ]. Self-management programmes for older people with pain 
cover techniques to deal with frustration, fatigue, isolation and poor sleep; exercise 
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for maintaining and improving strength, fl exibility and endurance; use of medica-
tions; communicating effectively with family, friends and health professionals; 
nutrition; pacing activity and rest; and how to evaluate new treatments [ 64 ]. However 
as yet there is no evidence that these programmes decrease the impact of pain, 
including on depression and anxiety, on older people [ 68 ] and large high-quality 
randomised trials are required to test intervention clinical and cost-effectiveness. 

7.6         Suggested Activities 

•     What advice would you give to Miriam and her family if she were one of your 
clients/patients?  

•   How do you assess severity of pain in older people?  
•   If you are a prescriber, consider auditing your prescribing of analgesics, benzo-

diazepines and ‘z’ drugs to older people.  
•   What services are available in your locality for older people with pain?        
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      The Management of Depression 
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Based Psychological Interventions, 
Stepped Care and Collaborative Care                     

       Simon     Gilbody    

       This chapter considers the main psychological approaches to the management of 
anxiety and depression in older people. It explores the challenges clinicians face 
when choosing the best treatment option and also the best way in which care can be 
organised and delivered in primary care. 

 The management of depression and anxiety amongst older people follows the 
same principles as the management of these disorders for working age adults. 
However, there may be cases where there is a need to adapt treatment to accommo-
date the presence of physical health problems, sensory impairments, physical frailty 
or cognitive impairment. This chapter covers the main approaches that are available 
or could feasibly be offered in primary care, with a specifi c focus on the most com-
mon evidence-supported psychological approaches (especially cognitive behaviour 
therapy) and innovative frameworks for delivering care for people with depression/
anxiety such as stepped care or collaborative care. 

8.1     Psychological Approaches to the Management 
of Depression and Anxiety 

 A number of psychological approaches can be used in the management of depres-
sion and anxiety, and each of these can be used in the treatment of depression 
amongst older people [ 1 ,  2 ]. Psychological treatments tend to focus on unhelpful 
ways of thinking or changes in behaviour which occur when someone is depressed 
or anxious. One of the most commonly used approaches is cognitive behaviour 
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therapy, but there are a number of alternative or complementary approaches which 
can also be offered and which might be more suited for use amongst older adults. 

 NICE produced two useful guidelines on the management of depression. The 
fi rst guideline CG90 [ 3 ] relates to the management of depression amongst adults 
(including older adults) and the second relates to the management of depression 
amongst people with physical health problems (CG91) [ 4 ]. This latter guideline is 
especially important since a signifi cant proportion of older people will also have 
coexisting long-term health problems. In relation to anxiety, there is a helpful guide-
line which summarises the evidential basis of psychological approaches to gener-
alised anxiety disorder [ 5 ] and social anxiety [ 6 ]. 

 This chapter will outline the main psychological approaches, fi rst for depression 
and then for anxiety. Special consideration will be given to the adaptation and appli-
cation of these therapies with regard to older adults.  

8.2     Cognitive Behavioural Therapy (CBT) for Depression 

 Cognitive behavioural therapy (CBT) for depression is generally accepted to have 
been developed by Aaron T. Beck during the 1950s and became more readily avail-
able in the late 1970s when treatment manuals were developed [ 7 ,  8 ]. Beck fi rst 
observed that people with depression have particular styles of thinking and reason-
ing which are based on their core beliefs [ 7 ]. Depressed people tend to hold negative 
views of themselves, the world and the future (‘the Beckian cognitive triad’). People 
with depression also make logical errors of reasoning (cognitive distortions) by, for 
example, overgeneralising, magnifying negatives, minimising positives and cata-
strophising [ 9 ]. The process of CBT encourages people with depression to become 
aware of these characteristic thinking patterns and to re-evaluate their thinking. In 
relation to behaviours, CBT recognises that people with depression tend to with-
draw from aversive situations and to reduce their levels of activity. This approach 
requires people to practice recognising and challenging their thoughts and develop-
ing new behaviours (by undertaking homework tasks) [ 10 ]. By changing patterns of 
thinking (cognitions) and behaviour, CBT leads to improvements in mood. 

 Typically CBT is given over 12–20 weekly sessions and requires the person to 
undertake homework tasks in between sessions [ 8 ,  11 ]. Early in the treatment, the 
person comes to recognise their unhelpful ways of thinking and acting. Some early 
improvements are often achieved by introducing new activities or  re-engaging with 
activities which have been lost as depression has developed (by a technique known 
as ‘activity scheduling’). Towards the middle of a course of therapy, the person chal-
lenges these patterns of thinking and puts new skills into practice. People undertak-
ing CBT typically have to keep records of thoughts and behaviours (using daily 
diaries) and to devise ‘behavioural experiments’ whereby they make negative and 
positive predictions about what might happen in certain situations based on these 
predictions. This allows the validity of unhelpful and depressive assumptions to be 
tested in the ‘real world’. Towards the end of therapy, the person develops a plan 
about how to ‘stay well’ based on what they have learned and about what to do 
when if they were to become depressed again (a relapse prevention plan). 
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8.2.1     What Is the Evidence Base for CBT for Depression? 

 A large number of high-quality studies have now been conducted which show that 
CBT is effective in treating depression symptoms and in improving function and 
quality of life (see Cuijpers and colleagues for a recent overview [ 12 ]). The effec-
tiveness of CBT is likely to be comparable to that of antidepressants, and there is no 
reason why antidepressants and CBT cannot be used in combination with antide-
pressants. In fact there is some evidence that CBT and antidepressants in combina-
tion are more effective than either of these two approaches when offered alone [ 13 ]. 
CBT has been shown to reduce the rate of relapse for people with depression. When 
reviewing the evidence to support the use of CBT, NICE concluded that ‘ cognitive 
behavioural therapies have the largest evidence base. Within this group of studies 
the largest data set is that which compares individual CBT with antidepressant 
medication and which shows broad equivalence of effect across the range of sever-
ity. The clinical effectiveness data also clearly points to a clear advantage of com-
bination treatment over antidepressants alone ’.  

8.2.2     What Is the Evidence Base for CBT for Older People 
with Depression? 

 Though the evidence base for CBT is strong, most trials have been conducted 
amongst working age adults, and there are relatively few trials which have looked 
at the effectiveness of CBT in older adults. Trials in older adults have been sum-
marised in a systematic review by Gould and colleagues [ 14 ]. They found that 
there is good evidence that CBT is effective in this group, but the evidence that 
CBT is superior to any other form of psychological treatment (including counsel-
ling and supportive therapies) is weak. They conclude that more research is 
needed before fi rm conclusions can be drawn in assuming that the effects of CBT 
are as strong as that observed in working age adults. Gould and colleagues also 
demonstrated that there is insuffi cient evidence from older populations to show 
that CBT is as effective as antidepressants, and it follows that CBT should be 
offered alongside antidepressant medication when this is indicated rather than as 
an alternative.   

8.3     Behavioural Activation (BA) for Depression 

 Behavioural activation (BA) is an alternative to CBT which is now growing in popu-
larity and in terms of the breadth of research evidence [ 15 ]. This approach for 
depression evolved from learning theory which proposes that depressive behaviours 
are learned through the consequences of those behaviours. In behavioural therapies, 
depression is seen as the result of a low rate of positive reinforcement in everyday 
life, and depression is maintained through negative reinforcement. People with 
depression typically use avoidance to minimise negative emotions and situations 
which they anticipate might be unpleasant [ 16 ]. Behavioural therapies focus on 
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behavioural activation aimed at encouraging the patient to develop more rewarding 
and task-focused behaviours as well as moving away from patterns of negative rein-
forcement. In recent years, there has been renewed interest in behavioural activation 
(see, e.g. [ 17 ,  18 ]), as it is now known as a therapy in its own right although it has 
always been part of cognitive behavioural treatments of depression [ 19 ]. At the 
practical level, behavioural treatments also show some variability, but the monitor-
ing and scheduling of activities are common components in all treatment protocols 
used in randomised studies of the approach [ 20 ]. 

8.3.1     What Is the Evidence Base for BA for Depression? 

 There is a very substantial body of evidence drawn from randomised controlled tri-
als which demonstrates unequivocally that BA is an effective treatment for depres-
sion. A useful overview of the effectiveness is presented by Ekers and colleagues 
[ 21 ,  22 ]. In their systematic review, the benefi t of BA is at least as large as that for 
CBT, and in head-to-head trials of CBT versus BA, they are generally found to be 
equivalent. Though there are fewer trials of BA versus antidepressants than is the 
case for CBT versus antidepressants, there is still convincing evidence that BA is at 
least as effective as drug-based treatments. An advantage that is claimed for BA is 
that it is easier to teach people to deliver this treatment and that patients prefer the 
simplicity of behavioural approach which does not require more complex cognitive 
diaries [ 16 ].  

8.3.2     What Is the Evidence Base for BA for Older People 
with Depression? 

 As is the case for CBT, there are relatively few trials of BA for older people com-
pared to the evidential basis of BA in working age adults [ 22 ]. In a systematic 
review by Samad and colleagues [ 23 ], four trials were found which provided sup-
portive evidence that BA was superior to usual care and was as effective as 
CBT. Taken together with the substantial evidence base in working age adults, there 
is convincing evidence that BA can be assumed to be effective for this age group.   

8.4     Psychological Approaches to the Management 
of Anxiety Disorders in Older People 

 Anxiety disorders are also common in older people. ‘Anxiety’ covers the terms 
generalised anxiety disorder (GAD), panic disorder and phobic anxiety disorders. 
GAD is a common disorder, of which the central feature is excessive worry about a 
number of different events associated with heightened tension. Anxiety and depres-
sion often co-exist (or overlap) in older people and may also be co-morbid with 
physical conditions (leading to poorer outcomes in those conditions). Typically an 
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older person with anxiety might worry excessively (ruminate) and experience phys-
ical symptoms of overarousal such as a racing heart, overbreathing and gastrointes-
tinal disturbance. Where anxiety is related to specifi c situations, then avoidance can 
emerge as a means of managing distressing anxiety symptoms. Older people com-
monly suffer with intense anxiety on leaving the house (agoraphobia) which can 
make them housebound or dependent on others to leave the house. Problems com-
monly arise when they are prevented from shopping or visiting the doctors. For 
these reasons, people with situational anxieties including agoraphobia often fail to 
present to their GP. The mainstay of treatment for anxiety disorders is through the 
use of psychological approaches. As with depression, the mainstay of treatment for 
anxiety disorders focuses on unhelpful cognitions relating to anxiety- provoking 
situations and the meaning of somatic anxiety symptoms or the association between 
aversive stimuli and anxiety responses which is best understood in behavioural 
terms. Short-term relief from anxiety is achieved by avoidance of aversive situa-
tions, and this in turn maintains an anxiety disorder. Effective psychological 
approaches seek to challenge unhelpful cognitions and to use a process of exposure 
to aversive stimuli or situations to reduce the severity of anxiety response over time. 
This takes time and requires people with anxiety to do something which initially 
makes them more anxious and is counter to most people’s long- established form of 
coping. 

 There is abundant research evidence drawn from randomised controlled trials to 
show that cognitive and behavioural approaches are highly effective treatments for 
anxiety disorders, including generalised anxiety disorder, specifi c phobias, panic 
disorder and social anxiety (see Hoffman and colleagues [ 24 ] for a review of evi-
dence in this area). As is the case with depression, the evidential basis to support the 
use of CBT and behavioural approaches to anxiety disorders is smaller, but trials 
suggest that such strategies are effective in older people (see Hendriks and col-
leagues [ 25 ] for a review of the effectiveness of psychological treatments in older 
people). However, very few older people are offered these effective forms of 
treatment.  

8.5     Collaborative Care and Stepped Care Frameworks 
for Depression and Anxiety 

 Most older people with depression and/or anxiety are managed entirely by the GP 
within a primary care setting. Only a small proportion of people will be referred for 
treatment to secondary or specialist care services. Within primary care, there may 
be poor co-ordination of care for people with depression which results in subopti-
mal outcomes. Medications are not taken as they are intended, and psychological 
therapies are not offered or are not in line with evidence. The volume of anxiety and 
depression in primary care means that it is not feasible to refer all patients to sec-
ondary care services, and a response has been to re-engineer or redesign primary 
care services for people with depression or anxiety to ensure better co-ordination 
(see Bower and Gilbody for a review [ 26 ]). The NICE guidelines (3, 4 and 5) 
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suggest that a ‘stepped care’ model is utilised, so that patients receive a brief, low- 
intensity intervention initially but are ‘stepped up’ to receive higher-intensity psy-
chological input where their symptoms are not improving or ‘stepped down’ when 
their symptoms are resolving. This stepped care approach is illustrated diagram-
matically in Figs.  8.1  and  8.2 .

    Collaborative care (CC) is an innovative model of care with a good evidence base 
for the management of depression. Collaborative care generally involves the case 
manager actively co-ordinates the care of a person with depression. The case man-
ager delivers an intervention directly to the patient, offering ‘person-centred’ care 
(so, a fl exible intervention),and working in collaboration with the GP to ensure 
evidence-supported drug treatments and psychological therapies are offered in an 
optimal manner. In trials of CC, the intervention has been delivered over the tele-
phone, and case managers are often skilled in the delivery of lower-intensity psy-
chological treatments such as BA over the telephone. A central feature of 
collaborative care is symptom-tracking whereby standard measures of depression or 
anxiety severity are used in each session to judge progress and to recognise deterio-
ration. When symptoms do not improve, the person with depression or anxiety can 
be referred to their GP for a review of their medication or stepped up to receive 
higher-intensity psychological input. 

Focus of the
intervention

Stepped care model for depression

STEP 4: Serve and complex1

depression; risk to life; serve self-
neglect

STEP 3: Presistent subthreshold
depressive symptoms or mild to
moderate depression with inadequate
responce and serve depression

STEP 2: Presistent subthreshold
depressive symptoms; mild to
moderate depression

Low-intensity psychosocial interventions,
psychological interventions, medication and
referral for further assessment and
interventions

STEP 1: All konown and suspected
presentations of deperssion

Assessment, support, psychoeducation,
active monitoring and referral for further
assessment and interventions.

Medication, high-intensity psychological
interventions, combined treatments,
collaborative care2 and refferal for further
assessment and interventions

Nature of the
intervention

Medication, high-intensity psychological
interventions, electroconvulsive
therapy, crisis service, combined
treatments, multiprofessional and
inpatient care

  Fig. 8.1    Stepped care model for depression (From NICE guidelines [CG90]   https://www.nice.
org.uk/guidance/cg90/chapter/1-Guidance    )       
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 There is a substantial evidence base to support the use of collaborative care. Over 
sixty trials of this model of care were included in a Cochrane review by Archer and 
colleagues (see [ 27 ]), and the effectiveness of collaborative care has been demon-
strated in the short and longer term. Collaborative care has been shown to improve 
both depression and quality of life. For older people, there are large-scale trials of 
this model of care. For example, the IMPACT trial included over 1,800 participants 
and showed collaborative care to be effective in older people in the USA [ 28 ] with 
effects still apparent 2 years following the input of a case manager [ 29 ]. This has led 
to calls for collaborative care to be more widely implemented for older people in 
primary care [ 30 ].  

8.6     Are There Any Special Considerations When Using 
Psychological Therapy for Older People? 

 The seminal texts by Beck and colleagues make no reference to psychological 
approaches being suitable or unsuitable for older people [ 7 ,  8 ,  31 ]. Older people are 
not readily offered psychological therapy, and there are sometimes age-based 
assumptions that evidence-supported approaches such as CBT or BA cannot be as 

STEP 4: Complex treatment-
refractory GAD and very marked
functional impairment, such as self-
neglect or a high risk of self-harm

STEP 3: GAD with an inadequate
response to step 2 interventions or
marked functional impairment 

STEP 2:Diagnosed GAD that has not
improved after education and active
monitoring in primary care 

STEP 1:All known and suspected
presentations of GAD

Highly specialist tratment, such as
complex drug and/or psychological
traetment regimens; input form
multi-agency teams, crisis services, day
hospitals or inpatient care

Focus of the
intervention

Stepped care model for GAD
Nature of the
intervention

Choice of a high-intensity psychological
intervention (CBT/applied relaxation) or a
drug treatment

Low-intensity psychological interventions:
individual non-facilitated self-help*, individual
guided self-help and psychoeducational
groups

Identification and assessment; education about
GAD and treatment options; active monitoring

  Fig. 8.2    Stepped care model for generalised anxiety disorder (From NICE guidelines [CG113] 
  https://www.nice.org.uk/guidance/CG113/chapter/1-Guidance    )       
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readily used for amongst older people. There are important differences between 
older and younger people in terms of the cause, presentation and course of depres-
sion. One of the most important differences is the coexistence of depression along-
side physical health problems and physical decline. An additional factor is the onset 
of cognitive problems and the importance of social isolation and bereavement in 
depression for older people. It is clear therefore that some consideration of the role 
of age in the delivery of CBT needs to be made. This was clearly articulated by 
Koder and colleagues in relation to CBT [ 32 ]: ‘[ T ] he debate is not whether cogni-
tive therapy is applicable to the elderly  …  but rather how to modify existing cogni-
tive therapy programmes so that they incorporate differences in thinking styles in 
elderly people ,  and age - related adjustment ’. This general ethos is one which should 
guide the delivery of all psychological approaches amongst older people. 

 In a helpful review of the application of psychological approaches for older peo-
ple, Evans highlights a number of modifi cations which need to be made to the deliv-
ery and content of therapy [ 33 ]. In terms of the delivery of therapy, chronological 
age alone is not a helpful marker for deciding whether modifi cations are necessary, 
and part of the process of assessment for therapy requires some consideration of 
each of a range of factors highlighted in Table  8.1 . A robust cognitive assessment 
(using an instrument such as the MMSE) and some assessment of sensory diffi cul-
ties enables adaptations to these factors to be incorporated into the delivery of 
CBT. Evans also highlights that the content of therapy may be different for older 
people in order to refl ect the common experiences of bereavement, social isolation 
and physical impairment.

   In terms of the content of therapy, Evans [ 33 ] also highlights that there are certain 
age-related themes and factors that may emerge more frequently and thus require a 
modifi ed focus. By way of example, older people and society at large often holds 
negative views of ageing, and there is a belief that depression and physical decline 

  Table 8.1    Procedural 
modifi cations to 
psychological therapy for 
older people  

  Tackling cognitive changes  

 Repeat and summarise information 

 Present information in multiple modalities 

 Use folders and notebooks 

 Consider offering memory training 

  Tackling sensory impairment  

 Help to correct it where possible 

 Prepare written materials in bold print 

 Use tape recorders 

  Physical health  

 Agree realistic goals 

 Tackle dysfunctional beliefs that limit activity 

 Input from a ‘medicine for the elderly’ team 

  Therapy setting and format  

 Be fl exible 

  Adapted from Evans [ 33 ] with permission  
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are inevitable. These factors may impact on core beliefs and unhelpful assumptions 
that emerge in the form of negative automatic thoughts and unhelpful depressive 
overgeneralisations. Family dynamics may also be more complex with potential for 
tensions and disagreements in the context of intergenerational relationships. A cen-
tral tennet of CBT and BA is the importance of increasing a depressed person’s rep-
ertoire of activities and reintroducing positively re-enforcing behaviours. A barrier to 
this might be the presence of physical impairments or frailty. When addressing phys-
ical impairment, there needs to be careful balance between remaining attentive to any 
physical limitations a person may have and awareness that individuals may have 
excessively negative appraisals of their own limitations. Realistic goals need to be 
agreed when planning behavioural experiments which acknowledge that patients can 
be severely limited by physical problems. It also requires that more time be spent 
examining dysfunctional thoughts and assumptions that may be preventing them 
from making the most of ongoing activities. Increasing activity levels and the rein-
troduction of positively reinforcing behaviours are at the centre of behavioural acti-
vation. For people with reduced physical capacity or increased frailty, this can be 
seen to be a barrier to ‘doing more’, and it is important to make use of techniques 
such as ‘activity substitution’ and ‘functional equivalence’. 

 Pasterfi eld and colleagues [ 34 ] provide a useful overview of some of the adapta-
tions that can be made to behavioural activation in order for it to be used to the 
greatest benefi t for older people. Behavioural activation pays particular attention to 
the function that the behaviour holds for an individual and that reinforcement is 
determined functionally [ 35 ]. An important consequence of this view is the concept 
of ‘functional equivalence’. A specifi c form of behaviour may have served a particu-
lar function for a person; however, that behaviour may no longer be possible due to 
physical health problems. In this situation, an aim of treatment may be to identify a 
functionally equivalent behaviour that is different in focus and therefore still possi-
ble despite physical changes. This concept may be particularly benefi cial in the 
treatment of older people who, for example, may reduce previously enjoyed activi-
ties due to physical limitations [ 36 ]. If an older person with depression is unable to 
undertake a previously rewarding activity, they should ask the person why they 
enjoyed doing it, what else it offered them over and above just doing the activity and 
what made them keep on doing it and use this information to come up with alterna-
tive activities with the participant. 

 Depression is associated with cognitive impairment in older people [ 37 ], and 
studies have found that some people with early-stage cognitive impairment report 
feelings of inadequacy and low self-esteem [ 38 ]. This could have a potential impact 
on treatment because problems associated with short-term memory and the recall of 
information may lead to diffi culties in the learning of new material [ 39 ]. Proponents 
of behavioural approaches to depression have argued that they are simpler to deliver 
than other more complex psychological interventions such as CBT [ 16 ,  40 ], and this 
may be an advantage of this approach in older people compared to cognitively based 
treatments. The simplicity of behavioural activation may be particularly benefi cial 
for older adults who may be experiencing cognitive diffi culties [ 41 ]. Additional 
reasons to consider behavioural activation as a suitable treatment for older adults 
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include that it conceptualises the onset of depression as being associated with situ-
ational factors and changes in a person’s environment [ 42 ]. Depressive behaviours 
are seen as being linked to the individual’s attempts to cope with these shifts, which 
are often characterised by a lack of positive reinforcement opportunities [ 17 ]. This 
may be particularly relevant for the treatment of depressive symptoms in older 
adults who can experience life events such as fi nancial diffi culties, bereavement and 
physical illness, as well as changes in social roles and living situations [ 43 ].  

8.7     Case Studies 

8.7.1     Case Study 1 Treating Anxiety and Depression 
with CBT: Peter C 

 Peter, 80, lives with his 78-year-old wife in a terraced house. Peter has chronic 
obstructive pulmonrary disease (COPD) and is fi nding that he is increasingly breath-
less on very minor exertion. He avoids activity and develops pains in his chest. He 
thinks he might cause himself to have a heart attack. He rarely leaves the house in 
case when this happens whilst he cannot summon help. Scrutiny of his medical 
records shows that he has called the ambulance on three occasions in the past few 
months. On each occasion, he has been taken to A&E where his breathing has set-
tled and he has had normal tests (thus, excluding a heart attack). 

 When he was asked about his previous leisure activities, he mentioned that he 
used to play crown green bowls, and he and his wife played in matches and met with 
people. They no longer do this, and they rarely leave the house together. 

 When asked about his drinking, he noticed that alcohol temporarily made him 
feel happier and reduced the degree to which he ruminated about his diffi culties. He 
felt less anxious when he drank, and he noticed that his breathlessness was less 
prominent. 

 In previous chapters, we recognised that Peter’s problems are suggestive of an 
anxiety disorder, which is very common amongst people with COPD. Depression is 
also common in people with COPD, so anxiety and depression may be co-morbid in 
a patient like Peter. People with anxiety may use alcohol to manage their anxiety, 
and the clinician should always explore alcohol use. 

 A psychological approach to Peter’s problems would readily identify a number 
of psychological problems which might be tackled with psychological approaches 
such as CBT and BA. 

 A cognitive understanding of anxiety would readily reveal that as part of his 
COPD, Peter experiences worsening of breathlessness and also develops chest 
pains. He seeks reassurance and has on many occasions summoned the help of 
his wife and has called 999 resulting in admission to A&E. He misinterprets the 
pains in his chest as indicative of an imminent heart attack, but when admitted 
to A&E, there has never been evidence of this (his tests are always normal). 
Peter catastrophises and misinterprets his physical symptoms. He has a belief 
that he will die and seeks reassurance in order to minimise his subjective 
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distress. He is avoidant of situations which might provoke this situation, par-
ticularly exercise. As a consequence, he does less and his physical fi tness is 
reducing more quickly than it ought to. He previously was physically active and 
was an accomplished bowls player. His increasing lack of physical fi tness means 
that he is now unable to get up the stairs which further limits his activity around 
the house. By recognising the misinterpretation of physical symptoms and 
engaging in behavioural experiments, he was able to begin to walk longer dis-
tances and exert himself, even if this made him breathless. His confi dence 
improved, and in time he was able to start using the stairs again and was able to 
contemplate  leaving the house. 

 It was decided that it was unrealistic to begin playing bowls again, but a func-
tional analysis as part of BA identifi ed that bowls fulfi lled an important role in his 
life. It meant that he got out of the house with his wife and met old friends with a 
shared interest. Since he stopped playing bowls, a range of positively re-enforcing 
and mood-enhancing activities have ceased, and this contributes to his depression. 
By putting in place some functionally equivalent strategies, Peter was able to start 
attending social gatherings at the local bowls club, and in time he took up a less 
physically demanding but important role at the club. He and his wife took on the 
joint role of treasurer. His mood improved over time, and he came to look forward 
to twice weekly meetings at the bowls club. Peter reconnected with old friends, and 
he met them outside of club meetings by visiting their homes and receiving guests 
at his own home. 

 Peter developed some mastery of anxiety and some improvements in mood. He 
found less need for a drink at night-time, and in time his mood further improved as 
he reduced his alcohol intake to within recommended limits.  

8.7.2     Case Study 2 Diabetes and Depression: Afzal K 

 Mr K is 75 years old and lives with his eldest son, who works as an accountant, 
daughter-in-law and their four children. His wife died suddenly 2 years ago follow-
ing a subarachnoid haemorrhage. He stopped working in the family shop following 
his bereavement and gave the business to his second son. He has had diabetes since 
the age of 50 and tries hard to watch his diet; he usually takes his medication regu-
larly but struggles to know what to do during Ramadan. His son has just been told 
he, too, has diabetes, and now the family meals are more focused on ensuring that 
all the family eat plenty of fruit and vegetables. Mr K rarely attends his general 
practice, except when he is told to make an appointment for an annual review with 
the practice nurse. 

 Mr K tries to speak to his grandchildren, who are teenagers, but they all seem so 
busy, so he spends a lot of time on his own. He goes to the Mosque but, otherwise, 
rarely leaves the house. Sometimes he wishes he didn’t wake up in the morning but 
feels guilty about this. 

 In previous chapters, we have recognised that Mr K is likely to have a depressive 
illness, which is quite common amongst people with diabetes. He had also 
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experienced a number of signifi cant life events including the loss of his wife and the 
loss of role in managing his shop. A psychological approach using CBT or BA is 
especially helpful in this case. A cognitive understanding of Mr K’s depression 
would fi rst examine his core beliefs. Mr K feels very guilty about having diabetes 
and thinks that something he did as a younger man might have caused him to become 
diabetic. He feels a burden on his family and has experienced a change in role. He 
has experienced a transition from being the head of the family who had built up the 
family business and provided for the family. His role had changed to being someone 
who could no longer manage the business and was fi nancially dependent on the 
labours of his son. When asked about his views of himself, he felt a failure in many 
aspects of his life. Looking to the future, his view was that he would forever be a 
burden on his family and that it was inevitable that he would develop severe compli-
cations of diabetes irrespective of what he did. He was hopeless and had contem-
plated suicide in order to relive his family of the burden of caring for him. He worried 
about his diabetes and thought this prevented him engaging in new activities. He 
displayed a typical cognitive triad described earlier with a negative view of himself, 
his environment and the future. When asked about the future of his family and the 
business, he felt that bad things would always happen and the business would fail and 
the family would be separated. He demonstrated an overgeneralisation, assuming 
that if one bad thing happened, then things would always be bad for his family. 

 Mr K was encouraged to keep a diary to capture some examples of these thoughts, 
and he worked collaboratively with a therapist to challenge some of the underlying 
assumptions. In time Mr K came to recognise some of these thoughts and to chal-
lenge them for himself. In relation to his diabetes, he came to recognise that there 
was no inevitability to his physical deterioration and recognised that he could take 
greater control of the outcome of his diabetes by engaging in treatment and improv-
ing his diabetic control. 

 Using a behavioural activation approach, Mr K quickly realised that he avoided 
any reminder of his diabetes including making visits to the diabetic nurse. He rec-
ognised that he was doing much less and there was an absence of positively rein-
forcing activities including going to the Mosque, where he previously enjoyed 
social interaction and contemplating his faith. Functional equivalence and activity 
substitution helped him recognise that there were things which he could do at the 
Mosque whilst observing Ramadan and maintaining control over his diabetes. He 
found that diabetes was quite common amongst other members of the Mosque and 
there were certain accommodations for people of the Moslem faith with diabetes 
who have to observe Ramadan. His experience of therapy was improved through the 
recognition that there were specifi c adaptations that can be made for people of the 
Moslem faith [ 44 ]. He increased his activity levels and found some early gains and 
improvements in his mood. In turn this made him more positive and optimistic that 
he could make further changes in his life. His relationship with his son improved, 
and he began working in the shop on 1 or 2 days per week. His diabetic control 
improved after visiting the diabetic nurse, and this in turn made him take an active 
role in choosing his food, doing the weekly food shop and helping with the 
cooking.   
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8.8     Opportunities for Reflection 

•     How does CBT and BA help us understand depression and anxiety?  
•   What is the evidence that CBT is effective?  
•   What is the evidence that BA is effective?  
•   How would you access psychological therapy for your patients?  
•   Are there any adaptations which need to be made in order to help an older person 

engage with psychological therapy?  
•   Can psychological therapy be used alongside medication?  
•   What is collaborative care and how does this improve the outcomes of primary 

care for depression?        
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  9      Pharmacological Management 
of Anxiety and Depression in Older 
People                     

       Philip     Wilkinson       and     Sophie     Behrman     

9.1           Introduction: Pharmacological Treatments in Context 

 Depressive and anxiety disorders are commonly encountered in older patients in 
primary care. They may present with psychological or physical symptoms or a com-
bination and may impact on the course and management of coexisting physical 
disorders. Depression and anxiety often coexist; up to a quarter of older people with 
anxiety disorders also meet criteria for major depression [ 1 ] and the presence of 
anxiety in depressed patients is associated with a greater risk of relapse [ 2 ]. Not 
surprisingly, therefore, their causes and treatments also overlap. Most anxiety disor-
ders are diagnosed by the age of 40, but a few people will develop them after 
65 years [ 3 ]; generalised anxiety and social phobia appear to be the more common 
disorders in older people. They typically run a cyclical course and are unlikely to 
remit completely, even with long-term treatment. Around two thirds of people with 
Alzheimer’s disease experience anxiety symptoms and 5–6 % have diagnosable 
generalised anxiety disorder [ 4 ] so it is important to assess for cognitive impairment 
when deciding on management. Risk factors for anxiety in older people include 
female gender, multiple physical conditions, residing in a care home, and physical 
disability [ 3 ]. Anxiety is specifi cally linked to thyroid problems, respiratory and 
gastrointestinal disorders, and arthritis; anxiety disorders may also precede the 
onset of physical illness and worsen quality of life and disability [ 5 ]. 

 Depression may also precede the onset of physical illness, such as Parkinson’s 
disease [ 6 ]. Suffering with depression worsens the outcome of physical illness via 
reduced treatment adherence, increased disability, and higher mortality. Physical 
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symptoms infl uence the course of depression; ongoing pain is particularly linked to 
the recurrence of depression [ 7 ]. While in younger adults antidepressants are as 
effi cacious in people with comorbid physical illnesses as those without [ 8 ], in older 
people specifi c neurobiological changes such as cerebral white matter disease are 
associated with a poorer response to antidepressant treatment [ 9 ,  10 ]. Poorer 
response is also predicted by advanced age, higher levels of stress, poorer social 
support, younger age at fi rst episode, higher anxiety, and poorer sleep [ 11 ]. 
Compared with younger patients, older people may take longer to respond to anti-
depressant medication and as many as half may not achieve remission with their 
fi rst treatment [ 12 ]. There is marked variation in rate and stability of recovery rang-
ing from rapid sustained improvement to partial response or lack or response. 

 Older patients may be reluctant to take antidepressant medication due a lack of 
understanding of depression, fear of drug dependence, and negative experiences 
with medication [ 13 ]. Stigma against seeking help for psychological problems may 
also be a barrier. It is worthwhile, therefore, exploring a patient’s attitude and back-
ing up treatment with factsheets and active monitoring [ 14 ]. The prescriber should 
be aware of relevant guidelines in the treatment of depression and anxiety. However, 
it is important to recognise that the evidence base for drug treatment of anxiety and 
depression in older people is signifi cantly smaller than in younger adults as drug 
trials typically exclude patients with complex physical illness and those taking mul-
tiple medications [ 15 ]. For instance, there is a paucity of randomised controlled 
trials in anxiety disorders in older people not responding to fi rst line treatments [ 16 ]. 
In addition, guidelines may not easily map onto the management of patients with 
complex multimorbidity [ 17 ]. Potential adverse effects will need to be taken into the 
equation and weighed against the negative consequences for physical and psycho-
logical health of leaving anxiety or depression untreated. Non- pharmacological 
treatments should always be considered. The best results are obtained by a collab-
orative approach between primary care and a depression case manager using both 
psychological and pharmacological interventions [ 18 ,  19 ], if such a service is 
available.  

9.2     Drugs Used in the Treatment of Anxiety 
and Depression 

 Antidepressants are the principal group of medications used in the treatment of 
anxiety and depression. Their main therapeutic mechanisms of action are enhance-
ment of the activity of the neurotransmitters serotonin (5-HT) and noradrenaline 
(norepinephrine); antidepressants can be subdivided into those acting solely on one 
neurotransmitter (single action) and those acting on both (dual action). The fi rst 
antidepressants to be developed also acted on other neurotransmitter systems, such 
as cholinergic pathways, causing undesirable side effects. The diversity of actions 
of antidepressant drugs allows prescribers to individualise treatment decisions and 
to avoid specifi c side effects [ 20 ]. Specialist prescribers may also institute 
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combinations of drugs to enhance effi cacy and reduce adverse effects. The main 
classes of antidepressants currently in use are listed in Table  9.1 .

9.2.1       Serotonin Reuptake Inhibitors (SSRIs) 

 SSRIs are single-action antidepressants and currently are the fi rst line in the phar-
macological treatment of depression and anxiety in late life. The group includes 
citalopram (and its isomer escitalopram), sertraline, fl uoxetine, and paroxetine. 
SSRIs have a lower rate of cardiac conduction abnormalities in overdose than older 
antidepressants and a low propensity to cause seizures. However, frequent side 
effects include nausea, vomiting, dry mouth, insomnia, weight gain, and sexual dys-
function. Therefore they may not be suitable in patients with insomnia and agita-
tion. SSRIs may also worsen parkinsonism. Naturalistic studies indicate that 
treatment of older adults with SSRIs is not associated with increased risk of com-
pleted or attempted suicide, in contrast with their use in adolescents. In fact, treat-
ment reduces risk of suicide by over 50 % [ 21 ].  

9.2.2     Tricyclic Antidepressants 

 These dual-action drugs were amongst the earliest antidepressants. The group 
includes amitriptyline, nortriptyline, dothiepin, clomipramine, and imipramine. As 
well as the desired action on serotonin and noradrenaline receptors, they also act at 
other receptors (acetylcholine, adrenergic, and histamine) giving rise to dry mouth, 
constipation, tachycardia, cognitive impairment, postural hypotension, and sedation. 
Nortriptyline has been well evaluated in older people with well-established effi cacy 
and tricyclics retain a place in the treatment of depression and anxiety under special-
ist supervision.  

   Table 9.1    Main classes of antidepressant   

 Class  Examples 

 Serotonin reuptake inhibitors (SSRIs)  Sertraline, citalopram 

 Tricyclic antidepressants (TCAs)  Amitriptyline, imipramine, 
lofepramine 

 Serotonin/noradrenaline reuptake inhibitors (SNRIs)  Venlafaxine, duloxetine 

 Noradrenergic and specifi c serotonergic antidepressants 
(NaSSAs) 

 Mirtazapine 

 Serotonin antagonist/serotonin reuptake inhibitors 
(SARIs) 

 Nefazodone 

 Noradrenaline/dopamine reuptake inhibitors (NDRIs)  Bupropion 

 Monoamine oxidase inhibitors (MAOIs)  Phenelzine, tranylcypromine 

  Data from Stahl [ 20 ]  
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9.2.3     Other Classes of Antidepressant 

 Venlafaxine and duloxetine are dual-action serotonin/noradrenaline reuptake inhibi-
tors (SNRIs) that also have an inhibiting effect on the neurotransmitter dopamine. 
Some fl exibility is offered by the use of venlafaxine which, at lower doses, functions 
as a single-action SSRI. SNRIs may be more benefi cial than SSRIs in treatment-
resistant depression [ 22 ]. Mirtazapine and nefazodone are dual-action antidepres-
sants that have additional properties of postsynaptic serotonin antagonism which can 
reduce adverse effects such as sexual dysfunction and nausea associated with sero-
tonin reuptake inhibition. They also antagonise alpha-adrenergic receptors causing 
adverse effects of postural hypotension and dizziness. Mirtazapine also has some 
histamine blocking effect, causing sedation and weight gain. Monoamine oxidase 
inhibitors were the original antidepressant class. Now generally avoided due to 
dietary restrictions and interactions, they still have a place in the treatment of atypical 
and treatment-resistant depression under specialist supervision.  

9.2.4     Lithium 

 Lithium (as its carbonate or citrate salt) is a well-established and effective mood- 
stabilising treatment in the management of bipolar disorder, including the treatment of 
bipolar depression. Lithium can also be used in the augmentation of antidepressant 
treatment in patients with unipolar depression who have failed to respond to antide-
pressant treatment alone. From the limited number of studies of different augmentation 
strategies in older people, lithium has the strongest evidence of effi cacy [ 23 ] and it also 
reduces suicide risk [ 24 ]. Prescribing with diuretics (particularly thiazides) and non-
steroidal anti-infl ammatory drugs should usually be avoided, but, otherwise, lithium 
can generally be used safely in older patients taking other drugs for comorbid medical 
conditions. Monitoring of serum levels, renal function, thyroid function, and weight is 
essential and particular care is necessary in patients with chronic renal impairment. 
Therefore, lithium should usually be initiated and monitored by a specialist.  

9.2.5     Antipsychotics 

 Antipsychotic drugs are primarily used in the treatment of schizophrenia, other 
 psychoses, and bipolar disorder. Their main action is through the blockade of dopa-
minergic pathways. Newer (“atypical”) antipsychotics also interact with serotonin 
receptors and have a role in the specialist management of depressive illness to aug-
ment the effects of antidepressants [ 25 ] although extrapyramidal and metabolic side 
effects may limit their use in certain patients. There are only limited data to support 
the use of antipsychotics in the treatment of anxiety disorders [ 26 ], so given the risk 
of adverse effects in older people, their use should be limited to more severe or 
treatment-refractory cases, under specialist supervision. Antipsychotic use in  people 
with dementia is associated with increased risk of stroke and death [ 27 ] and so 
should be limited to specialist prescribing.  
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9.2.6     Benzodiazepines 

 Benzodiazepines, such as lorazepam and diazepam, act by enhancing the effect of the 
inhibitory neurotransmitter gamma-aminobutyric acid (GABA). Although of benefi t 
in the short-term management of severe anxiety, their side effects of sedation, falls and 
cognitive impairment, and the potential for dependence mean that long- term use is 
best avoided. However, under specialist supervision, they might be used in disabling 
anxiety that is refractory to a range of pharmacological and psychological interven-
tions [ 28 ].  

9.2.7     Buspirone 

 Buspirone is a partial serotonin agonist with some dopaminergic action that acts to 
reduce anxiety. It has the advantage over benzodiazepines of not suppressing breath-
ing and lacks dependence risk. However its benefi ts in the long-term management 
of generalised anxiety are not clear and it appears to be ineffective in patients who 
have been dependent on benzodiazepines [ 29 ].  

9.2.8     Pregabalin 

 Pregabalin is an anticonvulsant drug that decreases the release of glutamate and 
noradrenaline; unlike benzodiazepines, it does not act on GABA receptors. Although 
less commonly used than antidepressant drugs, it appears to be of benefi t in the 
treatment of generalised anxiety disorder and social anxiety and may also relieve 
depressive symptoms. As it is excreted unmetabolised, it may be more suitable than 
other drugs for patients with hepatic impairment [ 28 ].   

9.3     Pharmacological Considerations in Treating 
Older Patients 

9.3.1     Drug Interactions 

 Knowledge of the interaction potential of antidepressants helps clinicians to 
predict and avoid certain drug combinations, making prescribing safer [ 30 ]. 
This applies particularly to older patients who often take a range of medications 
and in whom reduced serum albumin levels may give rise to interactions with 
other plasma-bound drugs such as warfarin. The hepatic cytochrome p450 
enzymes are involved in the metabolism of a large proportion of psychotropic 
drugs which also can lead to the inhibition of warfarin metabolism in patients 
taking antidepressants. Therefore, patients taking warfarin who are starting 
antidepressant treatment will require closer anticoagulant monitoring. Sertraline 
and citalopram are the SSRIs least likely to interact with warfarin. SSRIs can 
also increase levels of tricyclic antidepressants so this combination should only 
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be used under specialist supervision. See Table  9.2  for a summary of important 
drug interactions.

9.3.2        Hyponatraemia 

 The prevalence of hyponatraemia in older people treated with antidepressants as a 
probable consequence of treatment is around 9 %. Mechanisms include syndrome 
of inappropriate antidiuretic hormone secretion (SIADH) and nephrogenic syn-
drome of inappropriate antidiuresis [ 31 ]. Although most often associated with SSRI 
treatment, hyponatraemia can occur with all classes of antidepressant. While rou-
tine monitoring of serum sodium in patients taking antidepressants is not recom-
mended, the prescriber should consider monitoring in the presence of certain risk 
factors and potential interactions (see Tables  9.2  and  9.3 ) and when symptoms of 
confusion and fatigue are present. Management of hyponatraemia involves review-
ing the indication for the antidepressant, review of other medications, fl uid restric-
tion, and possible trial of different classes of antidepressant. Left undetected, severe 
hyponatraemia can lead to seizures, permanent neurological damage, and death so 
discussion with a general physician is advised when serum sodium is lower than 
125 mmol/l.

9.3.3        Risk of Bleeding 

 In patients taking SSRIs, a decrease in platelet serotonin release is thought to lead 
to reduced platelet aggregation, increasing the risk of gastrointestinal bleeding. 
Therefore, the prescriber should consider the addition of a proton pump inhibitor 
when an SSRI is prescribed with other medications that increase risk of gastric 
bleeding (non-steroidal anti-infl ammatory drugs and anticoagulants) [ 32 ] and in 
patients drinking large amounts of alcohol. Concern has been expressed about the 
possibility of an increased risk of haemorrhagic stroke in people taking SSRIs, but, 

    Table 9.2    Important drug interactions in older patients taking antidepressants   

 Drugs causing interaction  Effect of interaction 

 Antipsychotic drugs 
 Loop and thiazide diuretics 
 Antiepileptic drugs 
 Antiparkinsonian drugs 

 Hyponatraemia 

 Anticoagulants 
 Non-steroidal anti-infl ammatory drugs 

 Increased bleeding 

 Erythromycin 
 Tamoxifen 
 Quinine 
 Antiarrhythmic drugs 

 Impaired cardiac conduction 

 Other classes of antidepressant with serotonergic action  Serotonin syndrome 
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based on current evidence, there is no reason to restrict their use in depressed older 
people with cerebrovascular risk factors or post-stroke depression [ 33 ].  

9.3.4     Cardiac Effects 

 Antidepressants are associated with changes in cardiac conduction, with prolonga-
tion of the PR, QRS, and QT intervals. At clinical doses, these changes are most 
likely to occur with tricyclics; most SSRIs do not appear to be associated with an 
increased risk of adverse events in people with cardiac disease [ 34 ]. However, the 
SSRI citalopram and its isomer escitalopram are associated with signifi cant risk of 
QT prolongation at higher clinical doses so that maximum daily doses of 20 mg and 
10 mg, respectively, are recommended (  www.hma.eu    ). Risk of QT prolongation is 
increased by prescribing with certain other drugs, including erythromycin, tamoxi-
fen, and quinine. It should be remembered that treatment of depression may actually 
improve the prognosis of cardiovascular disease by reducing mortality associated 
with depression or through effects on platelet function and modifi cation of arrhyth-
mias [ 35 ].  

9.3.5     Other Adverse Effects of Antidepressants 

 SSRIs can induce or worsen movement disorders such as tremor, dyskinesia, dysto-
nia, and parkinsonism, so monitoring for side effects is recommended in patients 
with these problems. Sertraline may be the least likely to cause movement disorders 
[ 33 ]. Sexual side effects of SSRIs include delayed or absent orgasm; this may 
respond to a change to an alternative antidepressant such as mirtazapine. Older anti-
depressants (tricyclics and monoamine oxidase inhibitors) may worsen glycaemic 
control in patients with diabetes, while SSRIs and SNRIs appear to have no effect; 
mirtazapine is not known to affect glycaemic control but can produce weight gain. 
Although it has been suggested that serotonergic antidepressants can accelerate 
osteoporosis, there is no sound evidence for this [ 36 ]. Serotonin syndrome is a rare 
complication of treatment with serotonergic drugs manifesting as mental state 
changes, autonomic instability, and neuromuscular abnormalities; those at greater 
risk are patients taking more than one serotonergic drug [ 37 ].  

   Table 9.3    Risk factors for 
hyponatraemia in patients 
taking antidepressants  

 Previous hyponatraemia 

 Low weight 

 Psychosis 

 Heart failure 

 Severe renal impairment 

 Diabetes mellitus 

 Hypertension 

 Chronic obstructive pulmonary disease 
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9.3.6     Antidepressant Discontinuation Syndromes 

 Although antidepressants are not addictive, patients should be aware that abrupt 
cessation of treatment can produce unpleasant symptoms that may be similar to 
those of their anxiety or depression, such as irritability, nausea, and neuromotor 
changes. Apart from fl uoxetine, which has a long half-life, antidepressants should 
be tapered and withdrawn over a 1-month period. On rare occasions, it may be 
appropriate to stop antidepressants suddenly (e.g. after a cardiac arrhythmia with a 
tricyclic antidepressant); on such occasions it would be prudent to seek specialist 
advice.   

9.4     Making Prescribing Decisions for Depression 
in Older People 

 As in all clinical situations, the decision on whether or not to prescribe depends on 
a weighing-up of the potential pros and cons of treatment. Ideally, this should be a 
collaborative process with the clinician, the patient, and his/her relatives or friends. 
For some, a good assessment will itself be therapeutic, giving an opportunity for the 
clinician and patient to come to a shared understanding of the biological, psycho-
logical, and social factors impacting on the patient’s condition. For mild depression, 
the patient may benefi t from self-help strategies and addressing some of the stress-
ors in their life. If the patient is found to have moderate depression, i.e. impacting 
on day-to-day functioning, they may have a view as to whether to pursue psycho-
logical or pharmacological therapy which may be based on some assumptions 
which might be helpful to explore. For example, some are wary to take antidepres-
sants, believing that they are addictive; if this view is dispelled, it might persuade a 
patient to try antidepressants. Alternatively, a patient with a very medical view of 
depression may be encouraged to take a more psychological stance on considering 
his/her illness and may gain further insight and improve further than would have 
been possible with medication alone. In certain situations, following assessment, 
the primary care physician may recommend referral to a specialist service (see 
Table  9.4 ).

   Evidence with younger adults indicates that 50 % of those in a depressive epi-
sode will respond to an antidepressant, compared to 30 % of those taking a placebo 
[ 38 ]. As with younger adults, antidepressant drugs are more likely to be of benefi t if 
an older person’s depression is of at least moderate severity [ 39 ]. The NICE clinical 
practice guideline for depression [ 14 ] advocates a stepwise approach to treatment, 
with active monitoring and psychological therapies being fi rst-line treatments. 
Antidepressants are reserved for episodes of moderate or greater severity and for 
patients who have had a less intense low mood for 2 years or more (dysthymia) and 
those who have had previous episodes of severe depression. If antidepressants are 
started, NICE recommends an SSRI as fi rst line, with a gastroprotective agent for 
older patients and/or those taking NSAIDs or aspirin. A Cochrane systematic review 
supports this approach, fi nding that SSRIs and tricyclics have similar effi cacy in 
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older people but with SSRIs being better tolerated [ 40 ]. Sertraline and escitalopram 
are the better tolerated SSRIs [ 41 ]. 

 Contrary to widely held beliefs, the benefi cial effect of antidepressants is most 
pronounced in the fi rst week of use, with continuing improvement seen for the fi rst 
6 weeks of treatment [ 42 ]. Guidelines suggest increasing the chosen antidepressant 
to recommended therapeutic dose and monitoring for 4 weeks to see if it is effective 
[ 38 ]. Subtherapeutic dosing has previously been found to be a signifi cant cause of 
non-response in older people [ 43 ]. This may refl ect low expectations on behalf of 
the prescriber or patient or fear of the harm; however, with newer antidepressants 
there is no reason to avoid recommended doses. When a fi rst-line antidepressant 
trial has failed, subsequent prescribing choices are guided by the fi ndings of the 
“STAR-D” study [ 44 ]. In this, with citalopram as fi rst-line treatment, 30 % of par-
ticipants achieved remission. After a switch to bupropion, venlafaxine, or sertraline, 
or augmenting with bupropion or buspirone about a further 25 % more remitted. In 
further treatment stages of change of drug class or augmentation, smaller propor-
tions each time achieved remission. The NICE Depression Guideline [ 14 ] recom-
mends that if there is an inadequate response or intolerable side effects with a 
fi rst-line SSRI, treatment be changed to another SSRI or another better tolerated 
newer generation antidepressant such as mirtazapine. As a third-line strategy, a 
switch to a different class that is usually less well tolerated is indicated (e.g. venla-
faxine, a tricyclic, or a MAOI). At all steps of the guideline, it is recommended that 
psychological therapies as an adjunct be considered. If some benefi t is seen, but the 
patient is struggling with side effects, it may be appropriate to provide reassurance 
and to continue the drug (perhaps reducing the dose or offering non-pharmacologi-
cal strategies to manage the side effect), as many side effects dissipate over time. If 
side effects persist or are intolerable, a second medication may be added to help, 
such as mirtazapine for sexual dysfunction. While fi rst- and second-line treatments 
may be initiated in primary care, it would be usual for further interventions to be 
introduced under specialist supervision. 

 As well as switching between antidepressants, a specialist in secondary care may 
also suggest augmenting antidepressants with other drugs, particularly if some ini-
tial benefi t has been seen. Agents used to augment antidepressants include lithium, 
mirtazapine, and atypical antipsychotics, including aripiprazole, olanzapine, que-
tiapine, and risperidone. Before starting lithium, a baseline ECG is recommended in 
patients with cardiovascular disease. Once stabilised, lithium levels are monitored 

  Table 9.4    Indications for 
referral to a specialist older 
people’s mental health 
service  

 Suspected bipolar affective disorder 

 Presence of delusions and hallucinations (psychotic 
depression) 

 Concurrent signifi cant alcohol or substance abuse 

 Failure of anxiety or depression to respond to two different 
classes of antidepressant 

 Possibility of dementia 

 Signifi cant risks (suicidality, self-neglect, risk to others) 
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12 h post dose every 3 months, and renal function, thyroid function, and calcium 
monitored every 6 months. If a patient develops dehydration or altered renal func-
tion, more frequent monitoring is advised. Patients who have failed to respond to 
multiple courses of different antidepressants may be seen as being “treatment resis-
tant” and some of the more complex strategies outlined above can be adopted. 
Before labelling a patient as “treatment resistant”, however, it is prudent to review 
the diagnosis and to look at drug interactions, poor compliance, and comorbid sub-
stance abuse. 

 Depression is typically a recurrent disorder. Of those with one episode of major 
depression, 50–80 % will go on to have a second episode, and of those who have 
had two episodes, 80–90 % will have a third [ 35 ]. Risk factors for recurrence include 
being female, having a longer and more complex episode of depression, comorbid 
physical illness, recurrent dysthymia, psychosocial stressors, and poor social sup-
port. Guidelines for younger adults recommend continuing the antidepressant(s) at 
full therapeutic dose for 6–9 months from full remission of a fi rst episode of depres-
sion in order to reduce the risk of relapse [ 14 ,  38 ]. In patients with recurrent depres-
sion, continuing antidepressants reduces the risk of relapse by two thirds [ 45 ] and 
NICE recommends continuing antidepressants for at least 2 years [ 14 ], but, again, 
this is based on studies with younger adults. A Cochrane review of continuation and 
maintenance studies of antidepressant treatment in older people did not fi nd evi-
dence of benefi t based on a small number of trials [ 46 ]. The risks and benefi ts of 
continuing antidepressants must always be weighed up on an individual basis to 
allow the patient and doctor to make a decision about ongoing treatment. In the 
absence of contraindications, the prescriber is likely to base the decision on the 
available guidelines for younger adults and to consider long-term treatment when 
depression is severe or highly recurrent. A pathway for prescribing decisions is 
shown in Fig.  9.1 .

   St John’s wort ( Hypericum perforatum ) is a commonly used herbal antidepres-
sant that is available without prescription. The active ingredient and mechanism of 
action are unclear but they possibly involve inhibition of breakdown and reuptake of 
monoamines and action on serotonin receptors. St John’s wort is generally well 
tolerated and has been found to be effective for mild to moderate depression and 
dysthymia [ 47 ]. However, the product is poorly regulated, the therapeutic dose is 
unknown, and it may interact with a number of other medications. Patients taking it 
may omit to mention it to their doctor assuming that, as a herbal medicine, it will be 
harmless. NICE does not recommend the use of St John’s wort in the management 
of depression [ 14 ].  

9.5     Case 1: Mr A, Initial Presentation of Depression 

 Mr A, a 70-year-old man, presents to his general practitioner (Dr X) with a month- 
long history of low mood, poor sleep, poor appetite, lack of motivation, and reduced 
enjoyment of his usual activities. He has no prior history of mental disorder and no 
physical illnesses. 
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  This would seem to be a depressive episode. A biopsychosocial assessment should 
confi rm the diagnosis and identify precipitating and maintaining factors and risks . 

 Dr X completes a full assessment and diagnoses a moderate depressive episode 
with no major risks and no signifi cant functional impairment. Dr X outlines treat-
ment options, gives some written information about depression and sleep hygiene, 
and asks Mr A to make a follow-up appointment. Mr A returns the following week 
and is keen to be referred for psychological therapy but not sure about medication 
as he has heard it is addictive and would prefer to try a natural option like St John’s 
wort. Dr X discusses the pros and cons of medication and St John’s wort and 
addresses some of Mr A’s misunderstandings. Mr A decides to try psychological 

Initial assessment
-confirm diagnosis

-refer to specialist if indicated (see Table 9.4)

-past response

-time to respond

Assess efficacy

No effect

Intolerable/inadequate
effect
Switch to a different
antidepressant (may wish
to try a different class) and
reasess

Good effect. Continue for 6-9
months at treatment does for
single episode, longer for
recurrent depression.
Withdraw antidepressants
gradually and warn about
discontinuation symptoms.

Assess weekly for further 1–2
weeks, increase dose if tolerated

Titrate dose (increase 1–2 weekly)
Monitor carefully first 2–4 weeks (risk of side effects)

No effect
See strategies for
“treatment resistant”
depression
refer to specialist service

Partial effect/poorly tolerated
Adjust dose
Weigh up risks/benefits of
switching antidepressant

Start antidepressant (SSRI first line or mirtazapine if sedation required)

-likelihood/risks of discontinuation reactions

-adverse effects and interactions
-likely therapeutic response

If medication appropriate, discuss with patient different options (see Tables 9.2 and 9.3), taking
into account.  

-discuss with patient (and family) self-help strategies, active monitoring, and psychological
therapies

•
•
•

•

  Fig. 9.1    Decision pathway for prescribing in depression       
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therapy alone (an online course while waiting for an assessment with the psycho-
logical therapy service). Dr X supports the decision and advises Mr A to return for 
a follow-up appointment in 2 weeks or sooner if necessary.  

9.6     Case 2: Mr A, Starting an Antidepressant 

 Mr A returns to Dr X after a month as he feels no better and would like to consider 
starting an antidepressant. Dr X discusses the pros and cons of different medica-
tions. Although Mr A has diffi culty getting to sleep, this has improved slightly with 
exercise and Mr A does not like the idea of taking mirtazapine due to the risks of 
daytime sedation and weight gain. They agree on a trial of sertraline, starting at 
50 mg. Dr X discovers that Mr A occasionally takes ibuprofen for joint pain and 
advises him about the risk of gastrointestinal bleeding with both NSAIDs and 
SSRIs. Mr A agrees to try different analgesic options if required, rather than start a 
proton pump inhibitor as a gastroprotective agent. Dr X advises Mr A of possible 
side effects of sertraline and asks him to return in a week’s time. 

 On return a week later, Mr A feels slightly better. He has had some symptoms of 
nausea and diarrhoea but these seem to be settling. One week later, Mr A still feels 
slightly better and asks to increase the dose of sertraline to see if this leads to any 
further improvement. Dr X increases the dose to 100 mg and asks Mr A to return 
again for a further appointment. Mr A feels a great deal better on 100 mg and 
decides to stay on this dose while continuing psychological treatment.  

9.7     Case 3: Mr A, Stopping an Antidepressant 

 Mr A returns to Dr X after 5 months of treatment and asks about stopping the ser-
traline as he does not feel he needs it any longer. Dr X discusses the pros and cons 
of stopping the medication and the potential risk of relapse with Mr A. Mr A decides 
to continue for another couple of months until he has fi nished his course of psycho-
logical treatment before stopping the medication. The sertraline is reduced to 50 mg 
daily for 1 month and then discontinued. 

  NICE guidelines recommends continuing antidepressants for 6 months from 
remission of a fi rst episode of depression  [ 14 ]  although at present there is a lack of 
evidence specifi c to older people  [ 45 ].  

9.8     Case 4: Mr A, Recurrence of Depression 

 Nine months later, Mr A returns with another episode of depression and feels worse 
than he did previously. He restarts sertraline and fi nds he needs a higher dose this 
time (150 mg). After 6 weeks of treatment, he feels much better and would like to 
reduce the dose and eventually stop the sertraline again. Dr X and Mr A discuss the 
increased risk of relapse; now Mr A has had two episodes of depression. Dr X 
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informs Mr A of the guidelines which recommend continuing it for 2 years for 
relapse prevention. Mr A decides to continue at 150 mg.  

9.9     Case 5: Mrs B, a Patient Who Does Not Respond 
to Treatment 

 Mrs B presents with a fi rst episode of moderate depression aged 75. She is not keen 
to try any psychological therapy and so starts a course of sertraline increasing the 
dose to 100 mg over 2 weeks. She does not notice any improvement in her symp-
toms and asks Dr X if she can try something else. Dr X discusses the pros and cons 
of different options with her, suggesting trying either mirtazapine or a different 
SSRI. Mrs B decides to try mirtazapine as she has been having trouble sleeping.  

9.10     Case 6: Mrs B, No Response to a Change 
of Antidepressant 

 After 4 weeks, Mrs B has still not noticed any improvement in her symptoms. Dr X 
explores her problems further and discovers that she is using signifi cant alcohol in 
order to help her sleep. He discusses the possibility of alcohol being a maintaining 
factor of her problems and suggests ways of cutting down her intake, offering spe-
cialist support and advice on sleep hygiene. Dr X explores again Mrs B’s reticence 
towards psychological therapies but she remains unwilling to consider this as an 
option. 

 Mrs B manages to cut down her alcohol intake, but her depressive symptoms get 
worse, despite good compliance with mirtazapine 45 mg nightly. Dr X is concerned 
that Mrs B has been having more suicidal thoughts and is neglecting her self-care 
and refers her to the older adult community mental health team (CMHT). She sees 
a psychiatrist who adds venlafaxine to her mirtazapine and a community psychiatric 
nurse assesses Mrs B at home to support her through her recovery.  

9.11     Case 7: Mr C, Depression After a Stroke 

 Dr X sees Mr C 2 weeks after his return from hospital following a large ischaemic 
cerebrovascular event. Mr C is receiving intensive support from the community 
physiotherapists but is not making as much progress as they would like as he lacks 
motivation to complete the rehabilitation exercises. The physiotherapist has dis-
cussed the case with Dr X as he is concerned Mr C may be depressed. 

  It is estimated that 40  %  of patients who survive a stroke suffer from depression 
and that this slows down rehabilitation  [ 48 ].  There is also some evidence that , 
 regardless of depressive symptoms ,  antidepressants may enhance recovery of motor 
skills in the rehabilitation process  [ 49 ].  Although theoretically there   is potential for 
SSRIs to worsen haemorrhagic stroke ,  in practice this does not seem to be the case 
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and the benefi ts of antidepressants  ( including SSRIs )  outweigh the risks for both 
haemorrhagic and ischaemic stroke [ 48 ],  with there currently being evidence for 
citalopram ,  fl uoxetine, and nortriptyline  [ 35 ]. 

 Mr C starts a course of fl uoxetine (with omeprazole as he is already taking clopi-
dogrel after his stroke) and fi nds his mood and motivation improve, with subsequent 
benefi ts for his recovery and rehabilitation.  

9.12     Case 8: Mrs D, Depression After Previous Deliberate 
Overdoses 

 Mrs D has a history of recurrent depression with previous suicide attempts by over-
dose. She consults Dr X about starting antidepressants. She cannot recall what treat-
ments have helped previously and her old records are not available. She currently 
has no specifi c plans to take an overdose but explains that previous overdoses have 
been impulsive and often after drinking alcohol. 

 Dr X considers the pros and cons of different medication options with Mrs 
D. Tricyclic antidepressants and venlafaxine are least safe in overdose so are best 
avoided. There would be a risk of oversedation if Mrs D were to take an overdose of 
mirtazapine, particularly if combined with alcohol. SSRIs would be the safest 
option but Mrs D will still need careful monitoring and possible referral to the 
CMHT. It is agreed that her neighbour will look after her stocks of medication.  

9.13     Case 9: Mrs E, Hyponatraemia and Confusion 
with an SSRI 

 Mrs E is aged 85 and living in a nursing home. She has a history of heart failure 
following a myocardial infarction and a degree of renal impairment and takes 
(amongst other medications) bendrofl umethiazide and omeprazole. She was started 
on fl uoxetine by a colleague 2 weeks ago and the nursing home call Dr X as she 
appears muddled and lethargic. Dr X completes a full assessment and requests 
serum electrolytes. Mrs E is found to have a serum sodium of 127 mmol/L (normal 
range 135–145 mmol/L), which is the likely cause of her confusion and lethargy. 

  See  Table  9.3   for risk factors for developing hyponatraemia. When sodium is 
greater than 125 mmol / l ,  the patient can be monitored daily and the team may con-
sider withdrawing the likely causal agent. If sodium drops below 125 mmol / l, it is 
prudent to seek specialist medical advice and to stop the SSRI. Fluid restriction 
alone may correct the sodium. It is possible to repeat a trial of an SSRI or to use a 
less serotonergic antidepressant ,  such as lofepramine  [ 35 ]. 

 Dr X slowly withdraws the fl uoxetine and monitors her sodium, but three days 
later it has dropped to 124 mmol/L. Mrs E is treated in a general hospital and returns 
to the nursing home. Dr X weighs up the pros and cons of further antidepressant 
treatment with Mrs E and her key nurse and they decide to avoid further antidepres-
sants for the time being.  
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9.14     Case 10: Mr F, Sexual Dysfunction with an SSRI 

 Mr F presents to Dr X requesting to stop the fl uoxetine he started a month ago. Dr 
X explores this further with him, and, although he reports some improvement in 
his depression, he has been suffering from erectile dysfunction and sees that this 
might be a side effect of the medication. Dr X discusses this further and Mr F 
recognises that the erectile dysfunction may also be linked to the depression, 
given that some of his diffi culties occurred before starting fl uoxetine. Dr X 
excludes other contributory factors to the erectile dysfunction, such as substance 
misuse, side effects of other medications, and diabetes. Dr X reassures Mr F that 
sexual dysfunction side effects of SSRIs are reversible and discusses different 
options with Mr F. Options include continuing on the same dose of fl uoxetine and 
monitoring, trying a reduced dose, switching to or adding a different antidepres-
sant with likely lower risk (e.g. mirtazapine), or considering adding sildenafi l as 
an adjunct. Mr F decides to switch to mirtazapine which helps both his erectile 
dysfunction and his mood. 

  Bupropion is thought to be the antidepressant with the least likelihood of sexual 
dysfunction side effects ,  but it is currently not licensed for use as an antidepressant 
in the UK  [ 35 ].  

9.15     Case 11: Mrs G, Psychotic Depression 

 Mrs G’s daughter asks Dr X to urgently assess her mother as she has rapidly lost 
weight. Dr X fi nds no physical cause for her weight loss. Mrs G has not been eating 
and explains to Dr X that her “insides have rotted away” and that she is somehow 
culpable for her grandaughter’s recent miscarriage. Dr X explores this further and 
diagnoses Mrs G with a psychotic depression. Due to the severity of her illness, Dr 
X discusses her case with the CMHT who arrange an urgent assessment. Mrs G is 
supported in her home with daily visits from a care agency and frequent contact 
from the CMHT. She is started on olanzapine, an antipsychotic, and sertraline. Dr X 
continues to work closely with the mental health team and to manage her physical 
health, with regular reviews and blood tests as she begins to eat again. Over time, 
Mrs G’s psychotic symptoms diminish and she is able to look after herself without 
the support of carers.  

9.16     Case 12: Mr H, Depression with a Background of Bipolar 
Affective Disorder 

 Mr H presents to Dr X with a moderate depressive episode. He is known to have 
bipolar affective disorder with numerous previous admissions to hospital with 
mania. His last admission was 5 years ago, and he has been taking lithium since, but 
stopped it a year ago, with the support of the CMHT, as he was beginning to develop 
renal failure. Dr X discusses the case with the CMHT as there would be a risk of Mr 
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H developing another manic episode if he started antidepressant treatment. The 
CMHT psychiatrist assesses Mr H and discusses the pros and cons of different treat-
ment options with him, including the possibility of trying quetiapine (an antipsy-
chotic with an antidepressant action) or restarting lithium. Mr H agrees to try 
quetiapine and his depressive symptoms improve without any manic relapse.  

9.17     Making Prescribing Decisions for Anxiety 
in Older People 

 Anxiety disorders are highly prevalent in older people although sufferers may be 
unlikely to seek help. Anxiety symptoms are associated with increased disability 
and mortality, increased burden on health service, and decreased cognitive and 
functional abilities [ 15 ]. As already described, anxiety often coexists with depres-
sion and chronic physical health conditions which may blind the clinician to iden-
tifying the anxiety disorder and offering appropriate treatment. Different types of 
anxiety disorder also often coexist – for example, a patient with generalised anxi-
ety may also have a specifi c phobia. When considering more than one diagnosis, it 
is advisable to perform a thorough assessment of all symptoms in order to gain an 
understanding of the patient’s experience, to treat the predominant disorder and 
then reassess the effect on other symptoms, and offer further treatment if 
necessary. 

 The largest evidence base in the management of anxiety disorders is for psycho-
logical interventions, particularly cognitive behavioural therapy (CBT) [ 50 ]; phar-
macological therapy is reserved for patients who experience functional impairment 
or do not respond to psychological therapy. For treatment-refractory anxiety, the 
combination of pharmacotherapy and psychological therapy can be considered but 
there is little evidence to guide decisions [ 16 ]. Benzodiazepines are only recom-
mended for short-term use in generalised anxiety disorder and extra caution should 
be taken when prescribing in the elderly due to risk of sedation and falls. Table  9.5  
summarises current prescribing guidance. Patients whose anxiety does not respond 
to an SSRI are likely to be referred to a specialist for advice on further 
management.

9.18        Case 13: Mrs I, Generalised Anxiety Disorder 

 Mrs I presents to Dr X following an admission to hospital. She is highly anxious 
about falling and so has not felt able to leave the house since her discharge 2 months 
ago. She is frequently seeking reassurance from her daughter who asks if she can be 
started on benzodiazepines. Dr X assesses Mrs I and fi nds that she has numerous 
physical and psychological symptoms of anxiety and specifi c worries about falling 
consistent with generalised anxiety disorder. Dr X discusses different treatment 
options with Mrs I and her daughter and explains the risks of increased falls and 
dependence with benzodiazepines. Mrs I is too anxious to leave the house to attend 
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a psychological therapy group and there is a waiting list for individual CBT at 
home. Mrs I and Dr X agree that she should start sertraline while waiting for the 
individual CBT. Mrs I responds well to sertraline and bibliotherapy about anxiety 
and the CBT model. After a month of treatment, she is able to leave the house and 
attends the group CBT with good effect.  

9.19     Case 14: Mr J, Mixed Anxiety and Depression 

 Mr J presents 6 months after the death of his wife with symptoms of low mood and 
anxiety. After careful assessment Dr X diagnoses Mr J with a moderate depressive 
episode with prominent anxiety symptoms. Dr X and Mr J agree to initiate treat-
ment with antidepressants and CBT. Mr J responds well to antidepressants and both 
his depressive and anxiety symptoms resolve.  

9.20     Case 15: Mrs K, Anxiety in Chronic Disease 

 Mrs K frequently attends Dr X’s practice with symptoms of breathlessness. Mrs K 
has a history of chronic obstructive pulmonary disease (COPD) with frequent exac-
erbations. Dr X diagnoses features of generalised anxiety disorder as well as poorly 
controlled COPD. Mrs K is not keen on taking medication and Dr X sees from old 
notes that many of her infective exacerbations of COPD have been complicated by 
her poor compliance with antibiotics and steroid regimes. Dr X refers Mrs K to the 
practice nurse for education about her COPD and intensive support in enabling her 
to manage her own symptoms. Mrs K’s compliance with inhalers improves, her 
peak fl ow improves, and she has fewer exacerbations of her COPD, which improves 
her breathlessness and anxiety symptoms.  

9.21     Suggested Topics for Clinical Audit in Primary Care 

•     Rates of follow-up appointments within 2 weeks of initiating antidepressant 
treatment  

•   Rates of 6-month review of antidepressant treatment with decision on whether to 
continue  

•   Identifi cation of drug combinations associated with important interactions 
(SSRIs with NSAIDs or anticoagulants; lithium with diuretics)  

•   Monitoring of renal and thyroid function and lithium levels in patients taking 
lithium         

9.22     Appendix 9.1: Suggested Reading for Patients 

 Age UK website, including printable factsheets on depression:   www.ageuk.org.uk/
health-wellbeing/conditions-illnesses/depression/     
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 Mind website, including factsheets on depression and anxiety:   www.mind.org.
uk/information-support/types-of-mental-health-problems/depression     

 NHS Choices website:   www.nhs.uk/conditions     

9.22.1     Appendix 9.2: Recommended Reading for Prescribers 

 Cleare A, Pariante C, Young AH, et al. Evidence-based guidelines for treating 
depressive disorders with antidepressants: a revision of the 2008 British 
Association for Psychopharmacology guidelines. J Psychopharmacol 2015;29(5):
459–525. 

 Baldwin DS, Anderson IM, Nutt DJ, et al. Evidence-based pharmacological 
treatment of anxiety disorders, post-traumatic stress disorder and obsessive- 
compulsive disorder: A revision of the 2005 guidelines from the British Association 
for Psychopharmacology. J Psychopharmacol (Oxf). 2014;28(5):403–39. 

 Taylor D, Paton C, Kapur S. The Maudsley prescribing guidelines in psychiatry. 
11th edn. Chichester: Wiley-Blackwell; 2012. 

 Stahl S. The prescriber’s guide: antidepressants. New York: Cambridge 
University Press; 2006.    
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      Depression and Anxiety: Admission 
and Discharge                     

       Alan     Thomas     

10.1           Introduction 

 Depression is more common in older people with long-term physical conditions 
(see Chap.   5    ). As expected this is particularly true in people with brain diseases: 
20–40 % of people with Parkinson’s disease, [ 1 ] 25–50 % with dementia [ 2 ] and 
about a third of people after stroke [ 3 ]. Anxiety is also common in older adults, 
though consistently reported as less so than in younger adults. A problem with prev-
alence fi gures is the variety of anxiety disorders and their different defi nitions, but 
overall anxiety disorders occur in about 5 % of people over 65 during a 12-month 
period, compared with about three times this prevalence in younger adults [ 4 ]. The 
development of anxiety in an older person with no previous history of anxiety 
should be taken to suggest the real problem is depression with anxiety [ 5 ], and anxi-
ety is a predictor of poor outcome [ 6 ]. 

 Anxiety may increase the risk of hospital admission, and the presence of both 
anxiety and depression can lead to diffi culties for discharge back home and in the 
immediate post-discharge period. 

 The impact of anxiety and depression on hospital admission and discharge will 
be considered in the following cases.  

10.2     Case Study 1 

 Mrs H is a 74-year-old woman living alone in a deprived urban area. She had appar-
ently enjoyed good physical and mental health although seemed to have been a little 
too dependent on her husband and their three children. She had never worked 
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outside the home and had only a limited social network, all of whom were joint 
friends with her husband. When her husband died suddenly of a stroke when she 
was 72, she was bereft. Her children rallied round to support her, and all initially 
seemed well. However, after 6 months or so, she began ringing the out-of-hours 
service frequently and making appointments at her GP practice weekly or more 
often. Her concerns were about vague physical symptoms, such as headache, dizzi-
ness, palpitations and pain, which were always diffi cult to localize, and she appeared 
increasingly tense. Physical assessment and blood tests were normal, and on ques-
tioning by her GP, she admitted to worrying about how she would cope and when 
anxious to experiencing tingling in her limbs and palpitations. 

 Paracetamol and other analgesics did not help her vague pain symptoms, and she 
declined referral to the primary care mental health team (PCMHT), or third sector 
agencies (Anxiety UK), [ 7 ] to help with her anxiety symptoms. She became increas-
ingly withdrawn, and her children became concerned about her weight loss and 
requested a home visit. The GP found her very low in mood, complaining of head-
ache and vague pain and possibly having lost weight. She said she could not sleep, 
and there were again no features on examination suggesting a physical cause of her 
symptoms. Mrs H denied any thoughts of harming herself, but admitted that she 
sometimes wished she was dead. This GP suggested that she might take an antide-
pressant but she declined. 

 That evening Mrs H called an ambulance and was taken to A&E, where she 
became distressed, crying and saying she was going to die, pleading for someone to 
help her. After several hours, having been refused assessment as ‘too old’ by the local 
crisis team, she was assessed by the on-call junior psychiatrist who admitted her. 

 On the ward, she did not exhibit any signifi cant depressive symptoms, but the 
nurses found her very dependent, frequently asking for help to do ordinary tasks 
such as dressing. If left alone for much time, she sought out staff, often in a fl ustered 
state complaining of feeling worried about her health and that she was a terrible 
burden on her family. She often caught one of the ward doctors to plead for a physi-
cal assessment, though these and investigations never identifi ed any physical health 
concerns. Discussion with her children during visits gradually revealed that Mrs H 
had not only always wanted her husband to do everything but that she had ‘always 
been a worrier’ and ‘complained about her health all the time’. 

 A case conference was held, and her social worker reported Mrs H to be well 
known as a frequent caller over the last couple of years who had had undergone 
assessments but then declined the services offered. At the case conference, it was 
agreed with Mrs H and her family that she return home to have a home assessment 
by a social worker, to have weekly input from the community mental health nurse, 
and a follow up by a consultant psychiatrist in 6 weeks. However, some concern was 
expressed about how agreeable Mrs H really was to this as she had seemed to enjoy 
being on the ward and was unsettled by the prospect of discharge. The day before 
her discharge she cut herself on the left forearm, pleading that she could not cope, 
but it appeared with no intention of signifi cantly harming herself. 

 Somatic symptoms in older people may be manifestations of an affective illness, 
although exclusion of underlying physical causes should be more carefully 
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considered than in younger adults, so it is important that physical examination and 
investigations, including indicated blood tests, are conducted. 

 The presence of anxiety and depression increases use of services including GP 
attendance [ 8 ] (‘frequent attenders’) and admission [ 9 ]. 

 The use of case-fi nding questions for anxiety (see Chap.   5    ) is key to the identifi ca-
tion of anxiety in patients who attend frequently, particularly with a range of physical 
symptoms. The clinician should also be aware of the increased use of alcohol in 
people with anxiety. Key informant information can be useful, as in case 1 where it 
became apparent that anxiety and ‘dependent’ traits were longstanding features of 
Mrs H. Such features may only surface when the social circumstances alter, in this 
case, the loss of her husband on whom she had depended. Assessment of risk is just 
as important in patients where anxiety symptoms appear to predominate (see Chap. 
  5    ) as in depression. Residual anxiety symptoms are a problematic feature in late-life 
depression and frequently refractory to standard drug treatments. 

 Admission of people with anxiety to hospital can exacerbate their problems, and 
intensive home-based support would have been more appropriate, in the above case, 
including the clinical team encouraging Mrs H to have a social work assessment and 
support through community-based services. This can be facilitated through an inte-
grated care approach [ 10 ].  

10.3     Case Study 2 

 Mr Patel is an 82-year-old man who lives with his extended family in the suburbs of 
a large city. He has asthma and diabetes, treated hypertension and was recently told 
that he has ‘something wrong with his kidneys’, but he is normally mobile and 
active. One evening, his family took to A&E following an episode of chest pain. 
They were keen to take him home, but the doctor told him that he might have had a 
heart attack, so he was admitted to the Coronary Care Unit, although he only stayed 
there one night and is now on a ward surrounded by ‘old people’. He is now very 
worried about his heart, but no one has confi rmed whether he had a heart attack, and 
no one has explained why all his tablets have been changed. He cannot sleep because 
of all the noise in the ward at night. He pleads with his family to take him home and 
is discharged after two further days in hospital. 

 Following discharge, his sons become increasingly concerned that their father is 
withdrawn and quiet; he used to be such a pleasure to be with but is now irritable if 
anyone speaks to him. He has started to take his meals into his own room and 
declines to go out on family visits. The family is upset that no one from Mr Patel’s 
practice have visited since he was discharged, and the social care package that was 
promised lasted only a week, because they were told that there were suffi cient fam-
ily members in the house to support Mr Patel to get dressed and take his tablets. 
They began to agree when Mr Patel said that ‘no one cares’ and were concerned that 
he was not taking his tablets properly. 

 Depression is two to three times more common in a range of cardiovascular 
diseases including cardiac disease, coronary artery disease, stroke, angina, 
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congestive heart failure, or following a heart attack [ 11 ]. Prevalence estimates 
vary between around 20 % and 50 % depending on the conditions studied and the 
assessment approach used, but the two- to threefold increase compared with con-
trols is consistent across studies. Anxiety problems are also common in cardio-
vascular disease [ 12 ,  13 ]. Outcomes from cardiovascular care are poorer for 
patients with co-morbid mental health problems, even after taking severity of 
cardiovascular disease and patient age into account. Cardiovascular patients with 
depression experience 50 % more acute exacerbations per year [ 12 ] and have 
higher mortality rates [ 14 ]. People with diabetes who also have co-morbid men-
tal health problems are at increased risk of poorer health outcomes and prema-
ture mortality [ 14 ]. 

 Given the signifi cant impact on prognosis, it is unsurprising that co-morbid men-
tal health problems also substantially increase patients’ use of health services for 
their physical problems. Increased service use translates into substantial additional 
costs. Not only does depression increase the risk of hospital admission, but it can 
also cause delayed discharge, so highlighting the role of hospital clinicians in 
detecting depression in in-patients under their care. Case 2 illustrates the need for 
social care professionals not to assume that because a person is living with an 
extended family, they would not benefi t from input. Again, the role of the primary 
care team in case-fi nding for depression in patients [ 15 ] recently discharged from 
hospital for their physical health problems is vital. If depression is detected in 
patients with physical health problems, collaborative care arrangements between 
primary care and mental health specialists can improve outcomes with no or limited 
additional net costs [ 16 ].  

10.4     Suggestive Activities 

 Do you have any patients or clients who are ‘frequent attenders’ or make what you 
feel are unnecessary demands on your service? How could you manage them better? 

 A person who has had a recent hospital admission is at risk of depression: what 
systems do you have in place to identify this? 

 Key Points 
•     Somatic symptoms in older people may be manifestations of an affective 

illness, although exclusion of physical causes needs to be more carefully 
considered than in younger adults.  

•   The fi rst presentation with anxiety-related symptoms in an older person 
may suggest a depressive illness.  

•   Residual anxiety symptoms are a problematic feature in depression in 
older people and frequently refractory to standard drug treatments.  
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•   Admission of people with anxiety disorders to hospital can exacerbate 
their problems.  

•   Hospital admission can precipitate depression in older people.  
•   Collaborative care arrangements between primary care and mental health 

specialists can improve outcomes with no or limited additional net costs.  
•   Innovative forms of liaison psychiatry demonstrate that providing better 

support for co-morbid mental health needs can reduce physical health care 
costs in acute hospitals.  

•   Practitioners should be aware of the risk of depression in patients as an 
inpatient and then after discharge.    
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      Depression and Anxiety: The Role 
of the Third Sector                     

       Christopher     Dowrick       and     Susan     Martin     

11.1           Introduction 

 The  third sector  refers to those organisations and groups which make a non- 
governmental and not-for-profi t contribution to civic society. It is also known as the 
voluntary or community sector or the civic or societal sector [ 1 ]. It includes charities 
and co-operatives, social enterprises and self-help groups. The third sector has an 
expanding role in those western societies, including England, whose governments are 
seeking to reduce direct statutory involvement in the running of public services [ 2 ]. 

 One way of understanding the role of the third sector is to consider it as posi-
tioned in the middle of a continuum or pyramid of care, stretching from self-help at 
one end to specialist care at the other (see Fig.  11.1 ).

   Third-sector organisations such as charities, self-help groups and faith communi-
ties can play a substantial role in addressing those mental health problems, such as 
anxiety and depression, which are commonly experienced by older people. However 
many primary care professionals, including general practitioners, are unaware that 
such potentially rich resources and support may be available nearby. This chapter is 
designed to give primary care professionals some new perspectives and ideas on 
how the third sector can provide much needed help and support in the identifi cation 
and management of common mental health problems in older people. 

 In this chapter, we describe four ways in which the third sector may be involved 
in helping to reduce symptoms of depression and anxiety amongst older people. 
These are befriending, increasing physical activity, guided self-help and 
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collaboration between community groups and health-care providers. The fi rst three 
are examples of how the third sector can deliver services to the benefi t of older pri-
mary care patients with mental health problems. The fourth offers insights into how 
community groups and primary care teams can work together to improve services 
for older patients. 

 This is by no means an exhaustive list: there are many other examples we could 
have chosen, for example, debt or bereavement counselling, arts-based activities 
such as reading or singing groups and the act of volunteering itself. We have focused 
on these four because they are examples of third-sector activities that are supported 
by evidence of benefi t for older people with symptoms of anxiety and depression. 

 We then provide a case study of one successful third-sector intervention, a guided 
self-help initiative for older people, and include the perspective of a service user. 

 Finally we offer readers the opportunity to refl ect on their own practice.  

11.2     Befriending 

 Befriending is an emotional support intervention commonly offered by the voluntary 
sector. It is usefully defi ned as ‘a relationship between two or more individuals which 
is initiated, supported and monitored by an agency that has defi ned one or more parties 
as likely to benefi t. Ideally the relationship is non-judgemental, mutual, and purpose-
ful, and there is a commitment over time’ [ 3 ]. In the UK, for example, more than 500 
charitable and voluntary sector organisations currently offer befriending services [ 3 ]. 

 Befriending can be helpful in reducing depressive symptoms and emotional dis-
tress amongst older people, particularly those who are isolated and lonely. 

 Mead and colleagues conducted a systematic review of randomised trials of 
interventions focused on providing emotional support to individuals in the 

  Fig. 11.1    Third sector 
and pyramid of care       
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community. Their aim was to examine the clinical and cost-effectiveness of 
befriending for individuals in the community, with a focus on the impact on depres-
sive symptoms and emotional distress. They found 24 suitable trials, of which fi ve 
were focused on older people. Compared with usual care or no treatment, they 
found that befriending has a modest but signifi cant effect on depressive symptoms 
and emotional distress, both in the short term and the long term [ 4 ]. 

 A good example of a befriending service is  Reclaiming Joy , a mental health peer 
support programme for low-income older adults in Kansas, USA. In this pro-
gramme, an older adult volunteer is paired with another older adult with mental 
health problems who is in need of peer support. Volunteers receive training on the 
strengths- based approach, mental health and ageing, goal setting and attainment, 
community resources and safety. The pairs meet once a week for 10 weeks. 
Participants establish and work towards goals that they feel will improve their men-
tal health and wellbeing. In a pilot study of this service, 32 participants completing 
the intervention were assessed. There was statistically signifi cant improvement for 
symptoms of depression, although not for symptoms of anxiety. Quality-of-life 
indicators for health and functioning improved for participants with symptoms of 
both depression and anxiety [ 5 ]. 

 Telephone friendship support has been suggested as an alternative and perhaps 
more cost-effective method of providing befriending services. A study in Sheffi eld, 
UK, tested a service for people aged 75 and older where 6 weeks of short one-to-one 
telephone calls were followed by 12 weeks of group telephone calls with up to six 
participants, led by a trained volunteer facilitator. Although it was feasible to fi nd 
suitable study participants, it proved more challenging to identify suffi cient volun-
teer facilitators to run the service. The study leaders suggest that, to be a success, a 
programme like this would need to recruit volunteers from more than one city and 
might also need dedicated management of the volunteers [ 6 ].  

11.3     Increasing Physical Activity 

 Physical exercise, especially when linked to social and communal activities, is ben-
efi cial for the mental health of older people. Third-sector organisations can be effec-
tive in providing opportunities for older people to experience these benefi ts. 

 This is the case when physical exercise is considered generally. Older people 
living in two low-income housing estates in San Francisco were encouraged to 
increase their physical activity by taking part in existing community- based physical 
activity classes and programmes of their choice. Participants were encouraged to 
adopt activities tailored to their preferences, physical abilities, health status, income 
and resources for transport. Those who adopted and maintained a new physical 
activity over 6 months experienced greater improvements in anxiety, depression and 
overall psychological wellbeing relative than those who did not [ 7 ]. 

 It is also the case for physical activity tailored specifi cally to the needs and inter-
ests of older people. We note here the evidence for the benefi cial effects of two types 
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of activity supported by third-sector organisations: gardening or green gyms and the 
‘Men’s Sheds’ movement. 

 The cultivation of a garden plot can contribute to good mental health. In a seminal 
qualitative study on this subject, Milligan and colleagues note the importance of the 
wider landscape and the domestic garden in the lives of older people and illustrate 
the sense of achievement, satisfaction and aesthetic pleasure that older people can 
gain from their gardening activity. They propose that communal gardening on allot-
ment sites ‘creates inclusionary spaces in which older people benefi t from gardening 
activity in a mutually supportive environment that combats social isolation and con-
tributes to the development of their social networks’ [ 8 ]. Evidence is accumulating in 
support of these propositions, including statistically signifi cant improvement in mea-
sures of mental health and self-esteem [ 9 ]. The awareness of being away from one’s 
usual setting and fascination with the processes and achievements of gardening are 
important components of its therapeutic effects on older people with depression [ 10 ]. 

 The Men’s Sheds movement is a rapidly developing intervention for older men, 
which has spread from Australia to several parts of the Anglophone world including 
the UK and Ireland [ 11 ]. Men’s Sheds provide a communal space for older men to 
voluntarily engage in practical activities, particularly woodwork. It is estimated that 
across Australia there are more than 550 Men’s Sheds with approximately 50,000 
older men, attending on a regular basis. There is expanding evidence to indicate 
positive effects of Men’s Sheds on the mental health of older men [ 12 ]. The consis-
tency and frequency of such reports suggests that older men fi nd benefi ts to their 
mental health from participating in social and physical activities in Sheds, due pri-
marily to a greater sense of belonging and purpose in their lives:

  Men experience a range of very positive benefi ts as a result of participating. They feel better 
about themselves, are happier at home, have a strong sense of belonging and enjoyment and 
greatly appreciate the opportunity to be accepted by, and give back to, the community 
through what they make and do. [ 13 ] 

11.4        Guided Self-Help 

 Third-sector organisations have an important role to play in the provision of low- 
intensity psychological interventions, which are of particular benefi t to people with 
mild to moderate symptoms of anxiety and depression [ 14 ]. The role of third-sector 
organisations is expanding in countries such as England, where there is currently a 
policy imperative to allow any qualifi ed provider to tender for previously statutory 
services [ 2 ]. It is also valuable in situations where long waiting lists cause delays for 
face-to-face treatment and for those people who prefer not to seek health service help. 
This is of particular importance to older people, who may be less likely to see primary 
care as an appropriate place to present or discuss mental health problems [ 15 ]. 

 Cognitive behavioural therapy (CBT) can be effectively implemented by third- 
sector self-help clinics.  Beating the Blues  is a computerised CBT package which has 
been shown to reduce symptoms of depression and anxiety. In England, a 
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third- sector organisation led by service users set up a self-help clinic to guide people 
through this package. They received over 500 referrals during their initial evaluation 
period. They found good evidence of recovery in half of those who met case criteria 
for anxiety or depression and had completed at least two sessions of CCBT [ 16 ]. 

 In Scotland the charity Action on Depression is offering a life skills community 
course to people with symptoms of low mood. This is an eight-session community- 
based cognitive behaviour therapy group intervention called  Living Life to the Full . 
It can also be taken up online if people prefer. Participants are recruited from the 
community through newspaper adverts and via the charity’s website. This interven-
tion is currently being evaluated by a randomised controlled trial [ 17 ]. 

 The Netherton Feelgood Factory is a community-led healthy living centre based in 
Merseyside, England. Amongst its activities, it offers the  Positive Thoughts Course , a 
group psycho-education programme which combines CBT and social network 
approaches. This programme is based on the Coping with Depression course, which 
has been shown to be effective in reducing symptoms of depression in community set-
tings [ 18 ,  19 ]. One of the Positive Thoughts Courses is designed specifi cally for older 
people. We described this course in more detail later in this chapter, in our case study.  

11.5     Collaboration Between Community Groups 
and Health- Care Providers 

 The previous examples have all been of services provided by third-sector organ-
isations, which are likely to be of benefi t to older primary care patients with men-
tal health problems. In this section, we describe innovative ventures in which 
primary care or mental health-care teams have worked together with voluntary 
community organisations to achieve more accessible and acceptable services for 
older people. 

11.5.1     The Amalthea Project 

 It is well recognised that, due in part to time constraints and lack of local knowl-
edge, general practitioners and other primary care health professionals are often 
unable to refer patients with mental health problems to voluntary services that might 
be able to help them. In Bristol, England, the  Amalthea Project  was commissioned 
by general practitioners who wanted improved access to the numerous voluntary 
organisations with a potentially useful role in the management of psychosocial 
problems. This NHS-funded project was set up to collect information about the 
voluntary sector. Referral facilitators were employed to assess patients and recom-
mend appropriate voluntary organisations. The project aimed to improve patients’ 
quality of life and to decrease time spent by health-care professionals dealing with 
psychosocial problems. In a randomised controlled trial, patients referred to the 
Amalthea Project made greater use of more than 25 voluntary sector services 
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(including local social groups for the elderly, bereavement charities, the University 
of the Third Age and the Royal British Legion) than those who received usual care. 
They showed signifi cantly greater improvements in anxiety, other emotional feel-
ings and quality of life, although no differences were detected in depression or 
perceived social support [ 20 ].  

11.5.2     Beat the Blues 

 It is important to ensure that services meet the needs of the people they are supposed 
to help. Community organisations can provide crucial intelligence in ensuring that 
this actually happens. Older African Americans, for example, are at high risk for 
depression due to high levels of chronic illness, disability and socioeconomic dis-
tress. However they often do not access existing primary care or mental health ser-
vices because they do not see them as likely to meet their needs. In Baltimore, USA, 
a collaboration between a senior centre and a local mental health resource has 
resulted in the creation of a new programme called Beat the Blues (different from 
the Beating the Blues CCBT package we noted in the previous section), designed 
specifi cally to meet the mental health needs of older African Americans. Licensed 
senior centre social workers trained in Beat the Blues meet with participants at 
home for up to ten sessions over 4 months. They assess care needs and make refer-
rals and linkages with other community resources. They also provide depression 
education, instruct in stress reduction techniques and use behavioural activation to 
identify goals and steps to achieve them. They are currently conducting a trial to test 
whether Beat the Blues reduces depressive symptoms and improve quality of life in 
more than 200 African Americans aged 55 and over [ 21 ].  

11.5.3     The AMP Programme 

 A potentially powerful example of involving third-sector organisations in the plan-
ning and delivery of high-quality services for older people with common mental 
health problems is the  AMP Programme  from north-west England [ 22 ]. 

 The AMP Programme created a multilevel intervention model designed to 
increase equity of access to high-quality mental health services in primary care. The 
model involved intervening simultaneously at three levels: community engagement, 
primary care training and tailored psychosocial interventions (see Fig.  11.2 ).

   This model is based on the assumption that intervening at three levels would be 
mutually reinforcing and thus more effective than intervening at one or two levels. 
We describe here how the model was deployed to meet the mental health needs of 
older people living in an area of high social deprivation. 

 The community engagement element involved gathering information about 
existing local resources, identifying a community champion and setting up a consul-
tative group to identify key issues and set an agenda for action. The consultative 
group was based in a resource centre for older people and brought together, for the 
fi rst time, representatives of local third-sector organisations (including faith groups, 
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education providers and older people’s advocacy groups) and primary care teams 
and also representatives of the police, housing associations, employment, health 
commissioners and local politicians. Its main activities were disseminating infor-
mation about locally availably services for older people and strategic involvement 
with citywide mental health policy. These activities provided opportunities to 
increase cooperation between third-sector organisations, develop links between 
these organisations and primary care and raise the profi le of the mental health needs 
of older people across the city. 

 The primary care element consisted of an interactive training package: a training 
component, advice on practice organisational features that may impede or promote 
access by underserved groups and raising awareness of relevant third-sector organ-
isations and resources. It was particularly effective in practices where a senior mem-
ber of the team acted as an advocate or champion of the interactive training 
package. 

 The psychosocial or ‘wellbeing’ interventions were based on cognitive- 
behavioural principles, with an emphasis on social participation. They were modi-
fi ed to suit the needs of older people following consultation with local focus groups. 
There were positive effects on depression and wellbeing for those older people who 
received the interventions, compared with those who received usual care [ 23 ]. 

 A health commissioner was enthusiastic about the benefi ts of the integrated 
AMP model:

  I think about the whole thing . . . so the AMP is improving access to mental health and 
primary care and then you have got the well-being facilitators and – really exciting and 
well done – for the bit that says in our, you know, here are the facilities, here are the local 
things that we have in our local community, which for us in a practical world is really help-
ful. Really helpful for GPs, really good to say, listen here’s – you know – here’s what 
you’ve got. 

Psychosocial
interventions

Primary
care
quality

Community
engagement

  Fig. 11.2    The AMP 
intervention model       
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   Community engagement led to an increase in referrals to the AMP psychosocial 
interventions. The quality of mental health care for older people within primary care 
was enhanced by the information-gathering element of the community engagement 
strategy, enabling more active linkage with community-based resources, and by the 
offer of access to the AMP psychosocial interventions [ 22 ].   

11.6     Case Study 

 The  Elderly Positive Thoughts Course  is a group psycho-education programme, 
specifi cally designed for older people, which combines CBT and social network 
approaches. 

 The course takes a cognitive-behavioural approach, based on the assumption that 
how we think and feel affects what we do [ 24 ]. But what we have forgotten, or 
maybe never even worked out, is how we really feel. How many times when we are 
asked “How are you?” Do we say, “Fine thanks”, without even thinking for a 
moment how we actually feel? Or do we say, “Oh, I’ve been so busy”, which com-
pletely bypasses the question of feeling? Each week, every participant gets the 
opportunity to say how they feel in a safe, accepting environment. We do not “fi x” 
feelings, but acknowledge their validity and explain the importance and value they 
have in our lives. It is important that each participant understands from the start that 
this is not a therapy where they just talk but that they will be required to learn and 
practise new techniques that will make them feel more positive about their lives. In 
practice we have found this is a plus for most people who can see no value in “just 
talking about my problems over and over again”. 

 The basic structure and content of each session is a combination of feedback, 
discussion, relaxation and homework. It is acceptable that the style and manner of 
presentation may vary. Every week there is homework and one component is always 
a mood chart, a daily record of how we feel on a score of 1–10. This keeps the theme 
of feelings high on the agenda. Each session lasts approximately 2 h. This includes 
a tea break which further encourages social support amongst the group. The lecture 
notes for the instructor are intended to be the basis of the group discussion with the 
more detailed information being given to the participants in the form of a handout. 
This means that during the group there is little reading to be done. This bypasses 
problems with sight and reading skills. 

 The course covers different themes, for example, how our activities affect our 
mood, fi nding out the things we can do to make ourselves feel better and some ways 
to help us change our thoughts. Themes are developed in the course, both from the 
taught material and also from the contributions of course members. People are 
encouraged to bring in material and ideas that have helped them. These are discussed 
in the course and then there is appropriate homework. The discussions and the social 
support these generate are important in helping people fi nd their own solutions. 

 During the course, we hope that participants will come to realise a number of 
things. Firstly, many other people have similar problems. They will realise that there 
are a number of ways of dealing with any given set of circumstances. They are likely 
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to have both given and taken advice over the time of the course. Practical sugges-
tions will have been made to everyone on how they can lift their mood. Everyone’s 
feelings will have been acknowledged, accepted and thus validated. A lot of this 
information would have come from within the group. 

 The course provides many alternative ways of looking at our lives. Some prob-
lems do not have easy solutions. Instead we need to learn to live with them or, better 
still, bypass them. There are sessions on good eating habits, rewarding yourself, 
letting others help you and having fun. 

 If participants can take even one change on board, they feel more in charge of 
their own lives. This heralds the belief that the future can improve and that they are 
people with the skills to improve it. 

11.6.1     Service User Perspectives 

 We recently asked participants ‘What do you fi nd helpful about coming to the 
Positive Thoughts Course?’ 

 They describe the course as an important source of social support: “We have a 
good laugh.... Tea and biscuits and a natter”. It is also part of their routine: “It’s 
regular, it happens every month”. The anticipation of its occurrence is something 
good, a positive fi xed point in an often diffi cult life. 

 It provides a safe and open space for refl ection: “I can have a good moan in a 
neutral atmosphere – with people who usually take my side!” “There’s space for 
everyone to speak.... You can talk about anything”. People’s views are taken seri-
ously: “We aren’t spoke to like we were kids”. And there is opportunity speak dif-
ferently: “Sometimes I can say things I can’t say at home”. 

 It leads to new ways of thinking and dealing with life: “You get lots of advice 
from others”. “It helps you think and fi nd other solutions”. “The course makes me 
feel better”.   

11.7     Conclusions 

 The third sector is an important source of support for GPs and their older patients 
who are experiencing common mental health problems. However its potential con-
tribution all too often goes unrecognised and underutilised. 

 We have provided evidence of four ways in which third-sector, voluntary, com-
munity organisations can provide tangible benefi ts in this fi eld. We see these simply 
as examples, and there are many others that could have been presented. 

 GPs and other primary care health professionals are hard-pressed to deliver the 
quality of care to which we aspire and which we consider our patients need and 
deserve. It is timely – perhaps even essential – for us to have the courage and imagi-
nation to expand beyond our habitual range of contacts. We need to identify and 
make productive links with those many third-sector organisations that are undoubt-
edly fl ourishing within easy reach of our surgeries and clinics.  
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11.8     Opportunity for Reflection 

 Here are three questions to help you to think about your engagement with local 
third-sector, voluntary, community groups and organisations

•    What third-sector resources are you aware of locally, which could help you with 
the common mental health problems experienced by your older patients?  

•   How many of these resources have you visited or invited to meet you?  
•   How can you fi nd out about other relevant local third-sector resources?        
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      Creativity and the Arts for Older People 
Living with Depression                     
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12.1           Context/Introduction 

 The right to participate in cultural life and enjoy the arts is enshrined in Article 27 
of the 1948, Universal Declaration of Human Rights [ 1 ]. In a contemporary context, 
there is an appreciation that the arts and creative activities can support the develop-
ment and maintenance of good mental health across the life course. Policies in each 
of the devolved nations recognise the positive role of culture and the arts in the lives 
of its citizens and the part that it plays in supporting vibrant and creative communi-
ties. More recently, arts and creativity as non-pharmacological interventions in the 
treatment and management of mental health conditions has received considerable 
attention. The Department of Health and Arts Council England [ 2 ], for example, has 
highlighted that the arts have an important role to play in the delivery of health care, 
in promoting social wellbeing and in delivering demonstrable benefi ts across the 
life course against a wide range of health priorities. Arguably, older people have 
been at the vanguard of community arts and crafts through their leadership and 
participation in the many voluntary organisations, such as the Women’s Institute 
(WI), which exist at least in part, to support and encourage such activities. However, 
the involvement of older people in participatory arts in the form of community proj-
ects or as interventions in the support, management and treatment of mental or 
physical health needs has traditionally been less visible [ 3 ]. 

 This chapter begins by defi ning participatory arts and other kinds of arts activity. 
It briefl y considers the role of the arts and creativity in the treatment of mental 
health conditions with a focus on depression in later life. The chapter then takes a 
broader perspective and reviews some of the evidence which illustrate the ways in 
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which participatory arts support more generally the promotion of mental health and 
contribute to developments such as age-friendly cities and places.  

12.2     Defining Terms 

 Taking part in the arts incorporates a diverse range of activities informed by differ-
ent theoretical perspectives and with different ambitions in respect of their purpose, 
process, degrees of participation and outcomes. The Mental Health Foundation [ 4 ] 
identifi es various forms of arts engagement which include audience participation, 
‘passive’ engagement (e.g. listening to music), doing art and craft through personal 
hobbies, the arts as therapy and participatory arts. Arts as therapy (e.g. art therapy, 
music therapy, drama therapy) have been defi ned as expressive or creative therapy 
that introduces action to psychotherapy [ 5 ]. The British Association of Art Therapy 
defi nes its discipline as ‘a form of psychotherapy that uses art media as its primary 
mode of expression and communication. Within this context, art is not used as a 
diagnostic tool but as a medium to address emotional issues which may be confus-
ing and distressing [ 6 ]. 

 Participatory arts are distinct from other forms of artistic endeavour as they are 
underpinned by a belief in the right to access culture and the arts, to create environ-
ments which give voice and the means of expression to people who often have less 
power or who are recognised as marginalised people [ 3 ]. Participatory art involves 
people in collaboration with professional artists representing diverse forms of 
expression, to develop artistic work, which refl ects, represents or relates in some 
way, to participant experience [ 4 ]. 

 Participatory art is defi ned as an emergent research fi eld which is not yet in a posi-
tion to provide scientifi c evaluation which can make confi dent comparisons between 
art forms or draw conclusions about impact from a number of studies [ 4 ,  7 ]. 
Nevertheless, there is a growing and often compelling body of literature which sup-
ports the view that older people benefi t from arts engagement, suggesting positive 
impact on health and wellbeing and value in supporting the promotion of good men-
tal health and in the management and treatment of a wide range of health contexts.  

12.3     Arts and Creative Interventions with Older People 
with Depression 

 It is increasingly accepted that arts engagement with older people can impact posi-
tively on health, improve health outcomes, support people to cope with the chal-
lenges associated with poor health and provide a means of developing protective 
resources to combat the risk of mental ill health [ 8 – 11 ]. There is evidence to suggest 
that older people are more likely to prefer to participate in psychosocial interven-
tions than to use medication to treat depression [ 4 ] and some of the evaluations of 
participatory arts projects appear to corroborate this view by presenting evidence of 
higher rates of participation amongst older people when compared with 
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participation in more ‘traditional’ interventions [ 3 ,  7 ]. There is too the potential for 
arts-based interventions to offer opportunities to older people who, across the course 
of their lives, have experienced inequality of opportunity and who may, as a result, 
be at particular risk of poor mental health and with limited opportunities to access 
culture and the arts [ 7 ,  12 ]. 

 Reminiscence with older people has had a lengthy and signifi cant presence in 
practice with older people. Organisations such as ‘Age Exchange’ started by Pam 
Schweitzer MBE in 1983 developed ground-breaking participatory theatre linked 
with reminiscence practice with older people and across generations. Reminiscence 
has a signifi cant place in therapeutic practice with older people with physical and 
mental health needs, including people living with depression. A number of studies 
have concluded that reminiscence can lead to constructive outcomes in the manage-
ment and treatment of depression evidenced by improvement in symptoms of 
depression, an increase in wellbeing and growth in confi dence [ 13 – 15 ]. Gibson 
[ 16 ], who has researched and written extensively on the use of reminiscence and life 
story work with older people, cautiously concluded that a combination of talking, 
refl ection, life review and production of a tangible record can have constructive 
outcomes for older people with depression. At the time of writing, there has not 
been a systematic review utilising Cochrane standards to assess the impact of remi-
niscence as an intervention for older people with depression. The waters are further 
muddied by the potential to confl ate different kinds of reminiscence – for example, 
reminiscence work, reminiscence therapy, life review, life history or life story 
work – and for reminiscence to become a ‘casual’ activity or form of distraction in 
collective settings which Organ [ 3 ] argues reduces reminiscence to an end in itself 
and another form of ‘care’. 

 The potential health benefi t of older people with mental health needs participat-
ing in musical activity has also received signifi cant attention. Although there has 
been a growth of research reporting on the impact of participation in music, they are 
of variable quality evidenced by a variety of approaches in operationalising con-
cepts, problematic sample sizes and research design weaknesses [ 17 ]. A study to 
systematically identify and critically appraise existing published research on sing-
ing, wellbeing and health [ 18 ] yielded analysis of 35 articles which, methodological 
weaknesses notwithstanding, evidenced benefi t for older participants with long-
standing psychological distress, including depression. Research focusing on the 
effects of community choir membership also suggests important benefi ts for people 
with long-term mental health needs [ 19 ,  20 ]. Case studies have provided a rich 
source of qualitative testimony from older participants highlighting improvement in 
the symptoms of depression and are perceived to give a range of other benefi ts such 
as increased social confi dence, self-esteem, developing social networks and friend-
ships [ 21 ]. The authors reason that ‘people with mental health issues would not 
continue attending singing groups if they didn’t derive substantial benefi ts from the 
experience’. Recently, a pilot randomised control trial compared group singing with 
usual activities amongst 258 participants aged 60 and over and followed partici-
pants up at 3 and 6 months [ 22 ]. Findings included a signifi cant positive effect on 
alleviating loneliness and isolation and statistically signifi cant improvement on 
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ratings of anxiety and depression. Coulton et al. [ 22 ] conclude that community sing-
ing can have a signifi cantly positive impact for older people living with mental 
health problems, including depression. 

 Similar observations about the quality of research in assessing impact of par-
ticipatory arts are made for other art forms. A Cochrane review of dance move-
ment therapy, for example [ 23 ], found that due to the low number of studies, 
combined with quality of evidence, it was not possible to draw any fi rm conclu-
sions about the impact of the use of this art form. Moreover, it was not possible to 
compare dance with other treatments and interventions. Taking methodological 
weaknesses into consideration, a wealth of qualitative and case study evidence 
exists which supports the benefi t of dance and movement for older people with 
impact upon physical strength, balance and confi dence and emotional wellbeing 
[ 24 ]. In a review of exemplary arts practice, Organ [ 3 ] cites the Akademi group 
which offers dance with older women from a Bangladeshi community in London 
where opportunities for social participation are circumscribed by gender and cul-
tural norms. Organ comments ‘The very act of coming to the class is crossing 
borders of participation that they will have seldom transgressed’ [ 3 ]. In posing the 
question ‘is this a good thing?’, she observes that attendance and participation 
exceeds groups such as physiotherapy and provides considerable emotional ben-
efi t to its members. 

 Arts on prescription schemes provide arts and creative activities for participants 
who are often experiencing mental health problems or the diffi culties associated 
with social isolation and loneliness. The ‘Good Times’ participatory arts project 
with Dulwich Picture Gallery was based on GP practices connecting older people 
who were at risk of or experiencing mental health problems, including depression. 
Based on a retrospective qualitative evaluation of the project, Harper and Hamblin 
[ 7 ] commented that ‘prescription for art’ led to positive evaluations from profes-
sional and family carers who saw a reduction in depressive symptoms from indi-
vidual older people who took part. Qualitative evaluations from older participants 
highlighted many social, emotional and psychological benefi ts to participation. 
Other projects such as the ‘Arts in Mind’ project (  www.nottinghamshire.gov.uk/
artsonprescriptioncasestudy.pdf    ) have demonstrated similar fi ndings [ 25 ]. 

12.3.1     Social Prescribing and Participatory Arts: Art Lift 

 In recognition that 30 % of GP consultations are about mental health problems, the 
‘Art Lift’ project was developed as a form of social prescribing for people with 
identifi ed mental health needs or who were at risk of developing mental health 
needs. Participants took part in 10-week courses with a variety of artists represent-
ing different art forms took place over the period 2009/2011 and included 202 par-
ticipants in the evaluation. Measures included the Warwick-Edinburgh Mental 
Well-being Scale (WEMWBS), artists’ subjective ratings of participant engagement 
and the Index of Multiple Deprivation. Both the 7- and 14-item WEMWBS demon-
strated statistically signifi cant improvement [7-item ( t  = −6.049, d.f. = 83,  P  < 0.001, 
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two tailed) and 14-item ( t  = −6.961, d.f = 83,  P  < 0.001, two tailed) scaled]. The eval-
uation reported high levels of participation in Art Life when compared to other 
types of referral to schemes such as exercise. The oldest members of the sample had 
the best participation and completion rates [ 26 ]. 

 Overall, the study concluded that the project offered a relevant and effective 
intervention for people with mental health needs and who were at risk of developing 
mental health problems [ 26 ]. 

 The researchers suggested further longitudinal research in order to assess longer- 
term impact on mental health. Further research examining cost-effectiveness against 
uptake, adherence and outcome would also be of benefi t [ 26 ].   

12.4     Participatory Arts, Ageing and Mental Health 
Promotion 

 The World Health Organisation [ 27 ] defi nes mental health as a ‘state of well being 
in which the individual realises his or her own abilities, can cope with the normal 
stresses of life, can work productively and fruitfully, and is able to make a contribu-
tion to his/her community’. Thus good mental health has an intrinsic value as well 
as contributing to overall health, personal capital, wellbeing and functioning. It is 
recognised that older people may face particular barriers including isolation, dis-
ability and ageism which are of themselves debilitating but also act as barriers to 
participating in social and creative activities that protect and support good mental 
health and wellbeing. The value of arts in respect of ageing has tended to focus on 
health benefi ts derived from participation for those older people who are using 
health and social care services [ 3 ]. But the importance of all people across the life 
course having the right to access to art and culture and the general benefi t to good 
mental and physical health, social capital and the sheer enjoyment of being creative 
must not be overlooked. 

 A systematic evidence review of participatory art projects for people aged 60 and 
over identifi ed a number of benefi ts which, despite the limitations of evidence in 
this area, are argued to be suffi ciently compelling to suggest signifi cant impact on 
mental and physical wellbeing [ 4 ]. Specifi cally, benefi ts to the individual high-
lighted in the review were:

•    Increased confi dence and self-esteem  
•   Feelings of mastery and accomplishment  
•   Positive aspects to identity  
•   Counterbalancing challenges to wellbeing associated with experiences of loss 

and change  
•   Increased levels of daily activity    

 Research exploring various aspects of creativity and ageing has highlighted simi-
lar benefi t for older citizens across many art forms and means of creative 
expression. 
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12.4.1     Participatory Arts Research Projects Funded by the New 
Dynamics of Ageing Research Programme 

    Example One 
 The ‘Ages and Stages’ project included as one of its research aims, addressing the 
relationship between older people’s involvement in theatre and drama and contin-
ued social engagement in later life. The research project demonstrated impact for 
older participants in enhanced self-esteem and self-confi dence through participation 
in theatre and drama and crucially challenged a stereotype that creativity declines 
with age [ 28 ].  

    Example Two 
 The ‘Music for Life’ research project aimed to explore the ways in which participa-
tion in creative music making could enhance the lives of older people and to explore 
the potential impact on wellbeing [ 29 ]. 

 Results found that participants experienced enhanced wellbeing and quality of 
life as well as benefi tting from acquiring new skills and enjoying social and com-
munity activities and the relationships that developed from those activities. In terms 
of perceived emotional health benefi ts, fi ndings included improved mental health 
for participants experiencing mental health problems and emotional distress (e.g. 
associated with loss and bereavement) and that participation in music making may 
act as a protective factor against depression [ 29 ].  

    Example Three 
 The ‘Look at Me’ research project focused on visual representations of ageing 
women and included in its aims enabling women from different settings to create 
their own images of ageing supported by participatory visual methods. The research 
fi ndings highlighted that the participatory process gave women a sense of solidarity 
and ownership of the process. Crucially the research challenged stereotypes of age-
ing women and impacted on participant wellbeing [ 30 ]. 

 The importance of accessing culture and the arts as part of social participation is 
highlighted in the World Health Organisation’s Age-Friendly Cities movement 
which aims to promote active ageing in cities and to optimise opportunities for 
health, participation and security [ 31 ]. Removing barriers to the social participation 
of older people in the life of the city is vital to the wellbeing of older citizens and to 
the development of the city [ 32 ].   

12.4.2     Manchester, UK 

 Manchester was the fi rst city in the UK to become a member of the WHO network 
of age-friendly cities after establishing a ‘valuing older people’ programme to 
improve services and opportunities for older residents in Manchester. Since 2007 a 
key activity has been to work with older citizens and cultural providers to make sure 
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that Manchester’s cultural offer is available to older people in the city and to address 
or remove the barriers that they may face [ 32 ]. 

 A network of over 100 voluntary cultural champions act as ambassadors to:

•    Inform older people’s networks and communities within Manchester about the 
variety of cultural events taking place in the city throughout the year  

•   Encourage older people’s networks to attend and try out a variety of cultural 
events taking place in the city throughout the year [ 32 ]    

 In partnership with a range of arts and cultural providers in the city, a compre-
hensive cultural offer is available to older citizens. For example:

   Theatre and performance

•    Developmental projects  
•   Intergenerational performance     

  Music

•    Club nights  
•   Dance workshops  
•   Live music  
•   The development of the Golden Voices Choir  
•   Outreach work ‘Musicians on Call’     

  Museums and galleries

•    Arts led workshops  
•   Adult learning programmes  
•   Living history performance  
•   Outreach work [ 32 ]         

12.5     Discussion 

 This chapter has briefl y reviewed some of the many developments currently taking 
place in the fi eld of participatory arts with older people. The potential for the arts 
to impact positively on alleviating the distress associated with mental health prob-
lems, emotional distress and isolation is clearly very signifi cant. Taking a wider 
perspective, arts and culture has always had a vitally important role to play in 
promoting mental health across the life course and contributing to developing and 
sustaining vibrant and creative communities. And of course, enjoying the arts or 
immersing oneself in creative activity, however defi ned, is important in and of 
itself. Organ [ 3 ] argues that the joy, personal accomplishment, challenge and 

12 Creativity and the Arts for Older People Living with Depression



140

benefi t that individual people derive from doing art or creative activity means that 
we must be critical of a direction of travel which places an emphasis on health 
outcomes as the main justifi cation for arts activity. Examples such as the cultural 
offer in Manchester show how barriers to older peoples’ participation in the arts 
may be reduced. Such developments add value and benefi t to the lives of older citi-
zens and contribute to the development of inclusive practice in supporting older 
people to participate in the city. 

 The place of participatory arts in ameliorating the experience of older people 
living with depression or other mental health problems remains an important ele-
ment of participatory arts. In order to consider the kinds of arts intervention that 
work most effectively with particular populations, there is a need to continue to 
develop research which addresses some of the methodological challenges that have 
hitherto affected the confi dence with which impact can be claimed. Nevertheless, 
qualitative evidence in the form of the voice of older people and their lived experi-
ence is and should remain a central part of evaluation. This is especially important 
as older people with the most complex needs are also most likely to experience 
signifi cant marginalisation. This is important not only in order to properly involve 
older people but also ensure that the kinds of opportunities that are offered are 
acceptable and appropriate for those people and status as adults. As Organ com-
ments, ‘activities that are reminiscent of playschool, sing-alongs, waving para-
chutes, visiting clowns, making pictures out of pasta are not associated with a sense 
of agency in the world. For adults fearing a loss of dignity, uncertainty with strang-
ers, lacking a sense of autonomy, child-like activities can feel very uncomfortable, 
patronising and plain weird. They can be awkward and uncomfortable reminders of 
our diminished status and threatened dignity’ [ 3 ]. Participating in the arts and cre-
ativity should provide every opportunity to reaffi rm and validate participants’ status 
as adults regardless of the complexity of their needs.  

12.6     Questions for Reflection 

•     How could social prescribing support the work of primary care in their practice 
with older people?  

•   How do projects such as participatory arts fi t with the GP commitment to 
biopsychosocial care and support for individual patients and local communities?  

•   What role should primary care have in supporting wider developments in mental 
health promotion such as supporting the development of age-friendly communities?         
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    Appendix 12.1 Useful Resources 

    ageofcreativity.co.uk  
  UK wide website for professionals and organisations working in the fi eld of the arts 

and older people   
   www.baringfoundation.org.uk  
  Baring Foundation focusing on participatory arts and ageing   
   New Dynamics of Ageing Research http://www.newdynamics.group.shef.ac.uk  
  Research summaries funded by the New Dynamics of Research fund     

    Appendix 12.2 Further Reading 

    Clift S, Hancox G, Staricoff R, Whitmore C. Singing and health: a systematic mapping 
and review of non-clinical research, Canterbury, Sidney De Haan Research Centre 
for Arts and Health. http://www.canterbury.ac.uk/centres/sidney-de-haan-research/   

   Cutler D. Ageing artfully. London: Baring Foundation; 2011. Accessed via,  http://
baringfoundation.org.uk/wp-content/uploads/2009/08/AgeingArtfully.pdf.   

   Mental Health Foundation. Review of the impact of participatory arts in older peo-
ple. London: Mental Health Foundation; 2011. Accessed via, www.mentalhealth.
org.uk.   

   Organ D. After you are two: exemplary practice in participatory arts. London: 
Baring Foundation; 2013. Accessed via, http://baringfoundation.org.uk/wp-con-
tent/uploads/2013/09/AfterYAT.pdf.      
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      Depression in Care Homes                     

       Alisoun     Milne     

       This chapter is in two main parts. The fi rst part will offer an overview of the care 
home population including a profi le of their mental health and what is known about 
the prevalence of depression amongst care home residents. The second half will 
focus on the assessment and management of depression in care homes, interven-
tions to alleviate symptoms of depression and what more could be done to improve 
outcomes, including the contribution of primary care services. 

13.1     The Care Home Sector in the UK 

 In the UK, approximately 420,000 older people [ 1 ] live in a care home; this repre-
sents 6 % of the older population. A distinction is generally made between residen-
tial care homes and homes providing nursing care (otherwise known as nursing 
homes). Residential care homes provide personal care with activities of daily living, 
such as washing, dressing and giving medication. Nursing homes offer nursing care 
to at least some of their residents, and although nursing homes tend to support 
people with higher dependency needs, in fact there is considerable overlap between 
the two types of home [ 2 ]. In this chapter the term ‘care home’ will be used to 
denote both types. Evidence about NHS continuing care facilities is not included. It 
is noteworthy that over the past 30 years, there has been a signifi cant shift in the 
balance of provision in the UK. Care home services have transformed from a pre-
dominantly public sector activity in the mid-1970s to a predominantly private sector 
activity now. In 2010 the private sector accounted for three quarters of all long-stay 
bed capacity [ 3 ]. This trend looks likely to accelerate as local authorities seek to 
achieve economies in the face of public expenditure cuts. 
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13.1.1     Profile of the Care Home Population 

 The vast majority of care home residents are women aged 75 years or over: most 
have multiple health problems [ 1 ]. It has been estimated that four fi fths of care 
home residents have dementia and/or a hearing impairment, three quarters require 
assistance with mobility and/or activities of daily living, and three fi fths have conti-
nence problems [ 4 ,  5 ]. In a 2004 study of 16,000 care home residents, over a quarter 
were immobile, cognitively impaired,  and  incontinent [ 6 ]. 

 The biggest single health-related determinant of care home admission is dementia 
[ 7 ]. In people without dementia, high levels of dependency linked to physical ill health 
problems are common [ 8 ]. Having a co-resident carer had a strongly protective effect 
against admission to a care home – the risk of being admitted to a care home was 20 
times higher in people who  do not  have a carer living with them [ 9 ]. A permanent 
move to a care home often follows some form of crisis, so tends to be relatively little 
time to plan the move or make informed choices [ 3 ]. The cause of the crisis may be 
the death of a spouse – or other long-term carer – or a hospital admission so, quite 
apart from the stress of giving up one’s home, there will probably be additional losses 
to contend with. Other issues that prompt admission are poor or unsuitable housing, 
inadequate community-based care or a breakdown in care arrangements and other 
people’s concerns about the older person’s safety [ 10 ]. About a fi fth of deaths in the 
UK occur in a care home. The average period between admission and death is around 
2.5 years; a quarter of residents live for more than 3 years [ 11 ].  

13.1.2     Depression Amongst Care Home Residents 

 Research suggests that there are very high levels of depression amongst care home 
residents. For major depressive disorders, prevalence fi gures range from 4 to 25 % 
and for minor depression – or the presence of depressive symptoms − 29–82 % [ 12 ]. 
This compares with an estimated prevalence of 9.3 % (for major depression) in the 
UK’s community-based older populations (Table  13.1 ).

   The course and nature of depression in care homes are incompletely understood, 
and current evidence is mixed: most studies suggest that symptoms tend to persist. 
For example, Sutcliffe et al. [ 12 ] found that almost half the residents with depres-
sion at admission were still depressed after 9 months; Scocco et al. [ 13 ] reported 
that the symptoms of those admitted with more serious depression increased over a 
6-month period. In contrast, Payne et al. [ 14 ] found that, although 20 % of residents 
were depressed on admission, only 7.5 % were still depressed 12 months later. The 

  Table 13.1    Prevalence of 
depression in care home 
populations  

 Major depressive disorders: estimates range from 4 to 25 % 

 Minor depression or depressive symptoms: estimates range 
from 29 to 82 % 

 This compares with an estimated community-based 
prevalence of 9 % 
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incidence of new episodes of depression amongst care home residents is about 5 % 
per annum [ 16 ]. Suffering from depression nearly doubles the risk of a person being 
admitted to a care home [ 17 ]. 

 A number of factors are correlated with depression in care home populations. 
Functional impairment appears to be an important independent risk factor, e.g. sen-
sory loss, incontinence, loss of mobility and reduced capacity to perform activities 
of daily living. Other associations include physical health variables, such as dyspha-
gia and heart disease; psychological variables, such as loneliness and neuroticism; 
and social variables, such as loss [ 18 ]. Loss is strongly associated with depression; 
personal loss includes grief over the death of loved ones and loss of home, pets, 
social support and close friends; loss of function and control over the body; loss of 
independence and autonomy; and loss of ‘environmental mastery’, i.e. the capacity 
to control one’s life and surrounding world [ 19 ,  20 ]. Persistent pain is also a risk 
factor, from arthritis and pressure areas especially, and certain medications (e.g. 
antihypertensive/cardiac drugs, treatment for Parkinson’s disease) may cause or 
worsen symptoms [ 21 ]. For residents without dementia, the risk of becoming or 
remaining depressed increases with length of stay and tends to be accompanied by 
a growing sense of hopelessness over health status and lack of autonomy [ 19 ] 
(Table  13.2 ).

   Depression on admission is associated with increased mortality [ 13 ,  22 ], with 
one study suggesting that depressed residents were three times more likely to die 
than those without depression [ 23 ]. Depression is also implicated in suicide and 
attempted suicide [ 14 ,  24 ]. Deaths in care homes are usually heralded by gradual 
decline [ 25 ]. Depression is often overlooked and undertreated during the last months 
of life [ 26 ], though whether depressive symptoms actually increase at this time is 
not clear [ 27 ]. 

 Up to half of care home residents with dementia also have depression [ 12 ]. 
Evidence suggests that people with both conditions have higher rates of disability 
and decline and higher rates of hospitalisation than people with dementia alone 

   Table 13.2    Risk factors for depression in care home populations   

 Physical factors 

   Functional impairment including sensory loss, mobility challenges, incontinence 

   Inability to perform activities of daily living 

   Chronic physical ill health such as heart disease 

   Persistent pain from conditions such as arthritis (some medications may amplify symptoms) 

 Psychosocial factors 

   Psychological issues primarily isolation and loneliness 

   Mental health problems including pre-existing depression 

   Multiple losses – loss of partner/spouse, loss of control over the body, loss of independence 
and autonomy and loss of environmental mastery 

   The depressogenic effect of ‘institutional care’ itself including limited opportunities for 
meaningful activity or social interaction, disempowerment, loss of privacy, noise, 
institutional furniture and odours and the constant presence of death 
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[ 28 ]. In terms of other mental health problems, anxiety symptoms are common in 
care home populations. Smalbrugge et al. [ 15 ] found that, in a sample of over 300 
residents, 5.7 % had anxiety disorders, 4.2 % had sub-threshold anxiety disorders, 
and nearly 30 % had anxiety symptoms. 

 Whilst not specifi c to care home residents, there are also a set of intersecting 
risks that relate to the older person’s life prior to admission. Clearly, older people 
arrive in a care home setting with a life history and a host of life course experiences; 
some of these will be relevant to enhanced risk of depression. As rates of depression 
are higher amongst women, being female is a primary risk. Living alone and having 
a low income are also risks: it is notable that both of these are more common fea-
tures of the lives of older women than older men [ 29 ]. Experiences of abuse or 
trauma may also be relevant. There is no reason to suppose, for example, that child-
hood sexual abuse – which we know places younger adults at risk of depression – 
should not continue to infl uence mental health in later life and it is certainly a 
prominent aspect of an older resident’s personal biography. It is interesting, but 
perhaps not unsurprising, that a number of the risks for developing depression are 
also primary triggers for admission to a care home. 

 The depressogenic effect of ‘institutional care’ itself is also noteworthy. Particular 
features identifi ed in research are few opportunities for meaningful activity, disem-
powerment, minimal social interaction and being expected to live in a ‘semi- public’ 
environment [ 4 ,  30 ]. Other factors may include loss of privacy and frustration over 
sharing a room, noise, institutional furniture and odours, lack of stimulation or close 
relationships, high turnover rate of staff and cultural dissonance between residents 
and staff [ 19 ]. The medicalised environment of many care homes and the constant 
presence of death are also factors.   

13.2     Assessment and Treatment of Depression Amongst Care 
Home Residents 

 As there is no doubt that depression has a signifi cant adverse effect on residents’ 
well-being and quality of life, it is important that it is identifi ed, assessed and treated 
effectively. 

 A fundamental issue relates to care home staff’s lack the knowledge and skills in 
identifying depression, especially if the main symptoms are changes in behaviour, 
such as withdrawal, aggressive behaviour or disruptive vocalization [ 31 – 33 ]. The 
fact that only 2 % of care staff receive in service training on depression is an obvious 
defi cit [ 34 ]. A widespread assumption that depression is a ‘normal’ and ‘untreat-
able’ part of ageing compounds the problem. These combined barriers have led to 
the suggestion that residents should be screened for depression on admission and 
then regularly (re)assessed by primary or specialist health-care professionals [ 35 ]. 
This is an issue returned to below. 

 There are a number of diffi culties in assessing depression amongst care home 
residents. Many residents cannot fully participate in interviews or complete a 
depression scale, because of dementia and/or communication problems [ 34 ]. 
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Additionally, the instruments or measures used to assess levels of depression are 
often subject to confounding variables, such as physical symptoms, unrelated to 
depression per se. Even the Geriatric Depression Scale, which is widely used and 
trusted, contains items that could be endorsed by a care home resident even if 
they were not actually depressed (e.g. Do you prefer to stay at home, rather than 
going out and doing new things? Do you think it is wonderful to be alive now?). 
With a cut-off point of 5 or 6 (out of 15), it is easy to see how ‘depression’ could 
be over- diagnosed or simply mistaken for boredom, mourning or being close to 
death [ 36 ]. 

 Antidepressants are the most common treatment for depression in care home 
residents, and research and National Institute for Health and Care Excellence 
(NIHCE) guidelines (90 and 91) suggest they are effective and should be included 
in the fi rst-line treatment for major depression [ 37 ]. The choice of medication 
needs to be based on possible side effects, interactions with other medications 
and the resident’s other illnesses (Refer to Chap.   9    ). Serotonin reuptake inhibi-
tors are fi rst-line drugs, recommended by NIHCE [ 38 – 40 ]. When tricyclic anti-
depressants are used, it is often for indications other than depression, such as 
chronic pain [ 41 ]. Related evidence suggests that those residents who are pre-
scribed antidepressants (particularly when prescribed tricyclic antidepressants) 
are on subtherapeutic doses; this may be because the dosage is not reviewed 
often enough by GPs or other health-care professionals [ 42 ] (Table  13.3 ).

   Table 13.3    Assessment and treatment of depression amongst care home residents   

 There are a number of diffi culties in assessing depression amongst care home residents, 
including: 

   Many residents fi nd it diffi cult (especially if they have advanced dementia) to participate in 
interviews or complete a ‘depression scale’ or measure 

   Depression measures are vulnerable to confounding variables, e.g. physical symptoms, and 
may contain questions that could be endorsed by a resident even if they were not 
depressed 

   Limited access to training amongst care home staff in being aware of symptoms of 
depression is a fundamental barrier 

 In terms of treatments and interventions: 

   Antidepressants are considered effective: serotonin reuptake inhibitors are fi rst-line drugs, 
recommended by NIHCE 

   Many residents who are prescribed antidepressants are on subtherapeutic doses; this may be 
because the dosage is not reviewed often enough by health-care professionals 

   A number of psychological approaches are effective in reducing symptoms of depression 
including behavioural and cognitive therapies and life review approaches, although few 
residents are offered these in the UK 

   Psychosocial and recreational interventions such as exercise classes may reduce the 
symptoms of minor depression, and changes to the care homes environment are also 
effective, e.g. more homelike mealtimes 

   Whilst not an intervention per se, training of care home staff can lead to increased rates of 
detection of depression and to better quality of life for residents – it is also linked with 
reduced prescribing of antipsychotic medication and less use of physical restraint 
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   Prevalence data about treatment for depression in care homes is patchy [ 13 ]. 
Although a 2007 study estimated that between 50 and 75 % of residents with depres-
sion received no treatment at all [ 43 ]. There is evidence that prescribing of antide-
pressants has increased dramatically in recent years [ 44 ]. This may be a response to 
concerns about antipsychotics but is probably also a recognition of the importance 
of treating depression in care home residents. There are concerns that whilst some 
residents are receiving appropriate treatment, it may also be the case that a number 
of those taking antidepressants are, in fact, not depressed. Prescribing patterns may 
also be infl uenced by the characteristics of the home rather than the clinical needs 
of residents per se [ 45 ]. 

 A number of psychological approaches are effective in reducing symptoms of 
depression. Evidence from the USA suggests that behavioural and cognitive thera-
pies and life review approaches are effective at treating depression amongst care 
home residents [ 46 ]. However, few residents are offered psychological therapy in 
the UK. Psychosocial and recreational interventions such as exercise classes may 
reduce the symptoms of minor depression, and changes to the care homes environ-
ment and culture are also effective, including more homelike mealtimes, less insti-
tutional lounge areas and accessible gardens [ 47 ]. 

13.2.1     Primary Care Support to Care Homes 

 Research demonstrates a long history of erratic and inequitable approaches to 
health-care delivery by both primary and secondary health-care services to care 
homes [ 48 ]. Although there are examples of innovation and good practice, these 
tend to be time limited, discretionary and locally determined; often they depend on 
an individual health practitioner’s interest. Care home residents tend not to be seen 
as a priority. This is in part a consequence of residents receiving 24 hr care in the 
home; it is also a feature of care homes’ ‘off the radar’ status. 

 Access to primary care services varies widely between care homes. One survey 
identifi ed that 20 % of care homes ‘had no regular support’ from a GP [ 49 ]. Some 
homes pay a retainer to a primary care practice to ensure that they get reliable access 
to GP services, can secure the services of one GP for all residents and/or can arrange 
a ‘clinic’ or visits on set days of the week [ 50 ]. In 2010 this was the case for only 
8–10 % of all care homes [ 48 ]. Other care homes encourage residents to register 
with a particular surgery close to the home or, in an attempt to maintain continuity 
of care, encourage them to remain registered with their ‘old’ practice. This may 
mean that residents in one care home are registered with a number of different prac-
tices, some of which may be some distance away from the home. A 2010 survey of 
care homes identifi ed that most homes received GP support from more than one 
practice, a quarter had GPs providing regular clinics in the home, and a half received 
support from a community nurse [ 48 ]. 

 Consistent regular primary health-care input to care homes is widely regarded as 
important by residents and care home staff. Where investment is made to develop 
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this kind of support, outcomes can include earlier identifi cation of preventable ill-
ness, earlier referral to specialist services and delayed or prevented hospital admis-
sion [ 48 ]. For example, ‘actively managed primary care’ with access to 
multidisciplinary team support has been shown to be effective in reducing hospital 
admissions with no adverse effects on mortality [ 51 ]. 

 In terms of the management of depression, in-reach provision by primary care 
services is viewed as especially helpful. Routine screening, assessment and treat-
ment for depression by a trusted primary care professional are consistently identi-
fi ed as desirable by care home staff; it would also encourage staff to identify 
possible symptoms of depression themselves [ 52 ]. A 2012 review by the Care 
Quality Commission (CQC) [ 53 ] found that a third of care homes were  not  pro-
vided with post-admission assessment of residents by GPs, a half said that these 
were both provided  and  paid for by the Clinical Commissioning Groups, and 
another 7 % said that they were provided by GPs but paid for by the care homes 
themselves. 

 There are a number of key challenges to providing good quality primary care to 
care homes. These include the fact that the care home sector is fragmented and there 
is limited sign up to embedding a ‘system’ of primary care support to care homes 
nationally, stretched NHS resources and piecemeal research investment in evidenc-
ing ‘what works’ and for whom. Barriers exist inside care homes too, including the 
limited capacity of residents themselves to request input from GPs, a high turnover 
of staff, limited access to staff training and lack of managerial commitment to part-
nership working with primary care services [ 54 ] (Table  13.4 ).

13.3         Improving the Management and Treatment 
of Depression in Care Homes 

 As depression is one of the most common conditions experienced by care home 
populations and it is, generally, poorly managed, it is important to explore what can 
be done to improve its management and treatment. 

   Table 13.4    Primary care support to care homes: refl ective activity   

 Refl ect on: 

   How might primary care services effectively support care home residents with depression? 

   Who else – other agencies and other professionals – might need to be involved in 
developing a ‘system’ that is sustainable? 

   What are the other elements of a ‘support system’ that may reduce depression and/or 
manage depressive symptoms? 

   How might consistent primary care support to care home residents help to assess, treat and 
manage depression amongst care home residents? 

   How can the NHS incentivise primary care services to engage to a greater degree with care 
homes? 
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13.3.1     Transition into a Care Home 

 Moving into a care home is a life-changing decision often made in stressful circum-
stances. A well-managed transition can reduce the risk of an older person becoming 
(more) depressed [ 1 ]. A number of key fi ndings emerge from research. Preparatory 
work with the person and their relatives before admission can help the older person 
feel they are part of the decision; their needs and biography can also be discussed 
and the person’s wishes, views and tastes accommodated. On arrival in the home, 
the older person needs to feel supported by staff. This will include taking account of 
their feelings of guilt, loss, sorrow, grief and/or anger that may be associated with 
the move. The opportunity simply to talk to people may be the most important ele-
ment in helping new residents to settle in satisfactorily [ 55 ]. Families have a major 
part to play in supporting this transition, as they occupy a role intermediate between 
the person and the care staff and can act as a bridge or conduit between life inside, 
and outside, the care home [ 56 ]. A move from acute hospital to a care home needs 
to be dealt with particularly sensitively as there are likely to have been fewer, if any, 
preparatory steps taken prior to admission [ 57 ]. 

 This transition also offers a pivotal opportunity for a primary care professional 
to (re)assess any long-term conditions experienced by the resident – including 
depression – and reappraise the nature and objectives of any treatment(s). It may 
be the fi rst time depression has been formally identifi ed or discussed and/or the 
fi rst time that an assessment of the persons medication(s) has been made. This may 
inform how the person is managed by staff and what types of support and monitor-
ing they need.  

13.3.2     Identification and Treatment 

 Identifi cation and treatment of depression amongst care home residents needs to be 
implemented on a much more proactive and consistent basis if outcomes are to be 
improved [ 16 ]. 

 In terms of sustainable impact, education and training of care home staff are of 
primary importance. This can lead to increased rates of detection of depression and 
to better quality of life outcomes for residents. For example, Proctor et al.’s [ 57 ] 
training intervention to improve care planning skills led to lower levels of depres-
sion in the ‘intervention group’ compared to the control group. Ray et al. [ 58 ] found 
a coherent programme of training resulted in reduced prescribing of antipsychotic 
medication and less use of physical restraint. 

 Improvement to the care home culture is also important [ 60 ]. A commitment to 
person-centred care with a particular focus on a biographical approach and staff 
spending time on developing relationships with residents is strongly linked to 
improved mental health [ 61 ]. Many of the tenets of person-centred care directly 
benefi t residents with depression shifting the locus of care away from the ‘func-
tional’ towards the social and psychological. Underpinning the delivery of care to 
residents with an appreciation that depression is (often) amenable to improvement 
is also important [ 62 ]. 
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    Reducing Depression Amongst Older People Living in a Care Home 
 Research has examined the impact of individualised, person-centred interventions 
on depression amongst older people living in care homes [ 63 ]. Eighty-seven par-
ticipants with depression (GDS) were assigned care workers who were specifi cally 
trained to plan and carry out individualised interventions and support plans. Initially 
care workers undertook a detailed interview with the older participants in order to 
build up a picture of their life, biography, likes/dislikes, relationships, etc. They also 
sought to ascertain what improvements or changes the older person wished to make 
in their own life. Care plans were developed directly from the interviews to address 
individual needs and provide psychosocial support. Intervention goals included 
visits to the supermarket, review of hearing and hearing aid equipment, resum-
ing attendance at church, going to football matches and being able to sit outdoors. 
Results suggested that, at follow-up, participants’ mental health showed signifi cant 
improvement including some having ceased to have clinical symptoms of depres-
sion. Improvement was greatest in those with the most severe symptoms at baseline. 

 Turning to primary care, a number of studies have investigated the impact of 
educating GPs about depression amongst care home residents. One study explored 
the impact of a single educational session with a group of Australian GPs; it led to 
improved recognition of depression [ 64 ]. In another Australian study, training of 
GPs and care staff in detecting and managing depression was one component of a 
multifactorial intervention which – overall – resulted in signifi cantly reduced levels 
of depression [ 65 ,  66 ]. In the USA there is evidence that having a mandated screen-
ing tool improves recognition and initiation of treatment for depression amongst 
care home residents; regular assessment of mental health by primary care physi-
cians also improves treatment outcomes for residents with depression [ 37 ].   

13.3.3     Policy Issues and Care Homes 

 Recent policies, such as the National Dementia Strategy [ 7 ], have started to place 
more emphasis on the important contribution services external to care homes can, 
and should, make in supporting residents. It recognises that in order to achieve this 
care homes need: a well-trained specialist workforce, consistent and coherent access 
to NHS primary care and specialist mental health services and to be supported by an 
inspection regime that is committed to driving up quality [ 53 ]. 

 In 2012 the National Institute for Health and Care Excellence (NIHCE) pub-
lished a quality standard entitled ‘The Mental Well Being of Older People in Care 
Homes’ [ 66 ]. Two of the six quality standards are directly relevant to improving the 
identifi cation and treatment of mental health problems amongst care home resi-
dents. Standard 3 states that: ‘Older people in care homes have the symptoms and 
signs of mental health conditions recognised and recorded as part of their care plan’. 
Key recommendations in terms of achieving this standard include more training for 
care home staff on the recognition of symptoms and support for residents with men-
tal health problems. Statement 6 states that, ‘Older people in care homes have access 
to the full range of health-care services when they need them’, including primary 
care services. NIHCE suggests that care homes develop good relationships with 
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GPs and other primary care professionals including developing effective referral 
arrangements so that services are available easily and without delay. The statement 
also identifi es prevention as an important goal for primary care in working with care 
home residents and advises regular check-ups as a key way to ameliorate symptoms 
of conditions like depression. Regular reviews of medication for each resident are 
also important in alleviating distress and pain and in promoting well-being.  

13.3.4     Research 

 The current evidence base is limited by small sample sizes, a lack of longitudinal data, 
few randomised controlled trials and differing outcome measures. More research is 
needed into the nature and course of depression amongst care home residents. Feeling 
sad or low may be a perfectly appropriate response to a change in circumstances, and 
to loss, and a balance needs to be struck between unhelpfully labelling people experi-
encing emotions within the normal range and failing to recognise and treat more 
intransigent symptoms of depression. That the ‘natural history’ of depression in care 
homes is little understood is additionally relevant; evidence is confl icting. We still do 
not really understand if we are dealing with a relatively mild and transient phenome-
non or with a severe, enduring and disabling condition [ 41 ]. More longitudinal studies 
are also needed for a better understanding of which interventions are effective. 

 Limited attention has been paid to capturing the subjective experiences of care 
home residents including their perspectives on what infl uences their mental health 
[ 43 ]. The evidence we do have suggests that ‘feeling well’ and ‘promoting health’ 
are terms understood by care home residents to be as much about their capacity to 
(re)adjust and compensate to threats to their well-being as they are about treatment 
for ‘symptoms’. The defi nitions underpinning health-care professionals interven-
tions tend to be about what an older person ‘cannot’ do and what is ‘wrong’ with 
them and are rarely suffi ciently individualised to take account of the older person’s 
own perceptions, strengths and abilities. This is a challenge to the way that we con-
struct ‘care’ including primary care support to care homes.   

13.4     Conclusion 

 Despite its prevalence and profound impact on well-being, depression amongst care 
home residents is routinely under-identifi ed and untreated. Much more needs to be 
done to identify, assess and treat depression in this population in both the short and 
longer term. Providing regular training to care home staff and managers and devel-
oping partnerships with primary care services have signifi cant potential to improve 
outcomes for care home residents. Turning the provision of ‘care’ away from a task-
focused activity to a person-focused one is also important, and a number of psycho-
social interventions are evidenced as effective. 

 Primary care support to care homes tends to be highly variable; it is locally deter-
mined, often short term in tenure and/or is driven by a single committed individual. 

A. Milne



155

Care home staff and residents welcome regular input from one or more primary care 
professionals with whom they can build trust relationships and call upon for advice 
and support. Although primary care input is evidenced as having considerable 
potential to identify, treat and monitor depression amongst care homes residents, 
they are not considered a priority by clinical commissioning groups (formally 
PCTs); thus, few specifi c services are commissioned. The fragmented nature of the 
care home ‘sector’ and funding complexities in relationship to who is responsible 
for providing, and paying, for health-care input to care homes compounds this situ-
ation. It is an issue that urgently requires coherent national attention including the 
development of systemic mechanisms that will facilitate sustained engagement of 
primary care services with care homes and care home residents with depression and 
other long-term conditions.  

13.5     Case Study: Kathleen Jones 

 Kathleen Jones moved into the care home after her husband, John, died suddenly at 
home. The couple had been married for 45 years. They had no children, and this was 
a cause of great sadness for Kathleen as they tried to have a baby and Kathleen had 
several miscarriages. Now, Kathleen has memory diffi culties, extensive osteoarthri-
tis and very poor mobility. She also has high blood pressure and has had several 
TIAs, two of which resulted in brief periods in hospital. She relied on John for a 
great deal of informal care and day-to-day support, and after his death, Kathleen’s 
sister arranged for her to move into the care home as she felt that Kathleen could not 
manage safely at home. Kathleen is self funding her care, and now her house has 
been sold by her sister who has power of attorney. She sees few people as the home 
is not in her old neighbourhood, and most of her friends are either dead or live away 
from the area. She has few surviving relatives and her niece lives in Australia. Her 
sister sees her every few months. 

 Kathleen is treated kindly at the home who tell her that this is her ‘home’ now. 
Kathleen knows that this is not her home, and she wishes that she had died with 
John. She is not eating or sleeping well and has lost weight. She appears generally 
disengaged and easily irritated by other residents. She avoids contact with people if 
at all possible and tells the staff that she prefers to be in her bedroom. The staff let 
her remain in her room for most of the time believing that this is good practice in 
demonstrating resident choice. 

 From the above history, Kathleen is likely to be at risk of developing a depres-
sive illness. Depression is common amongst older people living in care homes [ 12 ]. 
A number of factors are likely to contribute to Kathleen’s risk of being depressed – 
including her reduced mobility and its associated impact on her ability to under-
take usual activities of daily living [ 15 ] and cognitive impairment will also impact. 
Critically, Kathleen’s loss of her much loved husband and the abrupt loss of her 
home will doubtless impact on her emotional state and combine with feelings 
about changes in her sense of independence and autonomy [ 19 ,  20 ]. Kathleen’s 
biography includes signifi cant loss, and she had said to her husband that felt that 
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she miscarried at a time when understanding of the emotional impact of miscar-
riage was very poor and women were expected to ‘get on with it’. It is possible 
that unresolved loss and the trauma associated with miscarriage and failed fertility 
treatment have impacted over time on Kathleen’s emotional state and her capacity 
for resilience in the face of further change and loss. The staff in the care home are 
kind but have given little attention to the circumstances of Kathleen’s admission or 
to the possibility of her being emotionally distressed. Her fi nancial circumstances 
mean that she has bypassed most formal services. Care staff training should include 
developing awareness of the emotional impact of loss and an awareness that a lack 
of time to prepare for a move can have profoundly upsetting consequences for an 
older person [ 55 ]. Training and leadership support should also challenge ageism, 
evidenced by, for example, an assumption that older people do not experience the 
same trauma as younger people do. Referral to Kathleen’s General Practitioner may 
be helpful in identifying whether Kathleen has a depressive illness and to consider 
appropriate medical treatment and to ensure that Kathleen’s care plan includes 
addressing her emotional needs as far as possible (e.g. having a named key worker; 
opportunities for linking with any external voluntary or befriending service). It is 
highly likely that there will be other residents living in the care home experiencing 
similar diffi culties to Kathleen. Taking a broader view, CQC inspection will pro-
mote the value and importance of promoting emotional and mental health and well-
being in care planning and in the culture of care in the care homes. This means, 
for example, encouraging care staff to support residents to engage in activities 
that are of interest and value and which support residents to do what they can for 
themselves. Visitors to the care home (e.g. primary care practitioners, social work-
ers) should consider evidence of well-being amongst the care home population and 
identify and act upon evidence of ill being or poor care. Causes for concern should 
be acted upon. More generally, practitioners engaged in, for example, care reviews 
can encourage care homes to develop care practice which is aware of the potential 
for residents to experience emotional distress. Commissioners may encourage care 
homes to embrace the NIHCE quality standard ‘The Mental Well Being and Older 
People in Care Homes’ [ 66 ] through their commissioning practice.  

13.6     Suggested Activities 

 Refl ect on: 
 To what extent do you consider evidence of well or ill being amongst a care 

home population when you visit? What role do you have in identifying concerns 
about high levels of ill being? 

 When residents have multiple physical health problems and living in a care 
home, how often do you think about their emotional well-being? To what extent do 
you consider that they may have a depressive illness? 

 To what extent are you aware that care staff are regularly trained or receive lead-
ership input which encourages them to think about and respond to mental health and 
well-being amongst the resident population? 
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 What can you do in your role to encourage and support mental health and well- 
being amongst residents living in care homes? 
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through care culture, care planning and effective primary care intervention 
can have a signifi cant impact on well-being.    
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14.1           Historical Context 

 The Latin verb ‘delire’ (to be deranged, crazy, out of one’s wits) appears in the 
Coventry mystery plays in 1400. Other accounts from literature include 
Shakespeare’s death of Falstaff (a babbled of green fi elds), Lady Macbeth sleep-
walking and Tolstoy’s depiction of Anna Karenina’s post-partum delirium [ 1 ].  

14.2     Core Features 

 Many terminologies have been used interchangeably for delirium, such as ‘acute 
confusional state’, ‘acute organic brain syndrome’, ‘acute brain failure’ and ‘post- 
operative psychosis’. The defi nitions may embrace all varieties of acute organic 
reactions, sometimes referring to the degree of overt disturbance or confi ne the 
term to a clinical picture with specifi c features. The Oxford English dictionary 
defi nes delirium as a ‘disordered state of the mental faculties resulting from distur-
bances of the functions of the brain, and characterized by incoherent speech, hal-
lucinations, restlessness and frenzied or manic excitement’. The NICE guideline 
for delirium [ 2 ] describes delirium as a ‘common clinical syndrome characterized 
by disturbed consciousness, cognitive function or perception, which has an acute 
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onset and fl uctuating course.’ It emphasises that delirium is a serious condition and 
associated with poor outcome, but that it could be prevented and treated if dealt 
with urgently. 

 The broad characteristics of delirium have been well documented: wakefulness 
with ability to respond verbally, increased psychomotor activity, pronounced distur-
bance of affect, defective reality testing or symptoms such as delusions and hallucina-
tions [ 2 ]. In the UK, delirium predominately has been used to describe patients 
suffering with acute confusion and who present with disturbed or disruptive behav-
iour; however, not all patients with delirium present with these symptoms, and patients 
can be quiet with dulling of senses: hence the use of terminologies like ‘hypoactive’ 
or ‘mixed’ state. The consciousness is not merely quantitatively reduced in delirium, 
but also qualitatively changed. The patient becomes preoccupied with his own inner 
world and commonly has illusions, hallucinations and delusions. The clinical condi-
tion typically fl uctuates, and even though awareness of external events is impaired, 
arousal may be high, enabling these productive symptoms to occur. It has been also 
suggested that toxic and metabolic disturbances are more likely to be associated with 
listlessness and apathy, whereas infective processes and alcohol withdrawal are asso-
ciated with hyperactivity, fearfulness and prominent hallucinations [ 3 ].  

14.3     Prevalence of Delirium 

 A number of studies have investigated the incidence and prevalence of delirium in 
older patients on medical wards. It has been reported that 11–24 % patients pres-
ent, at the time of admission, with symptoms of delirium, while these symptoms 
may develop in another 5–35 % of patients during their inpatient admission [ 4 ]. 
Delirium has been documented in 16–62 % of patients following hip surgery [ 5 ] 
and as high as 70–87 % patients in intensive care units [ 6 ]. The incidence of delir-
ium occurs at a higher frequency in patients with pre-existing cognitive impair-
ment amongst hospitalised patients. In the community, the prevalence of delirium 
has been reported to be 0.4–1.1 % of elderly patients living in residential care 
home settings [ 7 ]. 

 Delirium can have adverse consequences; thus, the diagnosed patients in gen-
eral hospitals have overall high morbidity and mortality due to a high risk of dehy-
dration, malnutrition, falls, continence problems and pressure sores. The in-hospital 
diagnosed delirium has a 1-year mortality of 35–40 %, high readmission rate and 
increased risk of admission to residential care (47 % vs. 18 %) [ 8 ,  9 ]. Approximately 
a quarter of elderly medical patients with delirium will die within 1 month of its 
onset [ 10 ]. This risk of mortality increases by 11 % for every additional 40 h of 
non-treated delirium [ 11 ]. Delirium may also be an accelerating and possibly a 
casual factor in the development of dementia (Fig.  14.1 ).  

 The National Institute for Health and Care Excellence highlights that the report-
ing of delirium is poor. They also suggest that there are two areas of improvement 
which are: raising awareness of delirium amongst clinicians and the need for report-
ing delirium when identifi ed. 
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14.4      Identification and Assessment of Delirium 

 The clinical presentation of delirium incorporates a range of clinical features that 
are listed in Table  14.1 , while its two core symptoms are cognitive impairment and 
disturbance of the sleep-wake cycle [ 1 ].

   Although “clouding of consciousness” has been described as a classical sign, in 
clinical practice its importance is questioned, as old people can be drowsy if they 
are uninterested in their environment, have been awake overnight or are/had been 
sedated [ 1 ]. It may be diffi cult to separate “clouding of consciousness” from 
impaired cognition. 

 Perceptual disturbances are usually present in the form of visual hallucinations 
(such as insects, strange people, shadowy presence, fronds that cannot be brushed 
away) or illusions (e.g., fl ecks on the wall, or a pattern on the bedclothes being per-
ceived as mites, moving ants or beetles) [ 1 ]. 

 Patients may experience distortions, with either increased, diminished or distant 
sights and/or sounds. Furthermore disturbances of body image are not uncommon, 
with patients complaining that some body parts have shrunk or enlarged, or there 
may be a sensation of fl oating. The sense of time is also distorted, as a day may seem 
like a week and a week like a few hours. What complicates the whole picture is that 
a patient may have insight into their symptoms and fear that they may be regarded as 
‘mad’. 

 Logic, reason and judgement are all jeopardised by delirium and ‘getting hold of 
the wrong end of the stick’ is the basis for the development of paranoid delusions. 
Conversations that could almost make sense under normal circumstances often may 
be hard for a patient with delirium to follow. Speech may be rapid, hard to follow, 
hesitant, repetitive, stammering, laboured and not articulated well and may resem-
ble that of a drunk person [ 1 ]. 

Specialist delirium
practitioner

Education
sessions x3

Working
groups

"Stop delirium!"
 box

Delirium
champion in
care home

"Stop
delirium!"
manual

  Fig. 14.1    “Stop 
delirium!” project [ 39 ] 
(Courtesy of Dr. Najma 
Siddiqi)       
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 Many patients experience memory impairment in the acute phase of delirium, 
with registration being affected, due to the inattention and distractibility. The recent 
memory appears to be more affected than the remote, and this contributes to the 
disorientation found in delirium. 

 Psychomotor disturbances can be in the form of excitement or agitation, but 
more commonly the patient becomes apathetic and inactive especially in old age. In 
the hyperactive state, patients may appear hyperalert, scanning their environment 
and demonstrating agitated behaviour which can make care diffi cult, for example, 
pulling out intravenous lines and catheters, and even striking out at staff. A patient 
in a hypoactive state will be less alert with slowed motor movements, decreased 
pace of cognition and verbal responsiveness [ 12 ]. 

 Delirium most commonly presents as mixed state, with periods of both hypoac-
tivity and hyperactivity within a matter of minutes or hours [ 13 ,  14 ], and further-
more the hypoactive delirium is associated with a poor outcome [ 14 ]. The hypoactive 
(reduced psychomotor activity) subtype is more common than the hyperactive sub-
type and is often under-recognised. The obvious lack of noticeable agitation, psy-
chosis and disruptive behaviour may mean that an observer or a carer may take little 
notice of an elderly patient who is causing no management problem. 

 Table  14.2  illustrates a useful mnemonic to illustrate the clinical features of 
delirium.

   Emotional disturbances in the form of apathy are the most commonly described; 
however, anger, irritation, terror, apprehension, bewilderment and even euphoria 
can also be seen. The fl uctuation in symptoms, severity and level of arousal is com-
mon and makes the diagnosis challenging. Symptoms are often at their worst in the 
evening and at night and might be referred to as ‘sun-downing’, particularly in indi-
viduals with underlying dementia [ 15 ]. 

 Disorganised thinking and disturbance of perception in the form of illusions and 
hallucinations are common and can occur in up to 40 % of patients. Hallucinations 
are usually visual, ranging from dreamlike experiences to terrifying visions of dan-
gerous animals and bizarre images. Less frequently, hallucinations involving other 
modalities can be present such as auditory or taste. Delusions are typically of para-
noid in theme, for example, the patient is commonly worried that the staff are poi-
soning them or intending them harm.  

   Table 14.1    Clinical features of delirium: ICD10   

 Disorientation in time, place and person 

 Symptoms have rapid onset and show fl uctuations over the course of the day 

 At least one of the following psychomotor disturbances is present: rapid, unpredictable shifts 
from hypoactivity to hyperactivity; increased reaction time; increased or decreased fl ow of 
speech; enhanced startle reaction 

 Disturbance of sleep or the sleep-wake cycle, manifest by at least one of the following: 
insomnia, which in severe cases may involve total sleep loss, with or without daytime 
drowsiness or reversal of the sleep-wake cycle; nocturnal worsening of symptoms; disturbing 
dreams and nightmares, which may continue as hallucinations or illusions after awakening 
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14.5     Aetiology of Delirium 

 The development of delirium, results from complex interwoven multifactorial 
pathophysiological factors as illustrated in Table  14.3 .

   These factors include, brain insults, e.g., hypoxia with aberrant stress response 
and excess cortisol along with exaggerated central nervous system infl ammation. 
Relative cholinergic defi ciency and dopaminergic excess can partly explain why 
one person will suffer from delirium, but not another. However, whether these are 
predisposing or precipitating factors or merely an epiphenomenon requires further 
clarifi cation. 

 It was shown that existing neurodegenerative pathology is associated with greater 
susceptibility to delirium secondary to an exaggerated response to systemic and 
CNS infl ammatory signals due to factors such as microglial, priming and synaptic 
loss at key areas of the brain (such as the hippocampus), which in turn are associated 
with heightened and more prolonged transcription of infl ammatory mediators [ 16 ]. 
Biomarkers can provide better understanding of the pathophysiology of delirium, 
and they also allow more accurate detection and assessment of the illness severity 
as well as monitoring the response to treatment. Studies so far have taken into 
account other confounding factors such as age, prior cognitive function impairment, 
including dementia and severity of morbidity, hence aiming in identifying people at 
risk of developing delirium in any setting. In the literature, EEG has been described 
as being potentially helpful in identifying delirium suggestive neuro-electrical 
activity; however, practicalities of doing an EEG on a delirious patient limit its 
widespread use [ 17 ].  

14.6     Diagnosis of Delirium 

 There is a common consensus that delirium is under-diagnosed in clinical practice 
[ 2 ,  18 ]. It is suggested that between one and two thirds of delirium cases do not get 
recognised and diagnosed [ 19 ], mainly because, the hypoactive form of delirium 

   Table 14.2    Physical: mnemonic for the clinical features of delirium   

  P erplexity: due to acute onset of delirium, the patient is often bemused and bewildered, which 
may better distinguish it for dementia than, say, clouding of consciousness 

  H allucination: mainly visual 

  Y awning: by day, due to lack of sleep at night 

  S uspicion: misapprehensions and frank delusions, secondary to cognitive disorder 

  I llusions: distorted perceptions 

  C ognitive impairment: memory, communications, comprehension, judgement 

  A pathy or  A gitation: psychomotor disturbances 

  L ability of mood: laughter, tears, anger, terror 

  Adopted from “Seminars in old age psychiatry” with permission [ 52 ]  
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can be easily missed; the clinical appearance of the syndrome may fl uctuate and 
there could be an overlap with dementia. Clinicians may lack awareness of delir-
ium, particularly on general medical and surgical wards, and may not possess the 
skills to diagnose and manage delirium. In addition, multiple ward transfers, staff 
shift patterns and understaffi ng can all contribute to delirium being underdiagnosed. 
Delayed detection or failure to diagnose are both associated with poor outcomes 
including high mortality [ 20 ]. 

 Improving delirium detection should focus particularly on increasing staff aware-
ness of less obvious presentations, such as those that involve hypoactivity, as they are 
easily mistaken for ‘fatigue’ or ‘frailty’ in the seriously unwell or post- operative 
patients. The acute phase of delirium is preceded by what is described in the literature 
as “prodromal phase” during which early detection and prevention of transition to full 
syndrome illness can be achieved [ 21 ]. This prodromal phase could include symptoms 
like anxiety, general malaise and a variety of non-specifi c complaints, deterioration in 
cognitive function, reduced pain tolerance and simply ‘patients not being themselves’ 
[ 21 – 26 ]. This shows the importance of knowing the patient’s pre-morbid personality. 

 The importance of eliciting a good collateral history cannot be over-emphasised, 
as the observation of the people around this seems to be more important, since the 
patient may not be able to give a clear account of their problems. Observing, moni-
toring and recording the patients’ overall level of arousal throughout the interaction 
could be considered equally important as baseline vital signs observations. 

 In general, delirium detection is a two-stage process involving initial screening with 
the help of a brief, simple and sensitive instrument as described below, followed by a 
formal diagnosis using the ICD10 code which is of high specifi city for identifying 
delirium. Simple tests which have high sensitivity and relative specifi city for diagnos-
ing delirium, such as attention, digital spatial span, “serial seven” or naming months 
backward, can all be used as initial screening tools [ 27 ]. The second stage of assess-
ment involves the confusion assessment method which is a delirium-specifi c tool and 
includes a series of parameters like the acute onset inattention, disorganised thinking, 
altered level of consciousness, disorientation, memory impairment, perceptual distur-
bances, psychomotor agitation or retardation and altered sleep- wake cycle as its main 
components [ 28 – 30 ]. This could be followed by formal assessment for delirium by 
applying ICD-10/DSM-IV for patients who screen positive from the fi rst stage. 

 Cognitive tests for delirium (CTD) and delirium rating scales (DRS) tools, have 
been proven to be very useful in distinguishing delusion from other neuro-phychiatric 
conditions such as depression and dementia [ 31 ,  32 ]. Other structured cognitive 

  Table 14.3    Predisposing 
factors  

 Ageing or neurodegenerative disease of the brain 

 Impairment of vision and hearing 

 Reduced synthesis of neurotransmitters (especially 
acetylcholine) 

 Changes in pharmacokinetics and pharmakodynamics 

 High prevalence of chronic diseases and high susceptibility to 
acute illness 

  Adopted from “Seminars in old age psychiatry” with permission [ 52 ]  
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screening tests such as the MMSE or the abbreviated mental score can also be used to 
test patients’ cognition; however, often patients fi nd it diffi cult to engage and complete 
these tests. There are some other tests of attention that can be used, such as asking 
patients to name the months of the year, or the days of the week in reverse, or asking 
the patient to spell their last or fi rst name backwards, or to perform a serial subtraction 
(counting backwards) from 100. Defi cit in attention, recall and orientation in the setting 
of an acute change in mental state is very suggestive of delirium. Gathering collateral 
information from the family, relatives, spouses or other carers is vital. Comprehensive 
physical examination may uncover signs suggestive of an underlying cause for the 
delirium, and it is also important to remember that patients, particularly the frail and 
elderly ones, may have multiple causes of delusion, active at the same time. 

 Investigations such as full blood count, urea and electrolytes, blood glucose, liver 
function and thyroid function tests, an MSU (midstream specimen of urine) and, pos-
sibly, a chest X-ray may be indicated for diagnosing any underlying acute illness 
contributing to the development of delirium. Other investigations may be considered 
on an individual case basis such as blood culture, arterial oxygen saturation, toxicol-
ogy screening or more advanced tests such as EEG (electroencephalogram) or CT 
(computerised tomography) and MRI (magnetic resonance imaging) scanning.  

14.7     Management of a Patient with Delirium 

 The diagnosis and management of delirium remains challenging, because it usually  
presents with other complex multi-morbidity; hence, it is often being treated as a 
symptom rather than a syndrome and is therefore not addressed as a condition in its 
own therapeutic right. What is clear though is that delirium has a highly predictable 
occurrence and hence should be amenable to primary prevention. ‘Delirium readi-
ness’ has been described, where the interaction of a range of predisposing factors 
with acute precipitants results in the emergence of delirium [ 33 ]. Innouye and 
Charpentier [ 34 ] identifi ed a set of predisposing and precipitating factors such as 
male, age >65, baseline cognition, hearing and visual impairment, polypharmacy, 
any coexisting medical or surgical conditions, pain, constipation, frailty and sleep 
deprivation as predisposing on the one hand and the use of restraints, bladder cath-
eterization, malnutrition, addition of a new drug the previous day and any major 
iatrogenic event as the precipitating factors on the other hand which together 
increase the risk of developing delirium substantially. 

 The combination of all these factors predicted a 17-fold increase in the relative 
risk of older medical inpatients developing delirium. Subsequent work has validated 
this model in older patients undergoing hip surgery [ 35 ]. 

 The NICE guideline [ 2 ] describes a range of recommendations to prevent delir-
ium, suggesting that a patient with delirium needs to be cared by a multidisciplinary 
team and that team members should be trained and competent in delirium preven-
tion and management. 

 Interventions to prevent symptoms such as dehydration and constipation, to man-
age pain, or current illness (e.g. infections) and to review polypharmacy are 
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important strategies in prevention. NICE also highlights the importance of sensory 
impairment and poor sleep pattern as factors which could also increase the risk of 
developing acute delirium [ 2 ].  

14.8     Delirium in Care Homes 

 Delirium is common in elderly, frail residents in care home settings, who may 
already be suffering from dementia, along with other precipitating factors, such as 
infections, medication interactions, polypharmacy and environmental changes [ 36 ]. 

 There is a great number of preceding symptoms that could be observed by the care 
home staff over days and weeks leading up to the development of more obvious clini-
cal symptoms of delirium such as those comprising the  “clouding of consciousness” 
entity [ 37 ]. Apart from being obviously confused, residents can become quiet and 
sleepy, or agitated and disorientated. Delirium increases the risk of admission in hos-
pitals, falls, development or worsening of dementia and eventually death [ 38 ]. Care 
home staff are in a unique position of identifying subtle changes that often precede a 
full-blown episode of delirium; however, due to factors such as high staff turnover, or 
poor training and inexperience, lead to, poor identifi cation and recognition of impor-
tant prodrome signs and symptoms of delirium [ 39 ]. 

 Delirium contributes to increased healthcare costs when admission to hospital 
occurs: preventing these admissions is thus a focus for policy-makers and 
commissioners. 

 Hospital admission could be prevented by adopting simple strategies by care 
home staff, such as better lighting to improve orientation, avoiding unnecessary use 
of catheters and medications that potentially could increase delirium risk. Is worth 
highlighting the recent Cochrane review which assessed the role of two major inter-
ventions which included adequate hydration and review by a pharmacist to adjust or 
stop medications that could potentially increase the risk of delirium [ 36 ]. 

 The results of a recent project (at the time of writing this chapter) called “Stop 
Delirium” [ 39 ], were promising. This is a feasibility study to develop and evaluate 
a complex intervention, aimed at delirium prevention and management in care 
homes. The aim was to develop an enhanced educational package to improve delir-
ium care for older people. The package had interactive teaching for staff, encourag-
ing them to take ownership of the project with individuals to ‘champion’ the change 
and a ‘delirium practitioner’ working with staff.  

14.9     “STOP DELIRIUM” Project 

 The study included a survey to explore staff’s perception and experience of integrat-
ing delirium prevention and management activities into their daily care routine. 

 The main outcome of the project showed that the care home staff were more 
aware of the common triggers of delirium like infection, constipation, medication 
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effects, dehydration, falls and moving to a noisy or new environment. Interestingly 
this project resulted in broadening care workers’ répertoire in managing confusion 
and increasing their confi dence in identifying early signs. 

 The  culture  of a care home also infl uences the quality of relationships between 
staff and residents [ 40 ]; thus, staff may perceive aggressive and unpredictable 
behaviours as indicating that the resident is deliberately not cooperating [ 41 ]. 
Interestingly this project resulted in broadening care workers’  répertoire in manag-
ing confusion and increased their confi dence in identifying early signs.  

14.10     Management of Patients with Delirium in Primary Care 

 Most patients with delirium can be managed in primary care if the symptoms and 
signs are identifi ed early enough. As most common causes of delirium are related to 
common infections, such as those of urinary and respiratory tract, localised or gen-
eralised pain due to degenerative causes like osteoarthritis or drug interactions. The 
primary care clinician needs to identify the cause of delirium, if possible at the 
‘prodromal’, or early stage, with the help of carers if a patient is at home, or staff in 
residential homes. 

 In more severe cases, where the patients’ behaviour poses a risk to either the 
patients themselves or their carers, they may then need to be removed from their 
usual surroundings to a safe place, which usually means hospital admission is 
required. Alternatively, if the primary care clinician has access to an  Intermediate 
Care  scheme, where a step-up in nursing care can be provided, in the patient’s 
home, this may be a more appropriate option. It is important to bear in mind that 
confused, frail elderly patients are likely to get more confused in unfamiliar and 
new settings, hence admission to hospital should only be considered as the last 
resort, where more complex problems have developed and expert management is 
required or when patient safety is compromised. 

 Prevention of delirium by non-pharmacological intervention has a key role in the 
overall management of this syndrome. There is strong evidence to suggest inci-
dence of delirium can be reduced, and its severity and duration can be controlled by 
implementing simple management interventions [ 42 ]. These include assisting ori-
entation, enhancing effi cacy, promoting sleep-wake cycle, pain relief and optimis-
ing physiological parameters (hydration, electrolyte balance) [ 42 ]. Delirium is a 
complex syndrome, hence rigid protocols and guidelines have limited impact, and 
an individualised approach is vital [ 43 ,  44 ]. 

 Interventions targeting at reducing the incidence of delirium should also be 
focused on minimising polypharmacy, and preventing dopamine-acetylocholine  
imbalance. Regular reviews of patients’ medications, and prescribing only the 
essential ones in the lowest minimum doses, should be the initial clinical interven-
tion before any other pharmacological agent is to be considered to treat troublesome 
symptoms of delirium. Sudden withdrawal of certain medications, together with 
administration of deliriogenic drugs and benzodiazepines or anticholinergic agents, 
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have been implicated in across population [ 45 ]. The anticholinergic side effects of 
many commonly prescribed medications are not acknowledged by a great propor-
tion of clinicians [ 46 ]. However, it is well known that under- treatment of common 
pathological issues like pain is linked to an increased incidence of delirium [ 47 ]. 

 Acetylcholine-dopamine imbalance or neurochemical theory exploring pharma-
cological prevention has focused upon agents that either diminish dopaminergic or 
enhance cholinergic functions [ 48 – 50 ]. The role of these medications in co-morbid 
dementia is unclear though, and prescription of these agents has been aiming to treat 
distressing symptoms or to provide sedation in the event of an uncontrolled and dif-
fi cult to manage crisis. 

 Management of a patient with delirium also includes ensuring their personal 
safety, orienting them with clocks and ensuring the room is light in the daytime and 
dark at night. Pharmacological treatment may become necessary to treat behav-
ioural and psychotic symptoms of delirium; haloperidol has been shown to be effec-
tive for the treatment of behavioural symptoms of delirium. The Cochrane database 
systemic review has shown low-dose haloperidol, less than 3 mg, being effective in 
reducing the degree and duration of behavioural symptoms of delirium in elderly 
post-operative patients [ 51 ]. Haloperidol is as effective as atypical antipsychotic 
medications, but causes more side effects in higher doses. NICE [ 2 ] also refers to 
the use of haloperidol or olanzapine; however, haloperidol can potentially cause 
life- threatening complications in patients suffering from Parkinson’s disease or 
Lewy body dementia. Hence, it is best to be avoided, especially in the initial stages, 
as the symptoms of this condition may not be obvious during this time. 

 A study [ 48 ] reported the effi cacy of various agents in reducing the behavioral symp-
toms of delirium. Risperidone and olanzapine at doses of 0.5–4 mg and 2.5–11 mg 
showed effectiveness of 80–85 % and 70–75 % respectively; however, based on the 
author’s (RN) experience as an old-age specialist psychiatrist, lower doses than the ones 
mentioned above may be suffi cient. Thus, most patients will respond up to 2 mg of ris-
peridone or 7.5 mg of olanzapine, without experiencing any major adverse effects. It is 
important to note that most atypical antipsychotic medications lose their pharmacologi-
cal benefi ts at higher doses. It is worth mentioning that there are currently no high-
quality double-blind trials available for this population of patients with these behaviour 
symptoms of delirium. The CSM [ 31 ,  32 ] issued a warning; highlighting an increased 
risk of cerebrovascular events in the patients suffering with delirium, with background 
dementia, who were treated with risperidone or olanzapine. Interestingly it was also 
found that the majority of antipsychotics have a potential to increase that risk. 
Benzodiazepines are usually considered when delirium is associated with withdrawal 
from alcohol, and where sedation is required, such as in cases of Lewy body dementia 
(DLB). Short-acting lorazepam is usually the preferred choice as it has a rapid onset, 
shorter duration of action and sedative properties. In suspected cases of DLB, rivastig-
mine has been found to be more effective than placebo [ 50 ]. It is important that these 
medications are reviewed regularly by the prescriber and should be discontinued after 
one week of continuous treatment if delirium has resolved.  
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14.11     Case 

 Mrs. A is an 86-year-old widow who has been a resident of a care home for the past 
6 months. She had a history of diabetes, myocardial infarction, osteoarthritis and 
treated hypertension. There was no prior history of involvement with psychiatric 
services. She was placed in the residential home as she was struggling to look after 
herself after the death of her husband one year ago. Her GP had treated her for 
depression with antidepressants for a few months, but then she had suffered a num-
ber of falls and felt to be unsafe living alone. 

 The care home manager was informed by the staff that Mrs. A was increasingly 
confused with paranoid ideas – telling her family that the staff were poisoning her 
food and had been stealing her clothes. The manager called the GP who visited and 
talked to both Mrs. A, and the staff on duty. Mrs. A told the GP that she could see a 
man in her room at nights, and that frightened her. The GP examined Mrs. A and 
asked for an MSU (midstream specimen of urine) to be sent for microscopy and 
cultures, after the staff reported that Mrs A’s urine had an offensive smell. 

 The GP suggested that Mrs. A might have had a urine infection and prescribed 
empirically a course of trimethoprim, and also suggested that the antihypertensive 
agent (ramipril) should be reduced as her blood pressure was as low as 100/60. Blood 
sample for basic laboratory investigations was obtained (FBC, U&Es, BS and 
HbA1C), and arranged to see Mrs. A in a couple of days, but Mrs. A had been unwell 
overnight and the staff contacted the general practice and reported that the patient had 
been shouting all night and was trying to take the bedclothes off, as there were ‘ants 
on the bed’. She seemed frightened by something, and the staff reported that they were 
not able to manage her. 

 The GP visited the care home again and found Mrs. A in a very agitated state, 
crying and talking about ‘the man in the corner’. The doctor telephoned Mrs. A’s 
daughter who reported that her mother had been forgetful prior to her admission to 
the care home, and she was worried that Mrs A. had not been eating enough as she 
had seemed to have forgotten how to cook. The GP suggested that they should try to 
manage Mrs. A in the care home and gave advice about how to support and monitor 
her, and prescribed risperidone (0.5 mg to use at night). A few days later the MSU 
result confi rmed a urinary tract infection, sensitive to trimethoprim. The following 
week, the GP contacted the care home to review Mrs. A’s progress, and the manager 
reported that no risperidone had been given for the previous three nights. However, 
although Mrs. A was found to be less confused and agitated, the manager said she 
was very forgetful and asked if she could be referred for an old age psychiatry assess-
ment. A domiciliary visit was arranged and the psychiatrist elicited collateral infor-
mation from her daughter, which suggested memory problems for previous 2 years. 
Mrs. A scored 66/100 on a cognitive test (ACE 3). The psychiatrist suggested then 
that a CT scan was needed to identify cerebrovascular disease and to exclude a sub-
dural haematoma or any space-occupying lesion, and the relevant referral was made. 

 The psychiatrist gave advice to the staff about how to manage future episodes of 
delirium and confusion, and asked the GP to re-prescribe risperidone for use on a 
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“PRN” basis until the results of the CT scan became available. The psychiatrist 
indicated that the community psychiatric nurse from the local old-age community 
mental health team should visit and support Mrs. A and the care home staff.  

14.12     Suggested Activities 

14.12.1     Reflections 

 Consider the case of Mrs. A and what your role would have been in her manage-
ment. Would you do anything differently? 

 What is the role and the risks of prescribing  antipsychotic medications in older 
people? 

 What services are available in your area to support older people to remain in their 
own home/residential home?  

14.12.2     Audit: Prevention of Delirium 

    Aim and Objectives 
 To set up strategies to prevent new cases of delirium 

 Primary outcome would be to investigate whether these strategies could improve 
the incidence of delirium and aiming at cultivating awareness and to increase the 
confi dence of the staff involved in recognizing the early signs of delirium.  

    Background 
 Delirium in elderly in care homes is common but preventable. This proposed audit is 
to explore a review strategy setting up in care homes with the help of a local pharma-
cist, also regular dipstick, pain and bowel movement review and eliciting any change 
in the behaviour of the residents. There is extensive bibliographic evidence available 
to support these strategies are effective in reducing the incidence of delirium.  

    Method 
 This would be a prospective audit with data collection spanning over an 8-week 
period. The standards are medication review, urine dipstick, pain, bowel movement 
monitoring and exploration of change in the resident’s behaviour. The standards 
should be set at 100 % as all residents would have these monitored.  

    Data Collection 
•     Proforma:

 –    Initials  
 –   Age  
 –   Sex  
 –   Known diagnosis  
 –   Current meds  
 –   Physical status     
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•   Week 1–8
 –    Medications review  
 –   Urine dipstick  
 –   Pain chart  
 –   Bowel movement  
 –   Observation of behaviour          

    Conclusions 
 Delirium is a serious public health problem with a high incidence and prevalence 
across all care settings. Age and cognitive impairment are the major predisposing 
factors of delirium, and infections, vascular, metabolic, drugs and anoxia are 
common precipitants. Delirium carries a serious risk of mortality, much greater 
than dementia. Despite this, delirium is frequently under-recognised and 
under-treated. 

 Delirium is common in care home settings and potentially preventable with the 
right strategies; this may not happen routinely due to lack of knowledge and inade-
quate training of the health care professionals. An organisational approach is essen-
tial to prevent this condition developing, with education of everyone delivering care 
as an essential component. 
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15.1           Introduction 

 Psychosis is a particularly distressing psychiatric illness for sufferers and their car-
ers, and it can feel especially diffi cult for practitioners dealing with its uncertain 
course whilst trying to instil hope. Although assessing and managing a patient with 
psychosis in primary care can be daunting, the majority of patients should also 
receive input from mental health services. Psychotic symptoms are found in a wide 
range of medical and psychiatric conditions. Patients with psychosis in later life can 
be divided into three groups: those with pre-existing schizophrenia, new diagnoses 
of schizophrenia (‘late-life schizophrenia’, also known as ‘late paraphrenia’) and 
other conditions producing hallucinations or delusions (dementia, delirium, mood 
disorders, delusional disorder, paranoid personality disorders). As the population 
ages and treatments improve, the fi rst group is getting signifi cantly larger and mak-
ing up a greater proportion of mental illness in older people. The prevalence of all 
psychotic disorders over 65 years of age is 4–6 %, rising to 10 % over 85 years. 
However, a large proportion of these cases are related to dementia. True schizophre-
nia or delusional disorder in the over-65s has a prevalence of 0.5–1.0 %. There is a 
female preponderance, with a ratio of female to males of 5:1, which is partly because 
the onset of schizophrenia tends to be later in females. Sixty per cent of older people 
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with psychosis have paranoid schizophrenia, 30 % delusional disorder and only 
10 % all other forms of psychosis [ 1 ].  

15.2     Symptoms and Classification 

 Psychosis is best conceptualised as a syndrome with delusions and hallucinations as 
its core features [ 2 ] (Table  15.1 ). A delusion is a fi xed, false belief that is out of 
keeping with one’s social, religious and cultural background. Hallucinations are 
perceptions in the absence of stimuli and can occur in any of the sensory modalities. 
An illusion is a distortion or misinterpretation of a stimulus and is not considered to 
be a psychotic phenomenon. A psychotic patient will often experience more than 
just the core symptoms of psychosis.

   Auditory hallucinations can be classifi ed further into second or third person, 
command, running commentary and by the nature of the content, for example, 
derogatory or complimentary. Other symptoms associated with psychosis include 
 thought interference,  i.e. thought echo, insertion, withdrawal and broadcast, and 
 thought disorder  where breaks in the train of thought lead to illogical speech con-
tent. Although these symptoms are included in the diagnostic criteria for schizo-
phrenia, they are not pathognomonic for the condition. There are no pathognomonic 
symptoms of schizophrenia but characteristic distortions of thinking and perception 
and inappropria t e or blunted affect are considered to be core features [ 3 ]. 

 Psychiatrists refer to ‘positive’ and ‘negative’ psychotic symptoms especially in 
relation to schizophrenia. ‘Positive’ symptoms refer to the core psychotic features, 
i.e. delusions and hallucinations, whereas negative symptoms are marked apathy, 
social withdrawal and blunting of affect [ 3 ]. 

 A decline in social and occupational functioning often refl ects the severity. The onset 
of psychosis can occur in younger adult life with the sufferer ‘graduating’ into old age 
with their psychotic illness or symptoms can present for the fi rst time in old age. 

15.2.1     Functional and Organic Psychoses 

 Broadly speaking psychosis can be divided into functional and organic. The term 
‘organic’ indicates a detectable physiological or structural change, resulting in a 

   Table 15.1    Symptoms of psychosis   

 Core symptoms  Delusions, hallucinations 

 Behavioural changes  Apathy, aimlessness, self-absorbed attitude 

 Mood symptoms  Depression, anxiety 

 Vegetative changes  Energy, sleep, appetite 

 Motor changes  Excitement, posturing, stupor 

 Cognitive symptoms  Planning, reasoning, problem solving, working 
memory 
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disturbance of normal functioning, and is commonly due to delirium (psychiatric 
manifestation of an underlying medical condition characterised by changes in con-
sciousness and cognition) and neurodegenerative disorders, for example, dementia 
and Parkinson’s disease. Other examples are during the use of, and following with-
drawal from, alcohol and psychoactive substances and from brain damage [ 3 ]. A 
predominance of olfactory, tactile, gustatory and visual hallucinations point towards 
an ‘organic’ cause for the psychosis. The word ‘functional’ applies to conditions 
where there is no identifi able physiological or anatomical change to explain the 
symptoms, and from a psychiatric perspective, this includes psychotic, affective and 
neurotic disorders. When psychotic symptoms are present in nonpsychotic disor-
ders, for example, depression, it often refl ects the severity of the underlying primary 
condition.  

15.2.2     Primary Psychotic Disorders 

 The term ‘primary psychotic disorder’ refers to a heterogeneous group of ‘functional’ 
disorders. In the World Health Organization’s International Statistical Classifi cation 
of Diseases and Related Health Problems (ICD-10), which are the main psychiatric 
diagnostic guidelines in the UK, schizophrenia, schizotypal disorder, schizoaffective 
disorder, persistent delusional disorders, induced delusional disorders, acute and tran-
sient psychotic episodes and ‘other non-organic psychotic disorders’ are considered to 
be primary psychotic disorders. The term ‘other non-organic psychotic disorders’ is 
assigned to psychotic symptoms that don’t meet the criteria for the mentioned psy-
chotic disorders or any other psychiatric disorder. 

 Schizophrenia is further classifi ed as either paranoid (which is the commonest 
type), hebephrenic, catatonic, residual, undifferentiated or simple schizophrenia. 
‘Schizotypal disorder’ is grouped with schizophrenia due to a probable genetic link 
and the similarities in anomalies of thinking, odd behaviour and affect [ 3 ]. In schizoaf-
fective disorder, both affective (mood) and schizophrenic symptoms are prominent in 
the same episode. There are essentially two types: manic and depressive [ 3 ]. 

 Persistent delusional disorders are characterised by long-standing delusions 
which cannot be explained by schizophrenia, an affective disorder or an organic 
process. Delusions must be present for at least 3 months. Induced delusional disor-
der is a rare condition whereby two or more people with close emotional links share 
the same delusion [ 3 ]. 

 ‘Acute and transient psychotic disorders’ include acute polymorphic (highly 
variable) psychosis with or without symptoms of schizophrenia, acute schizophrenia- 
like psychosis and an acute predominantly delusional psychosis [ 3 ].  

15.2.3     Late-Onset Schizophrenia 

 Historically late-onset psychoses have sat uncomfortably in their relation to schizo-
phrenia due to the existence of both signifi cant similarities and differences and perhaps 
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a tendency to attribute late-onset psychoses to organic causes. Interestingly, neither 
ICD-10 or the American Psychiatric Association’s fi fth edition of the Diagnostic and 
Statistical Manual of Mental Disorders (DSM-V) contain ‘codeable’ separate diagno-
ses for late-onset schizophrenia which means that the diagnosis is made by meeting the 
diagnostic criteria for schizophrenia irrespective of age. Although the fi rst onset of 
schizophrenia, for the majority of suffers, occurs in late adolescence and early adult 
life, there is a small, but nonetheless signifi cant, proportion of people who have their 
fi rst onset of schizophrenia in middle or old age [ 4 ]. Meesters et al. revealed the 1-year 
prevalence of early-onset, late-onset and very late-onset schizophrenias to be 0.35 %, 
0.14 % and 0.05 %, respectively [ 5 ]. 

 Due to this debate, there was an international consensus in 1998 which closely 
examined existing research, and it was agreed that the word schizophrenia should be 
used for both early- and late-onset cases. Late-onset schizophrenia was divided fur-
ther into late and very late onset representing onset after the age of 40 and 60 years, 
respectively [ 4 ].  

15.2.4     Similarities and Differences Between Early- and 
Late- Onset Schizophrenias 

 The similarities between early- and late-onset schizophrenias include genetic risk, 
the presence and severity of positive symptoms, early psychosocial maladjustments 
and subtle brain abnormalities revealed by imaging. Late-onset schizophrenia, as 
compared to the early-onset subtype, has fewer negative symptoms and suffers tend 
to perform better on neuropsychological testing and respond better to antipsychotic 
medication [ 6 ,  7 ].  

15.2.5     Risk Factors for Psychosis in Older People 

 Risk factors for psychosis in older people include frontal and temporal cortical 
degeneration, neurochemical changes associated with ageing, social isolation, sen-
sory defi cits, cognitive decline, pharmacokinetic and pharmacodynamic changes 
associated with age and polypharmacy [ 6 ,  8 ,  9 ].   

15.3     Assessment of the Patient 

 Psychotic symptoms should be routinely and specifi cally enquired about because 
they won’t necessarily be reported. Physical conditions can produce psychotic 
symptoms, for example, in delirium; therefore, one must undertake a thorough med-
ical assessment which includes a collateral history from a carer or family member 
and a full physical examination to rule out and treat any underlying causative medi-
cal pathology. A thorough physical examination and full set of blood tests (to 
exclude metabolic causes for symptoms) are considered essential. This assessment 
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should be carried out in primary care, the Emergency Department (when a patient 
has presented acutely and been taken to the ED), on a medical ward, if the patient 
has been admitted, or by the old age psychiatrist. 

 A medication review is another important part of the investigation of psychotic 
symptoms as there are a number of medications that can cause psychotic symptoms 
(Table  15.2 ) during their use or withdrawal.

   Whilst GPs and hospital doctors should be able to assess a patient, and identify 
symptoms suggestive of a psychosis, the diagnosis will usually be made by an old 
age psychiatrist.  

15.4     Management of Psychosis in Older People 

 Following diagnosis of psychosis, the old age psychiatrist should negotiate a 
management plan with the patient, their carer (if appropriate), and communicate 
this to the primary care physician. 

15.4.1     NICE Guideline 

 A guideline from the National Institute for Health and Care Excellence (NICE) [ 10 ] 
addresses the management and treatment of primary psychotic disorders in adults 
under the age of 60 years, but there are no similar published guidelines for the over 
60 age group. There are however general principles which can be applied to the over 
60 years age group. 

 The NICE guideline recommends working in partnership with the service user 
and their carer in an ‘atmosphere of hope and optimism’ [ 10 ]. There is a strong 
emphasis on the management of both mental and physical health, the role and needs 
of carers and the recovery model leading to optimal social functioning. 

 The NICE guideline (2014) recommends a prompt referral to mental health services 
if a distressed person, with an associated decline in social functioning, has transient or 
attenuated psychotic symptoms, other experiences or behaviour suggestive of possible 
psychosis or a fi rst-degree relative with psychosis or schizophrenia. The guideline 

   Table 15.2    Medications potentially causing psychotic symptoms   

 Antihistamine  Cimetidine 

 Anti-Parkinson drugs  Levodopa, amantadine, bromocriptine and 
procyclidine 

 Anti-arrhythmics  Digoxin, propranolol, quinidine, procainamide 

 Anti-infl ammatory drugs  Aspirin, indomethacin 

 Anticonvulsants  Phenytoin, primidone, carbamazepine 

 Steroids  Prednisolone 

 Other drugs  Benzodiazepines and anticancer drugs 

  From Wood et al. [ 33 ] with permission  
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stipulates that the assessment should be carried out by a consultant psychiatrist or a 
trained specialist with experience in at-risk mental states [ 10 ]. 

 Mental health services should now be offering carers, an assessment of their 
needs forming the basis of an annually reviewed care plan which should be received 
by their GPs. Carers should also be advised about their statutory rights to a formal 
carer’s assessment from social care services and how to access it. With the service 
user’s permission, carers are to be included in decision-making and be offered a 
‘carer-focused education and support programme’ [ 10 ], which has a positive mes-
sage about recovery. 

 Oral antipsychotic medication and psychological input, namely, family interven-
tion and cognitive behavioural therapy, are the mainstays of treatment. Psychological 
interventions are not recommended on their own. 

 The management of psychosis in older people requires special consideration 
especially with respect to prescribing medication but also to the legal framework 
under which treatment is administered. It is not uncommon for treatment decisions 
to be made in a patient’s best interests under the Mental Capacity Act 2007 when 
they lack capacity to consent for themselves, for example, when managing BPSD in 
dementia, or to use the Mental Health Act 2007 when assessment and treatment are 
necessary to manage risk to the patient or others.  

15.4.2     Antipsychotic Medication 

 Antipsychotic drugs are amongst the most commonly prescribed psychotropic med-
ications and are the mainstay of treatment for psychotic symptoms. Second- 
generation antipsychotics, also known as  atypicals , are generally preferred over 
fi rst-generation antipsychotics, also known as conventional and typical antipsychot-
ics, and are considered fi rst-line treatments internationally [ 11 ]. The most popular 
second-generation antipsychotics are risperidone, olanzapine, quetiapine, aripipra-
zole and clozapine. There are few well-conducted trials on antipsychotic use in the 
elderly with the most evidence existing for risperidone. 

 Antipsychotics should not be initiated in primary care, for a fi rst presentation of 
psychosis, unless on the advice of a consultant psychiatrist. 

 Prescribing psychotropic medication in the elderly requires special consider-
ation; one must take into account medical co-morbidities and polypharmacy and the 
altered pharmacodynamics and pharmacokinetics associated with ageing. 

 A prescriber not only needs to be mindful of drug interactions and the increasing 
frequency and severity of side effects [ 12 ], compared to a younger adult population, 
but also needs to bear in mind that older patients may be more susceptible to devel-
oping the more serious side effects of psychotropic medication, for example, stroke 
with antipsychotics [ 13 ] and agranulocytosis [ 14 ] and neutropenia with clozapine 
[ 15 ]. There is a slower rate of drug absorption, due to reduced gut motility and 
reduced gastric acid secretion, resulting in a somewhat delayed onset of action 
although the same amount of the drug is eventually absorbed [ 16 ]. 

 Although liver size is reduced in the elderly, this is only signifi cant in the pres-
ence of hepatic disease or signifi cantly reduced hepatic blood fl ow, meaning 
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there is no signifi cant reduction in metabolic capacity associated with ageing per 
se which is fortuitous since the majority of drugs are metabolised by the liver 
[ 12 ]. The second- generation antipsychotic sulpiride and the mood stabiliser lith-
ium are notable examples of drugs that do not undergo hepatic metabolism before 
renal secretion. As renal function decreases with age, one can assume that all 
elderly patients have at most two-thirds of normal renal function, with e-GFR 
(estimated glomerular fi ltration rate) being the best measure of renal function 
[ 17 ]. There is a greater loss in renal function associated with co-morbidities such 
as heart disease, diabetes and hypertension [ 12 ]. This age-related decline in renal 
function can lead to toxicity and side effects of drugs that are primarily excreted 
via the kidney. 

 Many drug interactions occur because some drugs inhibit or induce liver 
enzymes, meaning a drug can affect the metabolism of another drug indirectly. The 
appendices in the British National Formulary (the BNF) contain details on drug 
interactions. 

 It should be emphasised that drugs should only be prescribed when absolutely 
necessary. A common prescribing principle in old age psychiatry is ‘start low and 
go slow’ [ 18 ] but avoid the temptation to undertreat by prescribing a subthera-
peutic dose; some drugs require the full adult dose in order to achieve the full 
therapeutic effect [ 12 ]. General principles, aimed at reducing drug-related risk in 
the elderly, include once daily administration, fi nding an alternative medication 
when a patient experiences side effects instead of treating the side effects with 
another medication and to ‘avoid, if possible, drugs that block alpha 1 adreno-
ceptors, have anticholinergic side effects, are very sedative, have long half-lives 
or are potent inhibitors of hepatic metabolising enzymes [ 12 ]. 

 A ‘trial’ of an antipsychotic is considered to be medication at the optimum dose 
for 4–6 weeks. Individualised treatment and care plans are promoted with decisions 
about antipsychotic medication informed by their side effect profi les [ 10 ]. 

 Baseline investigations, before prescribing antipsychotics, include weight, 
waist circumference, pulse and blood pressure, fasting blood glucose, HbA1c, 
lipid profi le and prolactin levels and assessment of any movement disorders. 
NICE now recommend the assessment of nutritional status, diet and level of phys-
ical activity. These parameters require regular monitoring. ECGs are indicated if 
specifi ed by the summary of product characteristic (SPC), cardiovascular risk has 
been identifi ed from the physical examination (e.g. hypertension), the patient has 
a history of cardiovascular disease or the service user is being admitted to a psy-
chiatric unit [ 10 ]. 

 Until at least the fi rst 12 months, or until the patient has stabilised, whichever is 
longer, the responsibility for monitoring physical health lies primarily with the sec-
ondary care team. After this time, under shared care agreements, physical health 
monitoring can be transferred to primary care [ 10 ]. Physical health monitoring is a 
pertinent focus of clinical audit. 

    Side Effects of Medication (Table  15.3 ) 
    Generally speaking, fi rst-generation ( typical ) antipsychotics are more likely to 
cause extrapyramidal side effects (EPSEs), anticholinergic effects and sedation at 
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higher doses. Second-generation antipsychotics ( atypical ) are more likely to cause 
metabolic side effects and cerebrovascular adverse events although at higher doses 
EPSEs and sedation do occur. However as a class, atypical antipsychotics should 
not be viewed as a homogenous group in terms of their ability to treat symptoms and 
their side effects [ 19 ]; therefore, the potential risks and benefi ts of a specifi c drug 
should be considered on an individual basis [ 20 ]. 

 There is concern that atypical antipsychotics increase the risk of stroke compared 
to typical antipsychotics. In 2004, there was a Committee on Safety of Medicines 
(CSM) alert issued by the Medicines and Healthcare products Regulatory Agency 
(MHRA) [ 21 ] because manufacturer data showed an increased risk of cerebrovascular 
adverse events (transient ischaemia attacks, strokes) with risperidone and olanzapine. 
The CSM data suggested a threefold risk. Those at the highest risk seem to be people 
over the age of 80 years and presumably those with vascular risk factors although this 
is not yet proven. Mental healthcare providers are now recommended to offer ‘a com-
bined healthy eating and physical activity programme’ [ 10 ] for people with psychosis 
especially those taking antipsychotics. Smokers should be offered help to stop smok-
ing irrespective of previous failed attempts but be mindful of the impact of reducing 
or stopping smoking on olanzapine and clozapine levels. This is due to the hydrocar-
bons in cigarette smoke, not the nicotine, and a reduction in smoking can lead to an 
increase in the plasma levels of these drugs. 

 Interestingly, a 2004 American retrospective population-based cohort study of 
patients over 66 years old taking either risperidone or olanzapine concluded that 
olanzapine and risperidone were not associated with a statistically signifi cant 
increase of stroke compared to typical antipsychotics [ 22 ].   

15.4.3     Behavioural and Psychological Symptoms 
in Dementia (BPSD) 

 BPSD is a descriptive concept, not a diagnostic entity, encompassing a mixed 
group of noncognitive symptoms and behaviours, which includes psychotic symp-
toms, when they occur in the context of a dementia syndrome [ 23 ]. BPSD is a 

   Table 15.3    Common side effects of antipsychotics   

 Extrapyramidal  Acute dystonia, pseudoparkinsonism, akathesia, tardive dyskinesia 

 Anticholinergic  Urinary hesitancy, constipation, blurred vision, dry mouth, delirium 

 Gastrointestinal  Nausea, constipation, diarrhoea 

 Liver  Cholestatic jaundice, raised transaminases 

 Cardiovascular  QTc prolongation 

 Endocrine and metabolic  Weight gain, diabetes mellitus, hyperlipidaemia, 
hyperprolactinaemia, sexual problems 

 Other  Postural hypotension, sedation, hypersalivation, epilepsy, 
cerebrovascular events (TIAs, stroke) 

  Adapted from Karim and Byrne [ 6 ] with permission  
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clear indication for referral to mental health services, and it forms a signifi cant 
part of the workload of old age psychiatry teams, yet it is a somewhat neglected 
area of research [ 24 ]. It is estimated that about two-thirds of dementia sufferers 
experience BPSD at any given time [ 24 ], and this fi gure rises to over two-thirds for 
dementia patients living in care homes [ 25 ]. Early identifi cation leads to a better 
quality of life for suffers and their families: BPSD is a major risk factor for carer 
burden [ 26 ] and institutionalisation [ 27 ] and can also result in neglect and even 
elder abuse [ 28 ]. 

 BPSD is likely to be a complex interplay between mental illness, physical ill-
ness, medication and the environment; therefore, environmental manipulation and 
behavioural treatments should be fi rst-line management options especially in milder 
cases. This is an important but somewhat neglected area of research which is sur-
prising given the controversy surrounding antipsychotic prescribing in dementia. 

 Despite being used for decades, antipsychotic use in the management of BPSD 
is a contentious issue and the subject of enduring debate due to their adverse effects 
and lack of properly conducted studies. Currently, risperidone is the only licensed 
antipsychotic in the UK for BPSD [ 12 ] although there is evidence to support the 
effi cacy of other atypical antipsychotics: olanzapine, risperidone, quetiapine, 
aripiprazole and amisulpride [ 12 ]. There is some evidence to suggest that the cho-
linesterase inhibitors donepezil, galantamine and rivastigmine, which are ordinar-
ily used as cognitive enhancers in Alzheimer’s dementia, can also ameliorate 
psychotic symptoms in the disease [ 29 ,  30 ]. The Royal College of Psychiatrists 
advocates the ‘3T’ approach; target, titration and time, i.e. drug treatments have a 
specifi c symptom target, the starting dose should be low and titrated upwards, and 
they should be time limited. Although more research is needed to establish the 
natural course of BPSD, a 2004 study [ 31 ] suggests that withdrawal from treatment 
after a 3-month symptom-free period can be successful. 

 Both the National Institute for Health and Care Excellence (NICE) and Royal 
College of Psychiatrists have issued guidance on BPSD. Arguably, old age psychia-
trists view the NICE guidelines as too restrictive for their purposes with too great an 
emphasis on the associated risks and unrealistic expectations of resources, and the 
Royal College guidelines are perceived as more useful. A survey completed by 
31 % of career old age psychiatrists indicated that the average number of their 
patient’s prescribed antipsychotics was 40 % with a range of 5–90 %. The most 
common reason for prescribing was psychosis at 93.3 %. The most commonly pre-
scribed antipsychotic by far was quetiapine, and the fi rst-generation antipsychotic 
haloperidol was the second most popular choice [ 32 ].  

15.4.4     Subsequent Acute Episodes of Psychosis and Referral 
in Crisis 

 Crisis resolution and home treatment teams (CRHTT) should now be the single 
point of access to  acute  community and inpatient mental health services. It is also 
the fi rst-line service to support people who are too unwell (severity of symptoms 
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and high risk to self and/or others) to be managed by other community mental health 
teams and should always be considered as an alternative to inpatient admission. 
They also play a key role in early discharge from hospital. Again, oral antipsychotic 
medication and psychological interventions are the mainstay of treatment for acute 
exacerbations or recurrent symptoms [ 10 ]. 

 Service users should be told there is a high risk of relapse if medication is stopped 
in the fi rst 1–2 years. Monitoring for signs of relapse is necessary at least 2 years 
following the withdrawal of antipsychotic medication [ 10 ].  

15.4.5     Psychological and Psychosocial Interventions 

 According to the 2014 NICE guideline, CBT and family interventions can be started 
in the acute phase, including inpatient settings, or later. Consider offering art therapies 
to people with psychosis or schizophrenia, and again this can be started during the 
acute phase of the illness or later. Group art therapies, which promote creative expres-
sion, should be provided by a Health and Care Professions Council registered art 
therapist. Therapies commenced during an inpatient admission should continue after 
discharge. Supportive psychotherapy and counselling should not be routinely offered 
as specifi c interventions, but service user preference should be taken into account 
especially if more effi cacious therapies (CBT, family interventions and art therapies) 
are not available locally. Similarly, it is not recommended to offer adherence therapy 
or social skills training. Family therapy is particularly useful following a recent relapse 
or for someone who is at risk of relapse and also for persistent symptoms [ 10 ].  

15.4.6     Return to Primary Care 

 The current recommendations for mental health services are to ‘offer people 
with psychosis or schizophrenia whose symptoms have responded effectively to 
treatment and remain stable the option to return to primary care for further man-
agement’ [ 10 ]. Physical health monitoring becomes the responsibility of pri-
mary care following the transfer of such responsibility and requires annual 
review with the recommendation that the care coordinator and psychiatrist 
receive a copy of these results.  

15.4.7     Relapse and Re-referral to Secondary Care 

 When a patient with an established diagnosis is showing signs of relapse, one should 
refer to the ‘crisis’ section of the care plan. Referral should also be considered if the 
patient has poor response to treatment, non-compliance to medication, intolerable side 
effects, substance misuse or risk to self or others. Depot antipsychotics (long- acting 
injectable preparations) can be offered for patient preference and to aid compliance. 
Clozapine is offered for treatment resistant schizophrenia, i.e. following an inadequate 
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response to at least two sequential trials of different antipsychotic drugs of which at 
least one should be an atypical antipsychotic [ 10 ].   

15.5     Case Study 

 Mrs Barbara Taylor is an 85-year-old widow who lives alone in a semi-detached 
property. She has no children, but she receives visits from her great-niece every 
2 months. Mrs Taylor had begun repeatedly accusing her neighbour of trying to 
poison her cat by leaving contaminated cat food in her garden and of ‘piping gas’ 
into the house when she was sleeping. She had grabbed her neighbour by his shirt 
threatening to get her own back on him. She could also hear her neighbours making 
negative comments about her at night time, and sometimes she heard a running 
commentary of her actions which was impacting on her sleep. Her neighbour, who 
was becoming increasingly intolerant, spoke to her niece who took Mrs Taylor to 
her GP. She was referred urgently to mental health services following an ‘organic 
screen’ which included a physical examination, medication review, a full set of 
bloods (FBC, U&Es, LFTs, TFTs, CRP, B12, folate, glucose, bone profi le, lipids) 
and a urine microscopy, culture and sensitivity. 

 Mrs Taylor received a course of antidepressants 30 years ago following the death 
of her husband, but there was no other psychiatric history including no history of 
deliberate self-harm. She also had no history of harm to others or a forensic history. 
There was no family history of mental illness that she could recall. 

 Mrs Taylor wears hearing aids and takes bisoprolol for essential hypertension 
and simvastatin for hypercholesterolemia, and occasionally she takes co-codamol 
8/500 mg tablets for arthritis. 

 Mrs Taylor does not have any history of ischaemic heart disease or cerebrovas-
cular disease. She has never had any brain imaging. 

 Mental state examination revealed a pleasant lady who was easy to engage. She 
was appropriately dressed and kempt. Her speech was fl uent, spontaneous, coherent 
and relevant, and she was able to give a good account of herself. Her mood was 
euthymic with a reactive and congruent affect. She exhibited persecutory delusions 
about her neighbour poisoning her and her dog, but there was no formal thought 
disorder or thoughts plans or intent to harm herself or others. There was also no 
thought interference. There were no auditory hallucinations during the assessment; 
however, she described derogatory third-person auditory hallucinations which were 
sometimes running commentary in nature, but there were no perceptual distur-
bances in the other sensory modalities. Her insight was impaired, but she agreed to 
take antipsychotic medication as it might help with her sleep. 

 A baseline ECG was taken (her QTc interval was within normal range), and she 
was started on olanzapine, as an outpatient, with her consent following a discussion 
about side effects. She responded well to the olanzapine and received occupational 
therapy input which enabled her to attend a day centre twice a week. Unfortunately, 
she developed impaired glucose tolerance (polydipsia, polyuria, fatigue) and she 
was changed to aripiprazole with continued improvement. 

15 Psychosis in the Elderly



192

 Mrs Taylor received a diagnosis of very late-onset schizophrenia. Characteristic 
features of very late-onset schizophrenia, as compared to the early- and late-onset 
varieties, includes an increased likelihood of sensory impairment, social isolation, 
visual hallucinations and a greater risk of developing tardive dyskinesia. Signifi cantly 
more women are affected than men. Formal thought disorder, affective blunting and 
family history are less likely.  

15.6     Suggested Activity 

 A potentially neglected area of clinical practice is the monitoring of physical health for 
patients on antipsychotics and is an ideal topic for audit because patients with psycho-
sis on treatment are arguable doubly disadvantaged; fi rstly because their psychosis may 
hinder their ability to look after their health and secondly due to the side effects of 
antipsychotic medication. Older people are also more likely to have physical co-mor-
bidities because of their age. An audit of the physical healthcare of older people with 
psychosis may lead to system changes in your practice and improve patient care. 
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       Dementia is a syndrome of progressive cognitive and functional impairment. It is 
caused by one or more neurodegenerative diseases, the most common of which are 
Alzheimer’s disease (AD) and cerebrovascular disease (leading to vascular demen-
tia). People with dementia suffer from diverse impairments and symptoms that 
affect them in different ways depending on dementia subtype and their personal and 
social circumstances. Memory is characteristically affected in Alzheimer’s disease, 
but other dementias may present with behavioural or mood changes, communica-
tion or perceptual diffi culties. Dementia onset may be sudden or it may be preceded 
by a stage of sub-dementia cognitive defi cits, often termed mild cognitive 
impairment. 

 Cost-of-illness studies aim to assess the economic burden of a disease [ 1 ] and 
highlight the impact of the disease on society and provide important knowledge and 
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guidance to decision-makers in prioritising their decisions regarding healthcare and 
prevention policies. 

 There is increasing interest in examining the costs of dementia, and yearly 
reports are published regarding the worldwide cost [ 2 ]. These reports synthesise the 
knowledge emerging from the studies assessing the cost of the disease in individual 
countries and show that, geographically, the majority of the studies are conducted in 
high-income countries, with 70 % being conducted in Western countries, mainly 
Europe and North America [ 2 ]. More studies need to be conducted in low-income 
countries, because the prevalence of dementia in such countries is expected to sig-
nifi cantly increase [ 3 ]. 

 Dementia is accompanied by a loss of occupational function and progressive 
dependence on others for basic activities of daily living. This gradual loss of person-
hood is distressing for the person with dementia, places a large strain on caregivers, 
often spouses or other family members, and commonly leads to institutionalisation. 
Almost 70 % of care home residents have dementia [ 4 ], although the majority of 
people with dementia live in the community. The life expectancy from onset of 
dementia to death, although dependent on age at onset, is 4.8 years [ 5 ]. Prevalence 
increases rapidly with age, and one in three people currently aged 65 or older will 
die with dementia [ 6 ]. As more people survive into old age, and fertility rates fall, 
the prevalence of dementia worldwide is likely to rise [ 7 ]. 

16.1     Studying Dementia in Populations 

 Epidemiology is the study of disease in a population. Epidemiological studies can 
be classifi ed into one of four basic designs [ 8 ,  9 ], depending on whether they focus 
on the  prevalence  of a disease at any given time or its  incidence  over a time period 
and hence its risk factors and whether participants are sampled on the basis of their 
disease status (e.g. using a case-control study) or not (e.g. using a cohort or cross- 
sectional study). Sampling without reference to disease status is preferable for 
studies of dementia as this avoids bias caused by factors that determine access to 
routine diagnostic services. Random sampling from a population also means that 
people are captured from a wide range of socioeconomic groups and across the 
spectrum of disease severity. Epidemiological studies also do not typically exclude 
participants on the basis of age or comorbidity, thereby leading to estimates of the 
effects of risk factors and impacts of disease that are genuinely applicable to 
populations. 

16.1.1     Case Study 

 Mrs S, aged 50 and married, is primary carer for her mother who has moderate 
dementia. Her mother receives a letter from a university saying that she has been 
selected to participate in a dementia survey, and seeking consent for a researcher to 
visit, conduct an interview with them both and to perform tests, which might take 
several hours. Mrs S thinks that this might be too demanding and upsetting for her 
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mother and in any case does not have the time to participate and so is inclined to 
refuse on her mother’s behalf. 

 What effect might this refusal have on estimates of dementia prevalence and 
impact derived from this survey? 

 What could be done to encourage Mrs S to participate? 
 What other approach could be taken to include Mrs S in the survey? 

 Conducting studies of the prevalence, incidence and impact of dementia is diffi -
cult for a number of reasons. People with dementia or at risk of dementia are often 
vulnerable, leading to issues of access, capacity and informed consent. Ethical con-
cerns surround the disclosure or non-disclosure of dementia to a survey participant. 
Participation rates of surveys have fallen in recent years, and rates of around 60 % are 
now typical. Participation is less likely among people with cognitive impairment. 
Dementia is diffi cult to diagnose even in a clinical setting and often relies on repeat 
visits, neuroimaging and the professional judgement of a specialist. Applying a rig-
orous diagnostic process to a sample of thousands is diffi cult, and epidemiological 
diagnoses are usually made on the basis of a one-off assessment conducted by a lay 
interviewer, nurse or technician which is interpreted by a clinical team at a later date. 
Ascertaining contextual information from participants is complicated by memory 
and communication diffi culties, and recall bias will be high when assessing previous 
exposures. Finally, attrition rates can be high, and large population representative 
samples are needed to derive estimates with reasonable precision. 

 Despite these diffi culties, a growing number of high-quality epidemiological 
studies of dementia do now exist. High-quality systematic reviews of these have 
been conducted, and here we will draw on these to provide an overview of the epi-
demiology and economic impact of dementia.   

16.2     Prevalence of Dementia 

16.2.1     Global Prevalence of Dementia 

 A recent systematic review of dementia prevalence included papers published up to 
March 2009, including all studies where fi eldwork was started during or after 1980 [ 10 ]. 
This is used as the basis for current World Health Organization estimates of dementia 
prevalence and includes 135 studies of suffi cient quality to accurately estimate the prev-
alence of dementia in their respective communities. Findings from these were synthe-
sised using meta-analysis and modelled to update age-specifi c dementia prevalence 
estimates for each of the 21 regions defi ned by the 2010 Global Burden of Disease. 

 Table  16.1  is adapted from this review and shows an exponentially increasing demen-
tia prevalence rate with increasing age across all world regions. There is a small but 
consistently higher prevalence of dementia among women compared to men at all ages.  

 Among high-income and middle-income countries, the age- standardised prevalence 
of dementia is similar, between 5 % and 7 % when standardised to the age and sex struc-
ture of the Western European population aged 60 and older. In African regions, the 
prevalence at all ages is much lower, albeit with estimates based on far less reliable data.
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   Survey methods have a large impact on prevalence estimates, so when making 
comparisons between studies, it is important to bear these in mind. For example, 
surveys using an informant interview often report higher prevalence than those that 
rely solely on patient examination, and there can often be little overlap between 
people identifi ed as having mild dementia using different diagnostic criteria [ 11 ,  12 ].  

16.2.2     Dementia Subtypes 

 Dementia can be classifi ed into subtypes based on the underlying pathology. The 
prevalence of dementia subtypes has been reported but should be treated with cau-
tion as making differential diagnosis without neuroimaging or autopsy data is dif-
fi cult, particularly in an epidemiological setting. 

 The most common subtypes are AD, vascular dementia (VaD), dementia with Lewy 
bodies (DLB) and frontotemporal dementia (FTD), although many cases are discovered 
at autopsy to be mixed or unknown cause and neuropathology does not often correlate 
well with clinical dementia, particularly in the oldest old [ 13 ]. Alzheimer’s Disease 
International reports that AD accounts for around 50–75 % of cases, VaD for 20–30 %, 
FTD for 5–10 % and DLB for less than 5 %, while acknowledging the high prevalence 
of mixed pathology and likely synergistic effects when more than one pathology is pres-
ent [ 14 ]. Estimates of the relative frequencies of subtypes vary depending on population 
and setting. Among men and younger people, DLB and VaD are over-represented, while 
AD is more common among older people with dementia and women.  

16.2.3     Prevalence of Dementia Among Specific Population 
Groups 

 While these dementia prevalence estimates are applicable to populations in general, spe-
cifi c subgroups of the population are at greater risk. In particular, people from deprived 
areas or low socioeconomic status are thought to be at greater risk of dementia. 

    Table 16.1    (a) The prevalence of dementia (%) in Western Europe by age and sex estimated 
using a 2009 meta-analysis of 52 studies conducted since 1980 and (b) a more recent estimate from 
England based on a 2008–2011 survey (Cognitive Function and Ageing Study II [ 4 ])   

 Alzheimer’s Disease International Meta-analysis (a)  CFAS II (b) 

 Age group  Male  Female  All  All 

 60–64  1.4  1.9  1.6  – 

 65–69  2.3  3.0  2.6  1.2 

 70–74  3.7  5.0  4.3  3.0 

 75–79  6.3  8.6  7.4  5.2 

 80–84  10.6  14.8  12.9  10.6 

 85–89  17.4  24.7  21.7  12.8 

 90+  33.4  48.3  43.1  17.1 
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 Poor health is a risk factor for dementia (see below) and so those at risk of poor 
health are likely to be at elevated risk of dementia. Cognitive test scores are lower 
in people with lower education, but whether this translates into an increased 
dementia risk is controversial with mixed fi ndings from epidemiologic studies 
[ 15 ]. A study from the United States found a higher incidence of dementia among 
black compared to white older adults but that this was almost entirely explained 
by adjustment for demographics, socioeconomic status and other lifestyle-related 
risk factors [ 16 ]. Those in prison are at particularly high risk of dementia owing 
to risk factors present in that environment including low activity levels, poor 
health, poor mental health and poor healthcare [ 17 ] as well as an ageing prison 
population. 

 Dementia is more common among those with intellectual disability. In particular, 
people with Down syndrome have a higher prevalence of Alzheimer’s disease than 
the general population, up to one in three among those aged 50 and older and one in 
two in those aged 60 and older [ 18 ] although estimates are imprecise.  

16.2.4     Case Study 

 Mrs S notices that her husband has become more likely to forget things since he 
retired. Mr S has not noticed the change, but Mrs S worries that he might have early- 
stage dementia. Mrs S does not bring it up with the doctor as she does not want to 
upset her husband and she believes from her previous experience of caring that 
nothing can be done to help and at the moment they are managing well.  

16.2.5     Under-Recognition of Dementia in Primary Care 

 Many people with dementia, particularly those with mild dementia, are not for-
mally diagnosed. Comparison of prevalence estimates with numbers of known 
cases suggests that in Western populations, around 50 % of people with dementia 
lack a formal diagnosis [ 19 ] although this varies signifi cantly with dementia sever-
ity and the vast majority of severe cases are diagnosed. Epidemiological surveys 
consistently fi nd that people with mild dementia, men, those living alone, the old-
est old and those without behavioural problems are less likely to be diagnosed [ 20 ]. 
Many older people are likely to have mild cognitive defi cits or early dementia, and 
they or their carers might believe that their symptoms are a normal part of ageing 
or that there is little point in seeking help as nothing can be done for them. 
Information campaigns and active case fi nding in recent years have helped to 
increase diagnosis rates in many countries and further efforts could increase rates 
further. However, recently focus has changed from an emphasis on ‘early’ to 
‘timely’ diagnosis, in recognition that where people are coping well, a diagnosis of 
dementia might not benefi t them and that formal diagnosis should be made at the 
right time for the individual.   
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16.3     Incidence of Dementia 

 Estimating the incidence (the rate of occurrence of new cases) of dementia is diffi -
cult as vulnerable cohorts must be followed for a period of time, and suffi cient new 
cases must arise during that period for precise estimates to be calculated. A recent 
systematic review discovered 34 high-quality dementia incidence studies conducted 
since 1986, 21 of which were conducted in Western Europe or North America [ 21 ]. 
In high-income countries, the incidence of dementia was estimated to double every 
5.8 years, from 3.4 per 1,000 person years among those aged between 60 and 64 to 
100 per 1,000 person years at age 90–94. Whether this risk continues to increase 
into very old age is debated as study fi ndings have been mixed, but in any case, the 
absolute numbers of very old people (aged 95 and older) with dementia are rela-
tively small. 

16.3.1     Risk Factors for Dementia and Primary Prevention 

 Observational studies of dementia incidence have suggested many modifi able risk 
factors for dementia, but none have been successfully targetted in prevention trials. 

 Cerebrovascular disease is a common cause of dementia. There is an increased 
incidence of dementia among people with heart disease [ 22 ], stroke [ 23 ] and diabe-
tes [ 24 ], and an association with atrial fi brillation is suggested [ 25 ]. Modifi able 
lifestyle factors known to affect health are also associated with dementia risk includ-
ing smoking [ 26 ], poor diet [ 27 ], low physical activity [ 28 ] and vitamin D defi -
ciency [ 29 ]. Pharmacoepidemiological studies suggest that the use of medication to 
control diabetes [ 30 ], blood pressure [ 31 ] and cholesterol [ 32 ] is linked with lower 
dementia risk, but these fi ndings have not been consistently replicated. While it is 
diffi cult to distinguish VaD from AD in epidemiological studies, moderate associa-
tions have also been shown between poor cardiovascular health and pathology asso-
ciated with Alzheimer’s disease as well as with VaD and ‘all-cause’ dementia. 

 Lifestyle is also hypothesised to moderate the relationship between neuropathol-
ogy and cognitive function. The link between more years of education and lower 
dementia incidence suggests that mental activity throughout life might build up a 
‘cognitive reserve’ to protect against dementia [ 33 ]. Increased social activity in 
midlife to late life has been linked to lower incidence of dementia and loneliness to 
an increased risk [ 34 ], although this fi nding has not been consistently replicated. 
Affective disorders, in particular depression, are likely to be prodromes of and risk 
factors for dementia [ 35 ]. Sleep loss is also suggested to be both a cause and conse-
quence of Alzheimer’s disease [ 36 ]. 

 Thus, there are three plausible mechanisms whereby poor health and lifestyle 
might increase dementia risk: fi rst through worsening vascular health, second by 
decreasing cognitive reserve and fi nally by increasing Alzheimer’s and other neuro-
degenerative disease pathology. Each of these pathways suggests that usual advice 
of living a healthy active lifestyle should protect against dementia and that the risk 
of dementia could be used in promoting a healthy lifestyle. A review of prevent-
able risk factors estimated that around 50 % of dementia is potentially attributable 
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to preventable factors, and with reasonable reduction of 25 % in risk factor expo-
sure around 9 % of cases could be prevented [ 37 ]. Yet, despite consistent evidence 
of associations from observational studies, no modifi able risk factors have been 
‘validated’ using large-scale primary prevention trials. Control of diabetes and 
hypertension and cholesterol has failed to prevent cognitive decline or dementia in 
randomised controlled trials, [ 38 ,  39 ] although limitations of trials including short 
follow up times could account for these failures [ 40 ]. Dementia prevention research 
is in its infancy, but major research efforts are now underway to test primary and 
secondary prevention interventions.   

16.4     Impact of Dementia 

 People with dementia have complex care needs and other common health problems 
can be exacerbated by dementia. Comorbidity is common in older people generally 
and hence among people with dementia [ 41 ]. Behavioural and psychological symp-
toms affect almost all people with dementia at some stage in the disease and are an 
important and potentially modifi able cause of distress for people with dementia and 
their caregivers [ 42 ]. 

 Dementia is increasingly recognised as a cause of death, but it is not often 
recorded as a main or underlying cause. Dementia increases mortality, with mortal-
ity rates consistently around twice as high as those without dementia once age and 
comorbidity are taken into account. In the United Kingdom, median survival from 
dementia onset is 4.8 years (IQR 2.5–7.6 years), varying from 10.7 years (25th cen-
tile 5.6 years) among those who develop dementia aged 65–69 to 3.8 years (IQR 
2.3–5.2) among those who develop dementia aged 90 or older [ 5 ] Life expectancy 
from diagnosis is lower, refl ecting the time taken to diagnose dementia [ 43 ].  

16.5     Ageing Populations and Trends in Health 

 Western cohorts born in the middle of the last century enjoyed better health and 
education than those born in the preceding decades, as well as improved health-
care, particularly cardiovascular preventive health. Consequently, those coming into 
old age now are generally in better health than previous older cohorts. Dementia 
is linked to many aspects of health and to educational attainment so we should 
expect a consequent improvement in cognitive health and reduction in age-spe-
cifi c dementia prevalence and incidence. This has been demonstrated in Western 
European and North American populations by comparing fi ndings from surveys 
using identical methods conducted over periods of years or decades [ 4 ]. Most nota-
bly, the Cognitive Function and Ageing Studies showed a reduction in age-specifi c 
dementia prevalence of around 20 % between 1990–1992 and 2008–2011, based 
on surveys using the same recruitment method and diagnostic criteria at both time 
points [ 4 ]. Table  16.1  shows UK prevalence estimates from 2008 to 2011 along-
side Alzheimer’s Disease International consensus estimates derived from Western 
European prevalence studies conducted between 1980 and 2009, illustrating this 
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decline. Conversely, improved healthcare for those with dementia could lower mor-
tality which would increase prevalence relative to incidence and may explain why a 
reduction in prevalence has not been observed in all populations [ 44 ]. 

 The projected increase in the number of older people and the relative increase in the 
numbers of older people to those of working age have led to alarming predictions of a 
dementia ‘time bomb’ over the next few decades. The increase will disproportionately 
affect developing countries that have not previously experienced signifi cant numbers of 
older people, as seen in Fig.  16.1  which compares different projections of the absolute 
numbers of older people across different regions. As with prevalence estimates projec-
tion estimates also depend on methodology, and most projections do not take into 
account the recent evidence of possible reductions in age-specifi c incidence [ 7 ].

16.6        Economic Impact of Dementia 

 Conceptually, the majority of the latest studies assessing the cost of AD [ 45 ,  46 ] are 
based on a societal perspective. This is the most comprehensive perspective used in 
cost-of-illness studies because it includes direct and indirect costs, allowing a more 

  Fig. 16.1    Dementia projections.  Lines with circle  markers indicate dementia;  lines with square 
markers  indicate Alzheimer’s disease;  dashed lines  indicate projection is for the United States 
only. The fi gure shows projections from previously published projections by continent (From 
Norton et al. [ 7 ] with permission)       
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complete examination of the costs incurred by a disease at the society level. Indeed, 
a recent review of cost-of-illness studies in AD, found that 14 out of the 17 studies 
included assessed direct and indirect medical costs as well as informal costs [ 47 ]. 

 The most common direct costs examined include hospital inpatient, physician inpa-
tient, physician outpatient, institutional care, specialists’ care and other professionals’ 
care, diagnostic tests, prescription drugs and medical supplies. The most common indi-
rect cost examined is informal care, usually based on the replacement approach [ 45 ], 
which values care by using the cost of an equivalent service purchased in the market. 

16.6.1     Methodological Issues 

 Studies assessing costs of dementia vary in the estimation procedures used, instru-
ments used for the assessment of costs and sensitivity analyses performed. 

    Estimation Procedures 
 Studies have used a variety of methods to estimate the cost of dementia. In recent 
years, a number of studies have used a bottom-up approach [ 48 ], which calculates 
the resources used and loss of productivity in individuals with the health problem in 
question. The mean per-person costs are then extrapolated to the whole population 
with relevant epidemiological data [ 46 ]. Studies using this approach collected their 
data either prospectively or retrospectively and recruited their participants from 
memory clinics or from other specialised units and therefore might not be represen-
tative as they tend to exclude people with dementia treated by primary physicians or 
not identifi ed by the healthcare system. 

 Three studies [ 45 ,  48 ,  49 ] used a mixture of bottom-up and top-down methods to 
estimate the cost of dementia. The top-down approach estimates costs by using 
aggregated data on mortality, morbidity, hospital admissions, and general practice 
consultations, etc. The aggregated data were taken from national healthcare statis-
tics, patient registers, insurance database, or from large representative samples 
(such as the Health and Retirement Study or the National Longitudinal Caregiver 
Study). 

 Although sensitivity analyses are recommended for cost-of-illness studies as a 
way of testing the robustness of the results, only several of the studies assessing 
costs of AD performed it.  

    Instruments Used 
 Many of the studies assessing cost of dementia fail to use a structured, validated 
instrument. When such instruments are used, the resource utilisation in dementia 
(RUD) instrument is the most common one. The RUD is a standardised instrument 
that captures the utilisation of a range of community care resources, special accom-
modation, inpatient care and informal care (time spent by the primary non- professional 
caregiver on personal and instrument ADL tasks and supervision during the last 
months [ 2 ]).    
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16.7     Findings About Costs and Its Correlates 

 Aside from their conceptual and methodological characteristics, several interesting 
and consistent results emerge from the studies examining cost of dementia relating 
to the cost of the disease and its correlates. 

 Regardless of the methodology used, all studies show that the economic burden 
of dementia is very high. The global cost of dementia increases steadily – from $315 
billion in 2005 to $422 billion in 2009 (an increase of 34 %) and to $604 billion in 
2010 (an increase of 43 %), probably as a consequence of the increase in the preva-
lence rates. The total cost varies widely across countries, from 0.24 % of GDP in 
low-income countries to 1.24 % in high-income countries, and the distribution 
between direct costs and informal care costs also varies considerably across coun-
tries – with low-income countries having small direct social care costs and high 
informal care costs. 

 In Western countries, informal care costs account for a large proportion of the 
overall cost of the disease – from 44 % in Switzerland [ 50 ] to 56 % in Sweden [ 51 ]. 
This is not surprising since AD is associated with substantial burden on family 
members who are usually required to provide unpaid care to their cognitively 
impaired relative [ 47 ]. 

 Regardless of the methodological diffi culties in making comparisons across 
studies, two main factors emerge as clear correlates of cost in the area of AD: cogni-
tive deterioration and diffi culties in the performance of ADL and IADL [ 48 ]. 

 Limitations of studies in this area include failing to clarify the perspective of 
analysis, small samples and selection bias, lack of sensitivity analysis and lack of 
controls. Another key issue is that many studies fail to assess comorbidities. This is 
especially important in the area of AD, since due to the high prevalence of dementia 
among the elderly, the co-occurrence of other chronic conditions is frequent. Indeed, 
studies have shown that patients with dementia attending primary care have on aver-
age 2.4 chronic conditions and receive 5.1 medications [ 52 ].  

16.8     Opportunities for Reflection 

•     How many of the patients you come into contact with (your practice, your case-
load) are likely to have dementia? 

•  Given the age and sex distribution of the people you see/your registered popula-
tion, how many new cases of dementia should you see each year? 

•  Is there anything about your local population that make dementia more likely in 
some people? 

•  Which patients are most at risk?  
•   What might prevent patients affected by dementia seeking help? 
•  Would these people benefi t from a diagnosis? 
•  What steps could you take to facilitate early diagnosis?  
•   What help is there for people with dementia in your local area?    
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  17      Timely Diagnosis of Dementia in Ireland: 
Recent Policy Developments                     

       Suzanne     Cahill     

17.1           Introduction 

 Dementia is a progressive condition that generally affects older people. It is the 
umbrella term used to describe a group of disorders that have common symptoms 
but different causes. A wide range of diseases cause dementia, but by far the 
majority of all dementias are caused by Alzheimer’s disease. The second most 
common cause of dementia is vascular disease, and the third is a combination of 
both Alzheimer’s disease and vascular dementia. Increasingly, those risk factors 
associated with cardiovascular disease such as smoking, hypertension, heavy 
alcohol consumption, high cholesterol, obesity, diabetes and lack of exercise have 
also been identifi ed as contributing to several of the more frequently presenting 
dementias [ 1 ].  

17.2     Prevalence Rates 

 The application of EuroCode age-/gender-specifi c dementia prevalence rates to the 
2011 Census of Population in Ireland suggests that there are approximately 48,000 
Irish people currently living with Alzheimer’s disease or a related dementia [ 2 ]. An 
estimated 4000 of these men and woman have young onset dementia (YOD) [ 1 ]. 
Our best estimates (although generated from a number of different sources) have 
suggested that in addition, approximately 700 people in Ireland diagnosed with 
Down syndrome will also have Alzheimer’s disease [ 1 ]. Like in other European 
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and overseas countries, most Irish people with dementia live at home and are cared 
for in the community by family members. Pending where they live and the severity 
of their dementia, some people will also receive support from health and social 
care services.  

17.3     Proportion of Irish People Diagnosed 

 It is not known what percentage of Irish people living with dementia receive a clini-
cal diagnosis or indeed a differential diagnosis, nor is any valid or reliable data 
available on where diagnosis occurs if it takes place. Like in other countries, we 
suspect diagnosis probably occurs in a variety of settings including primary care, 
hospital outpatient departments and Memory Clinics. It needs to be remembered too 
that family members may be complicit with their relatives and despite worrying 
signs and symptoms of cognitive and memory loss, they may actively avoid pursu-
ing a diagnosis, because of stigma and a desire to deny or disguise the extent of their 
relatives’ cognitive and memory problems.  

17.4     The Role and Responsibility of Primary Care 
Practitioners in Dementia Diagnosis and Disclosure 

 The role and responsibility of primary care practitioners in the diagnosis and disclo-
sure of dementia is not clear-cut in Ireland, although this issue is not unique to 
Ireland. The fi rst and only national survey of Irish GPs conducted over 10 years ago, 
involving a large sample size ( N  = 600), revealed that the vast majority (90 %) had 
never undergone specialist training in dementia and 83 % of these Irish GPs claimed 
they would welcome upskilling in this area [ 3 ]. In the same study, GPs reported that 
they diagnosed an average of four new cases of dementia annually. Whilst about one 
third believed, they themselves were responsible for the late presentation of demen-
tia in primary care and smaller numbers blamed their patients, their families and the 
health-care system [ 4 ], many GPs reported they were reluctant to diagnose. The key 
barriers to diagnosis cited by them were therapeutic nihilism, stigma, diagnostic 
uncertainties, lack of confi dence, risk avoidance and concerns about clinical and 
professional competencies. 

 Several GPs mentioned the diffi culties encountered differentiating normal age- 
associated memory problems from the signs and symptoms of dementia. In the 
same survey, when questioned about disclosure patterns, less than 20 % reported 
they often or always disclosed news of the diagnosis to their patients, and 41 % 
stated that they rarely or never disclosed the diagnosis to their patients. At the time, 
these low Irish disclosure rates contrasted sharply with those reported elsewhere, 
for example in the UK and Scandinavian countries, patient disclosure was much 
more likely. A follow-up study (cross-national) has more recently supported these 
earlier research fi ndings showing, once again, GP’s reluctance to be proactive in 
dementia diagnosis and disclosure [ 5 ]. Interestingly however in this more recent 
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small-scale qualitative study, although Swedish GPs were more likely to have 
undergone dementia training in their undergraduate and later postgraduate training, 
several were also reluctant to disclose.  

17.5     Timely Diagnosis and the Irish National Dementia 
Strategy 

 The diagnosis of dementia is said to be a complex medical and social practice [ 6 ], 
and unlike several other major illnesses, no defi nitive test exists to diagnose – indeed 
it is said that diagnosis tends to be more one of exclusion conducted by a process of 
elimination and undertaken in different distinct stages [ 7 ]. The need to make Irish 
GPs more dementia aware and engage them more formally in the diagnostic process 
and for signifi cant policy development in this area has recently been highlighted in 
the National Dementia Strategy for Ireland [ 8 ]. The latter is a 5-year government 
programme for dementia service reform and development. When implemented, it 
will mean that ring-fence funding matched by philanthropic monies will be utilised 
to improve and expand services for people living with dementia. 

 Priority areas have been identifi ed in this long-awaited National Dementia 
Strategy, one of which is timely diagnosis in primary care. As part of the imple-
mentation of this priority area, an educational needs analysis of GPs and Allied 
Health Professionals regarding training needs and preferred referral pathways is 
currently taking place. The Strategy emphasises the need for a timely rather than 
an early diagnosis, meaning that diagnosis should be made at a time most oppor-
tune for both the individual, for his/her family members and for the clinician. From 
the medical practitioners’ point of view, timeliness inevitably involves balancing a 
wide range of judgments and should not be experienced in terms of chronological 
notions of time [ 6 ]. 

 It is argued that medical uncertainty and reluctance to diagnose can be reduced 
by the dissemination of clinical practice guidelines [ 9 ] and by educational pro-
grammes designed to tackle therapeutic nihilism, increase knowledge and bring 
about attitudinal change. Being aware of the absence of clinical guidelines, a new 
Irish reference guide for the diagnosis of dementia in primary care has recently been 
published [ 10 ] through the Irish College of General Practitioners, and based on 
these new guidelines, e-learning modules will soon become available to all GPs 
across Ireland. To date, no information is available on the take-up of the guidelines 
and on the extent to which this new reference guide has helped increase dementia 
diagnostic rates in Ireland in primary care.  

17.6     The Need to Incentivise General Practitioners 

 The issue of incentivising primary care practitioners to be more proactive in the area 
of dementia diagnosis has been the subject of much recent debate and criticism in 
the UK. In Ireland, some of the most vocal critiques of such a policy are younger 
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people themselves who argue they have a right to a clinical diagnosis [ 11 ]. Outrage 
has been expressed at what is perceived to be the unnecessary requirement to incen-
tivise GPs by paying them extra to diagnose dementia in primary care. Interestingly, 
in certain geographical areas in the UK in an effort to improve diagnostic rates in 
primary care, Memory Clinic specialist staffs have been working more directly with 
primary care practitioners. Preliminary fi ndings reveal that such an approach has 
resulted in higher detection and diagnostic rates [ 12 ]. This practice has not been 
trialled in Ireland and represents yet another approach to upskilling GPs. A recent 
survey of the directors of Irish Memory Clinics revealed signifi cant variability 
across the country regarding the availability and numbers of patients assessed at 
such specialist resources. When asked for their views on standards for Memory 
Clinics, results were equivocal. Directors of Memory Clinics were ambivalent about 
the prospects of introducing standards because of insuffi cient resources, some 
expressing concerns that if such a policy was to be introduced, their services might 
have to close down [ 13 ].  

17.7     Recent Development in Primary Care Education 

 As mentioned earlier some of these identifi ed defi cits in the Irish primary care land-
scape are currently being addressed by a new and extensive programme of research 
led by the Department of General Practice at University College Cork. This research 
programme forms part of several major work streams aligned to the implementation 
of the Irish National Dementia Strategy. Primary Care Education, Pathways and 
Research of Dementia (PREPARED) is a Cork-based 3-year general practice-led 
initiative, funded by the Health Service Executive and by the Atlantic Philanthropies. 
The programme is designed to upskill primary care practitioners and support them 
to make a timely diagnosis of dementia and to adhere to dementia care management 
guidelines. It contains three distinct phases, namely, (i) a needs analysis of general 
practitioners’ and primary care team members’ knowledge and educational needs; 
(ii) the design and delivery of bespoke interventions including education materials, 
the development of integrated care pathways and decision support software; and 
(iii) programme evaluation. The evaluation will investigate primary outcomes such 
as reaction to the intervention, knowledge base and behaviour and will include a 
qualitative review of health-care professionals’ attitudes, behaviour and practice. A 
quantitative component will also be used to assess change in coding, dementia reg-
isters, work-up screening and referrals.  

17.8     Young Onset Dementia and Primary Care Practitioners 

 Although as stated earlier, dementia is a disease by and large affecting older people, 
the complex and unique needs of young people with dementia (those aged less than 
65) should not be overlooked since in this age cohort, dementia can have 
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exceptionally serious consequences. YOD has a prevalence rate of between 54 and 
260 cases per 100,000 population. It presents a more complex diagnosis challenge, 
and it is more often associated with a delay in diagnosis and misdiagnosis both in 
primary care and elsewhere. Indeed the structure and organisation of YOD services 
in Ireland is especially problematic since care pathways for this vulnerable group are 
irregular and poorly aligned within mental health, older people or disability services. 
People with suspected YOD can be referred to neurology services in hospitals, but 
waiting times can be very long at a time when families are under enormous stress. 
There is limited research conducted on the topic of YOD in primary care in Ireland, 
and the only Irish research [ 14 ] available on the topic has shown that less than two 
fi fths of the 61 people interviewed in the study availed of any service.  

17.9     Dementia Diagnosis in Residential Care 

 The importance of providing older people resident in long-stay residential care with 
opportunities for dementia diagnosis has also been fl agged in the Irish National 
Dementia Strategy. There are no accurate recent estimates of dementia in long-stay 
care in Ireland, and in the absence of a substantive audit of nursing homes, preva-
lence rates noted have varied from between 33 % and over 60 % [ 8 ]. A study con-
ducted some years ago [ 15 ] revealed that in one metropolitan area, where four 
nursing homes were randomly sampled and 100 residents (25 in each facility) 
screened, up to 89 % of all of residents were shown to have a cognitive impairment. 
By far the majority were moderately to severely impaired, suggesting a probable 
dementia. In the same study, when directors of nursing were interviewed in depth 
about their residents’ cognitive status, many either underestimated or conversely 
overestimated their residents’ cognitive defi cit. This study’s fi ndings have important 
ramifi cations as where dementia remains undetected and unrecognised in long-term 
care, such may adversely affect the quality of care and quality of life of the 
resident.  

17.10     Conclusion 

 Ireland is currently implementing a 5-year National Dementia Strategy for the 
approximate 48,000 Irish men and women believed to be living with dementia. This 
National Strategy has prioritised three core areas for immediate action: (i) commu-
nity awareness and understanding of dementia, (ii) timely diagnosis and the upskill-
ing and support of primary care health-care professionals and (iii) improved in-home 
services. 

 Whilst as argued in this chapter, signifi cant advances have occurred in Irish 
dementia policy in recent years and as a direct result, primary care practitioners will 
in the future probably be better equipped and supported to diagnose dementia, popu-
lation trends and increased prevalence rates will mean that dementia diagnosis will 
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need to occur in a variety of settings and not just in primary care. It is for this reason 
that there is a need for more effi cient and effective use of primary, secondary and 
acute care services and for more dementia-specifi c guidelines to be established 
regarding appropriate referral pathways. Questions such as who is the most appropri-
ate health service provider (the GP, the geriatrician, the old age psychiatrist or 
Memory Clinic staff) to assess and diagnose dementia pending the individual’s age, 
symptoms and circumstances need to be addressed more systematically and a more 
structured approach taken to general versus more specialist referral pathways. There 
is also a need for protocols to be shared between primary care and secondary care 
services around diagnosis, referral and interventions. There is a need for dementia 
diagnostic services to be readily available to both younger people and to all those 
residents in long-stay care who may have a suspected dementia and who like others 
have a right to a differential diagnosis. Finally, there is a need for research to be con-
ducted on disclosure patterns to fi nd out the optimal way by which news of a life-
threatening illness like dementia should be conveyed to patients. GPs need to be 
trained not just to diagnose but also how best to disclose this type of sensitive and 
often highly distressing information about a greatly feared illness  to their patients 
and family members.  

17.11     Points for Reflection 

     1.    What are the key barriers in primary care to openly communicating a diagnosis 
to a person living with dementia and their families?   

   2.    How might specialist dementia training support GPs in discussing/disclosing 
information about diagnosis?   

   3.    What factors infl uence the notion of ‘timely’ diagnosis as distinct from ‘early’ 
diagnosis?         
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  18      Person-Centred Care and Dementia                     

       Mo     Ray     

18.1           Background 

 Person-centred approaches in dementia, based on the concept of personhood, have 
undoubtedly provided a fulcrum to challenging and changing traditional 
approaches to dementia care. Over the past two decades, there has been a signifi -
cant growth in awareness of dementia and a developing discourse on the potential 
to fundamentally change the experience of living with dementia. The growing 
visibility and voice of people living with dementia has offered an important chal-
lenge to the systematic marginalisation and invisibility that has long been a char-
acteristic experience. There have been some real achievements in changing 
awareness, attitude and approaches to the care and support of people living with 
dementia, and arguably, a more positive view of dementia has been achieved. The 
message that it is possible to ‘live well’ with dementia is included at least in its 
general message, in the national dementia strategy for England. Yet, it is evident 
that structural, social and interpersonal factors continue to negatively impact on 
and shape the lived experience of people with dementia. This chapter argues that 
despite the fundamentally important role that person-centred approaches have 
played, and will doubtlessly continue to play, it is inevitably limited in addressing 
structural and social processes which infl uence the experience of living with 
dementia.  
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18.2     Traditional Perspectives: Dementia as a Diagnosis 
of Hopelessness 

 Traditionally, people diagnosed with dementia were perceived and treated as being 
effectively consumed by their condition. Their identity, personality, skills and attri-
butes – or personhood – were assumed to be irrevocably ‘lost’ in the progression of 
an untreatable condition. These assumptions supported the belief that nothing could 
be reasonably done to support a person to retain personhood and individual 
identity. 

 Kitwood [ 1 ] in his critical re-examination of dementia and approaches to care 
observed that the overwhelming assumption of the loss of personhood in dementia 
both supported and reinforced negative social and interpersonal processes, or a 
‘malignant social psychology’ (Table  18.1 ) commonly employed in interaction with 
a person with dementia. People living with dementia were at best physically 
tended – kept warm, dry and fed – with little recognition of the individual person. 
The emphasis on defi cit and loss systematically disempowered people living with 
dementia and marginalised and undermined human rights, dignity and respect [ 2 ]. 
It was assumed, for example, that the expression of emotion and most behaviour 
such as, social withdrawal, remonstrance, anger and sadness were caused by demen-
tia, rather than recognising the possibility that such expression could be authentic 
emotional responses to objectively diffi cult, frightening, oppressive and marginalis-
ing experiences.

   Table 18.1    Examples of malignant social psychology and its impact on dementia care   

  Treachery  – using deception to coerce or cajole a person to doing something that you want 
them to do 

  Disempowerment  – preventing a person from continuing to use their skills, attributes, strengths 
and resources 

  Infantilisation  – talking to the person in a childlike way; making assumptions about how a 
person should be addressed; believing that living with dementia makes a person childlike 

  Intimidation  – introducing fear via threats or intimidation. Intimidating can be overt or more 
subtle, for example, using personal power or authority to achieve compliance 

  Labelling  – using labels as a defi nition of the person, for example, ‘poor historian’ 

  Stigmatisation  – being perceived or treated as a person of less worth or value as a result of 
living with dementia 

  Outpacing  – engaging with a person with dementia at a speed or pace faster than the person 
can process/cope with 

  Invalidation  – failing to value or validate the feelings, experiences or perceptions of a person 
living with dementia 

  Banishment  – excluding or removing a person or people with dementia 

  Objectifi cation  – treating a person as an object 

  Ignoring  – carrying on, for example, a conversation ‘over the head’ of a person with dementia 

  From Kitwood [ 1 ] with permission  
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18.3        Redefining Personhood 

 Kitwood’s [ 1 ] analysis of traditional approaches to personhood with its emphasis on 
rationality and capacity led him to propose person-centred dementia care in which 
personhood was redefi ned and reclaimed. The redefi nition of personhood moved 
away from narrow conceptualisations based on characteristics such as insight, ratio-
nality and memory. His inclusive defi nition proposed personhood as: “A standing or 
status which is bestowed on one human being, by others, in the context of relationship 
and social being. It implies recognition, respect and trust” [ 1 ]. It feels unremarkable 
now to think in terms of person – fi rst and foremost – who happens to live with demen-
tia. However, at the time, Kitwood’s work constituted a very signifi cant challenge to 
established practice and a ground shift in thinking and attitude from ruined ‘non’ 
person overtaken by dementia to a focus on the person, as a moral being with agency 
and rights, and with a unique identity and biography. To this end, person-centred care 
became a crucial contributor to challenging established cultures of practice and care, 
to supporting people to express, retain and develop identity and to take seriously indi-
vidual lived experience. Other practitioners and researchers have developed Kitwood’s 
earlier formations; for example, Brooker [ 3 ] has developed the ‘VIPS’ approach to 
person-centred dementia care which highlights the importance of  v aluing people and 
promoting the rights of the person,  i ndividualised care and support, appreciating and 
working from the  p erspective of the person living with dementia and facilitating a 
 s upporting social environment. Brooker’s work has signifi cantly and positively 
impacted on realising the implications of working towards person-centred care.  

18.4     Key Routes to Person-Centred Care 

 Recognising the importance of biography draws attention to the importance of a life 
course perspective. This has a number of benefi ts including:

•    Recognising each person as a unique individual with their own strengths, 
resources and capabilities  

•   Challenging the tendency to homogenise individual experience into the ‘dementia 
experience’  

•   Contextualises the experience of dementia within a whole life course – the life 
lived as well as a person’s present and their future  

•   Supports the recognition of potential, as well as actual, strengths and resources  
•   Encourages consideration of life course inequalities which infl uence the 

resources a person may be able to draw upon  
•   Highlights the importance of relationships and reciprocity    

 Biographical approaches include the construction of life history, life review and 
reminiscence work and constituted a signifi cant development in dementia [ 4 ]. 
Actively engaging with individual biography is reported to enhance peoples’ ability 
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to recognise people living with dementia as unique human beings with individual 
life course experiences [ 5 ]. Crucially underpinning support and care with under-
standing of individual biography may provide opportunities for personalising care 
and support and as an important memory aid and support to individual identity, 
when autobiographical memory changes in the progression of dementia. Research 
has highlighted the importance of formal and informal carers understanding indi-
vidual biographical experience such as occupational identity, people who are impor-
tant to the person living with dementia and signifi cant life events in supporting 
sensitive understanding of behaviour or communication, which may at fi rst appear 
diffi cult to understand or interpret [ 4 ]. 

 The ‘struggle for empowerment’ is cited as something which people living with 
dementia experience in many aspects of their lives – often from the point of diagno-
sis – when others ‘relegate their qualities, skills and capabilities behind their defi -
cits, struggles and diffi culties’ [ 2 ]. Experiences of disempowerment characterised 
by experiences of loss of agency may be further perpetuated by age-based discrimi-
nation which reinforce particular assumptions about old age and ageing [ 6 ]. A per-
son-centred approach supports the view that a person living with dementia should 
not be disadvantaged or discouraged from the right to make decisions and choices 
about their life. Early research [ 7 ] supported this assertion and showed that people 
living with complex needs in dementia capably evaluated and expressed their feel-
ings about and experiences of the care and support they received. Whilst balancing 
rights to make choices and decisions against worries about risk is complex, person-
centred approaches should offer a challenge to ill-founded paternalistic actions 
based on a presumption that ‘we’ know best what is in a person’s ‘best interests’ and 
invite critical review of how risks are defi ned and constructed. 

 Communication is fundamental to human life and to being in relationship with 
other people [ 8 ]. People living with dementia have traditionally experienced exclu-
sion from communication on the grounds that communication skills are lost, render-
ing meaningful communication impossible. As well as being underpinned by 
assumptions about the loss of personhood in dementia, these assumptions also high-
light the deeply ingrained importance we attach to the use of words and conventions 
of language and speech [ 9 ]. People with dementia who do not communicate using 
expected language convention may be perceived as different or ‘other’. If meaning 
cannot be quickly determined, it is perhaps easier to assume that meaningful com-
munication cannot take place and the person may be labelled as non-communicative 
or diffi cult to engage with. In other words,  our problem  becomes the problem of 
the person living with dementia. Killick and Allen make the point that by ‘…. label-
ling the individual and withdrawing them from normal interactions, we can precipi-
tate the kinds of features and behaviours which we then consider evidence of the 
dementia. This in turn magnifi es our own distorted responses, which triggers deeper 
distress and disorganisation in the individual and so it goes on’ [ 8 ]. Supporting per-
sonhood implies being in relationship with a person living with dementia, and thus 
communication is a fundamental aspect of the relationship. From the late 1990s 
when Malcolm Goldsmith published the ground- breaking book, ‘Hearing the Voice 
of People with Dementia’, the possibility of communication – widely defi ned, and 
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regardless of the apparent complexity of a person’s experience of dementia – is 
emphasised [ 10 ]. Further work has uncovered, for example, the importance of cre-
ativity in communication [ 9 ] that behaviour is a means of communication [ 8 ]; the 
importance of starting where the person living with dementia is in their communica-
tion [ 11 ]; the value of sensory approaches to communication with people with high 
support needs and the role of nonverbal communication [ 8 ]. These examples pro-
moted by person-centred thinking and practice provide compelling evidence of the 
importance of communication in dementia and point to the need for ‘us’ – to chal-
lenge our own assumptions and prejudices about what communication is or should 
be and the need to devote energy to helping an individual remain in communication 
(Refer to Chap.   26    ) and thus support the maintenance and growth of self [ 12 ]. 

 The importance of emotional attachments, relationships and the comfort and 
security we gain (and give) from people we love and care for and about us is crucial 
to our ongoing sense of who we are. We know however, that people living with 
dementia may experience both a heightened need for reliable sources of comfort 
and security and, at the same time, a reduction in the potential resources and sources 
that those people that they may draw from. Social network research [ 13 ] has dem-
onstrated a reduction in sources of social contact for a person living with dementia 
over time, caused by a combination of factors including people withdrawing from 
the person with dementia. Older people living with dementia may experience the 
loss of key social and emotional relationships through successive bereavement, and 
at the time of writing, it is estimated that one third of people living with dementia 
also live alone [ 14 ]. Interventions geared to support people living with dementia, 
such as moving to a specialist residential facility, may effectively remove the person 
from their community and thus challenge the continuance of existing relationships 
or activities such as church attendance or local citizenship roles. Person-centred 
approaches have highlighted the importance of biography and person-centred, indi-
vidualised support planning in identifying people who are important and how, where 
and why a person may have need for extra comfort and security and how best to 
support the person to meet those needs. 

 Similarly, opportunities for occupation and being included in everyday life are 
core to our biography and identity as well as providing structure and a counterpoint 
for periods of inactivity or rest [ 8 ]. The benefi ts of engaging in personally enjoyable 
and stimulating activities are considerable as Table  18.2  shows.

   Occupational identity in dementia care, and indeed in gerontological care in gen-
eral, was traditionally overlooked and considered to be unimportant or less relevant 
to a person living with dementia. Indeed, it remains the case that many assessments 
fail to have serious regard of a person’s occupational preferences, interests and aspi-
rations. Perrin [ 15 ] has highlighted the importance of developing approaches to 
occupation that are both relevant to a person who has experienced deterioration in 
their ability to engage with long-established interests and skills and also refl ect their 
current abilities, interests and aspirations. We cannot assume that a person who has 
been, for example, a magnifi cent baker will be content to sit on the side lines and 
watch others bake if they are no longer able to do what they used to do. How might 
a person remain involved in a way that is congruent with their sense of self? What 
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other valued and valuable opportunities might be offered in its stead? Person-
centred approaches – including the active collaboration of people living with 
dementia – have effectively pushed our rather limited horizons on the issue of activ-
ity and occupation. The impact of artistic and creative activity by people living with 
dementia begins to demonstrate impact in areas such as personal/spiritual fulfi l-
ment, relationship development, social inclusion, skill and mastery, new learning 
and sharing expertise and ability with others – and simple enjoyment [ 9 ,  16 – 18 ]. 

  Table 18.2    Potential 
benefi ts of enjoyable/
personally meaningful 
activity  

  Physical benefi ts of activity ,  for example : 

 Maintains joint mobility/prevents stiffness 

 Improves sleep quality 

 Improves appetite 

 Heart and lung function 

 Weight control 

 Coordination, balance and reaction 

 Physical strength 

  Mental benefi ts of activity ,  for example : 

 Enhances/improves mood 

 Opportunities to experience success, mastery and enjoyment 

 Improves confi dence 

 Relieves boredom 

 Supports coping strategies 

 Supports identity, esteem and self-image 

 Improves orientation 

 Improves social engagement and opportunities for social connection 

 Supports agency/control 

 Reasons for getting up 

 Purpose 

 Opportunities for reciprocity and exchange 

  Social benefi ts ,  for example : 

 Facilitates companionship and new friendships 

 Decreases social isolation 

 Promotes continued involvement and participation 

 Promotes a sense of usefulness, belonging and purpose 

 Increases life satisfaction 

 Decreases boredom 

 Restores role and may support dignity 

 Reduces preoccupation with worries and problems 

 Improves independence and autonomy 

 Participation in personal hobbies and associated networks/groups 

 Teaches new skills/widens horizons 

 Maintains communication skills 

 Provides a change of pace and scenery 
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Opportunities to remain involved in everyday life, including housework, gardening 
and cooking may provide important sources of validation and support for people to 
use existing strengths and abilities. Undertaking citizenship activities such as inter-
generational work, peer support, co-research and voluntary work is increasingly 
visible and challenges conventional understanding of what a person living with 
dementia may be able to achieve or do.  

18.5     Discussion 

 Despite some improvement in individual dementia care with some outstanding 
examples of what can be achieved to support people to live well, negative social 
processes continue to exert infl uence on people living with dementia. As a result, 
people living with dementia continue to experience a sense of being ‘othered’ and 
treated as an inferior group. 

 Evidence suggests that the experience of stigma and its association with dis-
crimination remain a persistent experience with signifi cant impact on peoples’ lives 
[ 19 ,  20 ]. Bamford and her colleagues argue that whilst stigma is recognised to some 
extent, ‘we still have much to understand about why dementia remains outside the 
realm of acceptable everyday conversation even as the profi le of dementia rises’ 
[ 20 ]. Data from a survey exploring attitudes to, and knowledge of dementia in 
Northern Ireland [ 21 ], found that from a sample of 1,200 people, 83 % agreed that 
‘all you could do was keep a person (with dementia) clean, healthy and safe’, and 
73 % agreed with the statement that ‘people with dementia are like children and 
need to be cared for as you would a child’. Whilst national dementia campaigns 
offer important opportunities to raise awareness and insight, communicating the 
complexity of the message can be problematic. Dementia Awareness Week 2015 
achieved considerable and diverse media coverage. The coverage included inter-
views, which without context risked unwittingly reinforcing the negative percep-
tions and associated stigma that the campaign sought to challenge. This was 
manifested in narratives from celebrities who often shared the personal pain and 
experience of the death of a much loved relative from dementia and in so doing 
expressed a belief that personhood was effectively lost – the person ‘gone’. 
Attention-grabbing headlines such as ‘I have a death pact with my sister’ underlined 
by ‘I do not want to be a burden’ were used to summarise an interview published in 
a national newspaper with Sir Cliff Richard about his experience of dementia [ 22 ]. 
This kind of reporting doubtlessly continues to fuel and reinforce the common 
belief that dementia becomes  the  fundamental aspect of a person’s life. Our focus 
on autonomy, independence and self-responsibility as the only goals which merit 
attention and reinforce has the potential for people living with dementia – often 
perceived as different – to be effectively subsumed into what Milne [ 6 ] has described 
as a single stigmatised identity. 

 The focus of person-centred care has brought about a fundamentally important 
change in understanding personhood in dementia and has undoubtedly challenged 
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traditional care cultures resulting in areas of change with a real and signifi cant 
impact on the lives of people living with dementia. But as the example briefl y cited 
above illustrates, dementia remains a diffi cult, troubling topic for society, and pub-
lic narrative remains signifi cantly characterised by fear and anxiety. Critical per-
spectives informed by social perspectives which seek to unsettle and problematize 
taken for granted assumptions are argued to be more pertinent in challenging soci-
etal understanding and constructions of dementia. A growing number of commenta-
tors have pointed to the role of social perspectives in illuminating understanding in 
the way dementia is perceived and understood. The Joseph Rowntree Foundation 
[ 23 ] in a viewpoint paper asks ‘How can/should society adapt to dementia?’ They 
argue from a social model of disability that the responsibility to adjust to dementia 
rests with society rather than with individuals who live with dementia [ 23 ]. 
Recognising that dementia is infl uenced by socio-political contexts is more likely to 
offer important insights about the power of social barriers which persistently impact 
the lives of people living with dementia [ 24 ]. For example, an analysis of the soci-
etal importance placed on economic productivity to measure human value and 
worth, combined with the contemporary policy focus on self-management and self- 
responsibility, may illuminate the way in which people living with dementia are 
often constructed as passive recipients of care or as people who ‘fail’ to remain 
independent/become a burden. The relationship between dementia and ageing high-
lights the importance of thinking about relationships, for example, between the way 
dementia is constructed and endemic ageism that permeates our thinking about 
older age [ 19 ]. Bartlett and O’Connor [ 24 ] argue the need to ‘go beyond care issues 
and to see men and women with dementia in a much more contextualised and 
dynamic way….having multiple social positions, as opposed to that simply of care 
recipient’. This argument in no sense precludes the importance of individual per-
sonhood or understanding the complexities and challenges of living with declining 
cognitive powers and its impact on individual people. Nor does it – or should it – 
preclude the reality that people living with dementia are likely to need support and 
care as we all do to some extent or another at various points in the course of our 
lives. Rather Bartlett and O’Connor and others such as the Joseph Rowntree 
Foundation challenge us to ‘expand imagination in the dementia debate’ [ 24 ] espe-
cially towards unsettling our assumptions. These arguments constitute vitally 
important elements in challenging the persistently negative focus on dementia 
which effectively homogenises the experience of dementia. The potential to offer 
new theoretical insights, which may disturb long-established assumptions, is timely.  

18.6     Questions for Reflection 

     1.    How can you evidence a commitment to person-centred approaches in your 
organisation to the support of individual people living with dementia and their 
families?   

   2.    What impact have these commitments had on the experience of people living 
with dementia and their families?   
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   3.    To what extent does your service/organisation recognise the person beyond their 
diagnosis?   

   4.    What examples can you identify of the ways in which people living with 
dementia are socially disadvantaged by institutional barriers, attitudes and 
behaviours?         
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  19      Identification and Primary Care 
Management                     

       Eugene     Yee     Hing     Tang       and     Louise     Robinson     

19.1           Introduction 

 Owing to a global change in age demographic, dementia remains a major public 
health concern and a socioeconomic priority. In 2010, 35.6 million people were 
estimated to be living with dementia worldwide [ 1 ]. This number is expected to 
increase to 65.7 million by 2030 and 115.4 million by 2050 [ 1 ]. In the UK, there are 
currently around 700,000 people with dementia; this is estimated to rise to 1 million 
by 2020 and 1.7 million by 2050 [ 2 ]. The annual societal cost of dementia world-
wide is estimated to be around US$604 billion [ 3 ] and in the UK £20 billion [ 4 ]. 
Amongst chronic disease, dementia remains one of the most important contributors 
to dependence, disability and nursing home placement [ 5 ]. Increasing prevalence 
has driven government responses. In the UK this has included the National Dementia 
Strategy, which sets out a number of key national commitments in dementia care, 
emphasising on good-quality earlier diagnosis, easy access to care and focus on bet-
ter quality research into dementia [ 6 ]. 

 It is recognised that dementia in general is underdiagnosed and undertreated by 
primary care physicians [ 7 ]. This is probably a refl ection on case complexity and time 
pressures associated with primary care. Research has shown that “watchful waiting” is 
adopted for people presenting with symptoms suspicious of cognitive impairment 
rather than immediate referral to specialist services [ 7 ,  8 ]. Although we should not 
underestimate the obstacles that primary care physicians face when dealing with these 
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complex individuals, timely diagnosis remains key if we are to provide timely interven-
tion and support to enable these patients to live well in the community.  

19.2     Mild Cognitive Impairment 

 People with dementia may exhibit an early preclinical phase of cognitive impair-
ment. Mild cognitive impairment (MCI) was introduced as a “clinical entity” over 
20 years ago to represent a stage of cognitive impairment where the individual does 
not have any impairment of activities of daily living. However, MCI may or may not 
represent a transition to dementia. The annual conversion rate of MCI to dementia 
varies from 5 % to 10 % according to the defi nition of MCI used [ 9 ]. Although the 
incidence of dementia in MCI individuals is higher than the general population 
(4.4 %), it is the minority that progress to dementia in the MCI population [ 9 ]. 

 MCI is felt to be a distinct entity from the cognitive changes that will occur with 
normal ageing. The concept of MCI provides an intermediate clinical diagnosis, 
often for watchful waiting, and may facilitate preventative interventions to delay 
cognitive loss. Various classifi cations/defi nitions exist [ 10 ]. A change in cognitive 
abilities is required for a diagnosis of MCI, and this information is usually obtained 
from either the person with suspected cognitive impairment or from their next of 
kin. There is no gold standard to specify which neuropsychological test to use to 
assess cognitive impairment.  

19.3     Screening for Dementia 

 To help improve diagnostic rates, calls for dementia screening have been advocated. 
However the UK National Screen Committee (in 2003, updated in 2006, 2009) con-
cluded that there is no evidence base to introduce a routine population-screening 
programme [ 11 ]; committees outside the UK (e.g. US Preventive Services Task 
Force) have also reached similar conclusions [ 12 ]. 

 However in the UK, a Direct Enhanced Service (DES) to encourage and reward 
general practitioner (GP) practices to facilitate earlier, more timely diagnosis of 
patients with dementia has recently been introduced. DESs are additional services 
outside the normal scope of primary care services to address the needs of the local 
population commissioned by local health boards. The emphasis of the DES is to 
identify patients at higher clinical risk of dementia as well as working with their local 
specialist services to offer assessment, referral and early intervention services to 
ensure the dementia diagnosis is made as close to the patient’s home as possible [ 13 ]. 

19.3.1     Symptoms and Presentation 

 General practitioners (GPs) are well placed to recognise and diagnose symptoms of 
dementia. There may be a number of factors that may delay a diagnosis of dementia. 
Recognised diffi culties encountered in primary care when diagnosing dementia 
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include atypical or non-specifi c presentations and the presence of co-morbid features 
[ 14 ]. For the patient and their families, there can be a misinterpretation or denial of 
their symptoms (for fear of stigmatism) and also a fear of institutionalisation once a 
diagnosis has been made [ 15 ]. GPs are also impeded by a perceived lack of skills, 
knowledge and training with individuals having varying levels of experience [ 16 ,  17 ]. 
Individuals will have varying levels of experience in diagnosing and managing demen-
tia, which can be supplemented by educational programmes tailored for primary care. 

 Dementia is a progressive, insidious and chronic disorder, and the initial clinical 
picture can be diverse ranging to what may be interpreted as normal ageing memory 
loss to diffi culty in fi nding words or making decisions. The individual may present 
with a change in personality or mood with features similar to depression (see 
Sect.  19.3.3 ). Signs and symptoms may be subtle. They can present with memory 
problems, diffi culties in communication and changes in behaviour and/or personal-
ity noticed by a concerned carer [ 8 ]. Suspicions tend to arise on a background of 
sudden changes of environment, e.g. hospitalisation, change in medications or the 
absence of his/her main carer [ 18 ]. There may also be subsequent problems in 
everyday tasks in work or at home [ 19 ]. This may be dependent on the individuals 
previous levels of education and baseline functioning.  

19.3.2     Initial Assessment 

 Diagnosing dementia is still largely a clinical assessment [ 18 ] but is helped by 
increasingly accurate scanning techniques. Assessment of the patient in primary 
care requires careful history and examination, supplemented with a collateral his-
tory from their family and/or main carer(s) and brief cognitive assessment tests. The 
initial aim for the GP is to detect potentially reversible causes of cognitive 
impairment. 

 Discussion should be sensitively centred around any disturbance to daily living 
such as problems with fi nances, self-care, decision-making, missing appointments 
and behaviour that is new and not normally associated with the individual. The 
general practitioner, who may know the individual and family well, is in an ideal 
position to identify such problems. Assessment of past medical and educational his-
tory will also be important. Medication may also be an important factor; a review of 
the medication, the dosages and interactions between them is essential to ensure that 
they are not a trigger for cognitive impairment. This should also include over the 
counter and herbal remedies. An assessment of mood may also be relevant followed 
by a trial of antidepressants if “pseudodementia” is suspected.  

19.3.3      Case Study 1: Memory Loss Following Bereavement 

 The daughter of an 86-year-old lady has requested a house call; she is present at this 
review of her mother. The lady lives alone and according to the daughter has been 
going “downhill” for around 6 months. She is refusing to look after herself properly 
and her daughter organised daily social care support in order to allow her to continue 
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to live in the community independently. Her memory is “not as good as it used to be”, 
and when questioned by her family, she is often unable to give an account of the 
previous days or weeks of events. The patient has a background of hypertension and 
non-insulin-dependent diabetes but is rarely seen at the practice except at annual 
reviews. She is well known in the community for having organised numerous chari-
table and social events in the past. On further questioning, the daughter is worried 
that her mother is developing dementia like her father who sadly passed away around 
8 months ago. When questioning her mother, she reports that she has little interest in 
doing things she enjoys anymore, has felt down and “just wanted to be with her hus-
band”. Her General Practitioner Assessment of Cognition (GPCOG) score was 5. Six 
months later, following bereavement counselling and a course of antidepressant 
medication, although not back to herself completely, she feels much better and the 
social care package has been reduced. Her repeated GPCOG score was now 9. 

 Collateral history from the family or carer(s) can clarify what the symptoms are 
as well as the timescale involved in relation to their baseline premorbid mental func-
tion. Although not commonly used, informant-based questionnaires such as 
“Ascertain Dementia 8 (AD8)” can be used to structure the consultation [ 20 ] and 
can be done either face to face or via a telephone consult. 

 Examination should also include any uncorrected audiovisual disturbances as well 
as nutritional status (as evidence of self-neglect) [ 21 ]. Examination should also assess 
for any signs of either new illness such as cardiorespiratory disease, anaemia, thyroid 
disorder or deterioration in existing comorbidities. These are typically responsible for 
precipitating and prolonging dementia. Although a full-neurological examination may 
not always be possible in primary care, some abnormalities in the pyramidal and extra-
pyramidal pathways can be assessed for. Brisk refl exes and extensor plantar responses 
could indicate vascular dementia, whereas an expressionless face coupled with brady-
kinesia and cogwheel rigidity could indicate dementia with Lewy bodies [ 21 ]. 

 The aim of initial investigations for possible dementia is to exclude potentially 
reversible causes. Routine blood tests and possibly also including chest radiography 
and electrocardiography to rule out cardiorespiratory disease are recommended. A 
midstream urine sample should also be routinely performed. Metabolic derange-
ments such as hypercalcaemia and hypothyroidism are rarely the causes of demen-
tia in clinical practice, but it is important to identify such causes. 

    Routine Blood Tests in Primary Care 
 Routine investigations should include full blood count, erythrocyte sedimentation 
rate, urea and electrolytes, thyroid function tests, serum B12 and folate. Syphilis 
serology and HIV testing are not recommended routinely but are justifi ed if an atyp-
ical presentation is apparent [ 22 ].   

19.3.4     Cognitive Assessment in Primary Care 

 Brief assessment tools are available to objectively assess cognition but they are not 
diagnostic of dementia. The most commonly used cognitive assessment tool is the 
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Mini-Mental State Examination (MMSE), with a score of ≤24 out of 30 suggestive 
of dementia [ 23 ]. However, adequate performance depends on cultural and educa-
tional infl uences as well as on intact language. In addition, legal copyright issues 
have limited the use of the MMSE in clinical practice. The test can also be time 
consuming and therefore less suitable for primary care consultations. Other brief 
cognitive assessment tools are available. The General Practitioner Assessment of 
Cognition (GPCOG) test (which is also available electronically) [ 24 ], the Mini- Cog 
Assessment Instrument [ 25 ] and the Memory Impairment Screen [ 26 ] are clinically 
robust tools that are more appropriate in primary care [ 27 ]. A six-item Cognitive 
Impairment Test (6-CIT) can also be used and has been found to be more reliable 
than the Mini-Mental State Examination [ 28 ].  

19.3.5     Specialist Referral 

 Memory assessment services, e.g. community mental health teams, memory clinics 
or geriatric day centres, provide a single access point to multidisciplinary care for 
individuals suspected of dementia. They will have expertise in diagnosis of demen-
tia subtypes and therefore be able to assess the practicalities and suitability for anti- 
dementia drugs. These services also have the capacity to assist in early identifi cation 
and ideally should have a range of assessment, diagnostic, therapeutic and rehabili-
tation services. Social assessments will also be carried in order to assist families and 
other carers to help these individuals to live well in the community and support their 
carers. Multidisciplinary input will also be available for families and carers post-
diagnosis and provide monitoring of any intervention started. It is important that 
memory clinics have the capacity to operate effectively and network with other 
components of the healthcare system within its locality. Effective communication 
with the general practitioner is therefore extremely important to assist these indi-
viduals post-diagnosis.  

19.3.6     Case Study 2: Dementia 

 A concerned daughter has brought her father in for review in your morning clinic. 
He had been seen on a number of occasions over the last year for several issues 
including recurrent falls, low mood and reported fl uctuations in cognition. However 
on each occasion he was able to provide an accurate history of what has been hap-
pening, had capacity to consent to investigations and remained very compliant 
throughout. His daughter however reiterates that he has “bad days” when his mem-
ory is poor; he is often drowsy and unable to make decisions about his personal or 
fi nancial well-being. Given that he was a former head teacher who had always been 
very disciplined and organised, this was a signifi cant shift in behaviour from his 
normal self. On further questioning, the patient reports that his sleep has been dis-
turbed by extremely distressing dreams and this was why he was drowsy and lacked 
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focus. Given this history he is referred to the old age psychiatry team where he is 
diagnosed as having Lewy body dementia. He is referred for physiotherapy and 
occupational therapy assessments, joins a local dementia support group to access 
more information and is referred to the psychology team for further cognitive 
rehabilitation.   

19.4     Long-Term Management in the Community 

 Following the emergence of symptoms, individuals with dementia live an aver-
age of a further 5 years [ 29 ]. As no single healthcare team has the expertise to 
manage the issues associated with dementia care in the community, an integrated 
multidisciplinary approach needs to be adopted in order to assist these individu-
als to live well in the community and to ensure their family carers are well 
supported.  

19.5     Information Provision 

 There are benefi ts and disadvantages to receiving a diagnosis of dementia; the key 
issue is for the diagnosis to be timely for the patient and their family. Some will be 
reassured that the diffi culties they have encountered have been given a name. It may 
encourage them to plan ahead before they lose the capacity to make decisions in the 
future. Similarly families and carers may fi nd that a diagnosis offers a full and 
proper explanation for the troubling observations they have witnessed. 

 For people diagnosed with dementia, accurate information provision to them and 
their families is key. If required this should be available on local support services 
and can be obtained from either primary or secondary care services. Unfortunately 
there is evidence that people with dementia and their families/carers do not receive 
either suffi cient information or receive information in an acceptable format [ 30 ]. 
Voluntary organisations can provide support for patients and their families but their 
resources are often limited. The Alzheimer’s Society (  www.alzheimers.org.uk    ) pro-
vides local points of contacts for people with dementia and their carers. They also 
have a number of publications for patients and clinicians. “The Dementia Guide” is 
a free, comprehensive publication available to order for anyone who has recently 
been told they have dementia. 

 Peer support in dementia has the potential to be of great benefi t to people with 
dementia and their families as they may be able to provide access to information 
that may not be readily available from their normal points of healthcare access. This 
could be in relation to, e.g. fi nancial problems where individuals may benefi t from 
signposting to fi nancial or debt service agencies [ 31 ]. 

 Providing carer support in the early stages of a patient’s cognitive impairment 
can reduce future problems with depression and enable the carers to better cope 
with the behavioural problems associated with dementia [ 32 ].  
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19.6     Pharmacological Management 

 In the UK, following national guidance, pharmacological treatment of dementia is 
generally started by specialists in the care of people with dementia. Given the poten-
tial interactions associated with polypharmacy in a potentially frail older person, 
these should only be continued when it is considered to have worthwhile cognitive, 
global, functional or behavioural effect. There are currently two classes of drugs 
used in symptomatic (Alzheimer’s and mixed) dementia. These include acetylcho-
linesterase inhibitors (AChEI) and N-methyl-D-aspartic acid (NMDA) receptor 
antagonists. Such medications do not alter the pathogenesis of dementia but do slow 
the rate of cognitive decline. The emphasis is to improve or maintain function fol-
lowing neuronal damage [ 33 ]. Severity of dementia is frequently defi ned by the 
Mini-Mental State Examination score (mild 21–26, moderate 10–20, moderately 
severe 10–14, severe less than 10). 

 The three AChEI (donepezil, galantamine and rivastigmine) are recommended as 
options to manage mild-to-moderate AD. If patients are intolerant of AChEI or have 
moderate or severe dementia, memantine can be started. However only specialists 
in the care of people with dementia should initiate treatment and only continued 
when there are perceived benefi ts to cognitive, global, functional or behavioural 
symptoms. A shared care protocol is normally locally agreed to ensure patients are 
reviewed appropriately. 

 Donepezil is initially given at 5 mg once daily at bedtime. Assessment of treat-
ment should be carried out at 1 month with the dose increased to a maximum of 
10 mg once a day if necessary and tolerated. Galantamine is given initially at 8 mg 
once a day for 4 weeks and then increased to 16 mg once a day for at least 4 weeks. 
The usual maintenance dose is 16–24 mg once a day depending on clinical benefi t 
and tolerance. Rivastigmine is dosed initially at 1.5 mg twice a day increasing in 
steps of 1.5 mg twice a day at 2-week intervals. The maximum dose is 6 mg twice a 
day. Nausea and vomiting tend to be the main side effects of AChEI with donepezil 
also causing muscle cramps, fatigue and insomnia [ 34 ]. The NMDA receptor antag-
onist memantine is initially given as 5 mg once daily and increased in steps of 5 mg 
at weekly intervals to a maximum of 20 mg once a day. Common side effects include 
dizziness, headache and hypertension [ 34 ]. 

 The key elements of managing dementia in primary care often lie out with con-
ventional pharmacological treatments.  

19.7     Non-pharmacological Interventions 

 The evidence base for non-pharmacological treatment of dementia is steadily 
increasing. These include psychosocial therapies, cognitive-based therapies and 
physical and sensorial therapies, which can be carried out at the patient’s home or 
in their institutional care home [ 33 ]. Further advantages of non-pharmacological 
management include the avoidance of side effects, interaction and limited effi cacy 
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associated with conventional drug therapies [ 35 ]. For example, cognitive behav-
ioural therapy can be used in those with mild-to-moderate dementia to overcome 
“catastrophic thinking” and reduce depressive withdrawal [ 27 ]. 

 Cognitive training and rehabilitation are two of the most commonly used non- 
pharmacological treatments in the earliest stages of dementia. Emphasis is on 
training specifi c domains such as memory, attention and executive functions [ 36 ]. 
Cognitive rehabilitation offers a more individualised approach and can enhance 
functioning in everyday life. Cognitive stimulation therapies (CSTs) offer activi-
ties involving cognitive processing often as a group-based activity in a social 
context [ 36 ]. CSTs have been shown to be an effective secondary prevention ther-
apy for older people with mild-to-moderate dementia [ 35 ]. CST has also been 
found to be as cost-effective as dementia drugs. CST comprises cognitive and 
social skills training, delivered in twice weekly sessions usually over 7 weeks. 
Information about training including course and information manuals can be 
found at   www.cstdementia.com    . Unfortunately due to a shortage of specialist ser-
vices, psychological therapies may not be as accessible to people with dementia 
through primary care. 

 Other non-pharmacological interventions include physical therapies and occupa-
tional therapy. Like in other conditions, physical exercise programmes have been shown 
to be effective particularly as secondary prevention for people with mild-to-moderate 
dementia [ 37 ]. They have the potential to delay onset or slow dementia progression and 
are currently recommended as part of a care plan to assist people with dementia in main-
taining their independence [ 38 ]. Occupational therapy (OT) assessment typically 
involves an evaluation of the severity of the individual’s disability and the effects on 
daily living. This is usually followed by the modifi cation of the individual’s home and 
environment and educating the individual on compensatory strategies. A study looking 
at OT as a potential non-pharmacological therapy in home-based individuals found it to 
be both cost-effective and cost saving when compared to usual care for people with 
mild-to-moderate dementia living at home [ 43 ].  

19.8     Driving and Dementia 

 A diagnosis of dementia can affect the individual in numerous ways and having a 
direct impact on their independence, for example, driving. If the patient wishes to 
continue to drive, they must, by law, inform the Driver and Vehicle Licensing 
Agency (DVLA). However it must be noted that a diagnosis of dementia does not 
automatically mean the person with dementia has to stop driving; however they 
must fulfi l certain requirements which may include annual assessments by their GP 
[ 39 ]. It is also important to remember that the stage at which an individual loses the 
ability to drive safely varies. 

 Driving is a complex process as the individuals must make sense and then 
respond to their surroundings appropriately without causing accidents. They must 
also be able to plan their routes and remember their destination, something that can 
be diffi cult for the person with advanced dementia. A driving assessment can be 
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offered if someone with dementia is unsure of his or her ability to continue to drive. 
Persons who feel as though they need to stop driving will need understanding and 
support from their family and carers [ 39 ]. Driving may be their only mode of accept-
able transportation and the removal of this from their lives could mean a loss of 
independence.  

19.9     Caring for the Carer 

 Some carers do not formally acknowledge the fact that they are carers as their input 
is seen as part of their family duties. However carers of people with dementia are 
more likely to experience depressed mood, to report a higher burden and to have 
worse physical health, compared with carers of people with other long-term condi-
tions [ 40 ]. In dementia, carers may grieve as their relative loses their cognitive abili-
ties and the tangible benefi ts of companionship, affection and intimacy; this 
experience has been likened to “coping with a living death”. GPs are often the fi rst 
point of access and are in prime position to detect those with physical or mental 
problems because of their caring responsibilities. GPs should therefore endeavour 
to provide proactive carer support and to monitor their health and well-being, in 
addition to caring for the person with dementia [ 41 ]. If the family carer is a patient 
on the GP’s list, the GP should record them as a carer and assess their physical, 
psychological and practical needs. 

 In England, the 2006 General Practitioner Contract has encouraged such a proac-
tive approach. Practices are rewarded for implementing a management system that 
includes a protocol for the identifi cation of carers and a mechanism for the referral 
of carers for social services assessment in accordance with the Carers (Equal 
Opportunities) Act 2004. Carers expect realistic information about dementia, the 
implications of diagnosis and its prognosis, and how to make best use of available 
facilities. Respite care can also be provided regularly or sporadically. This can be in 
the person’s home, in a centre or in institutional care [ 41 ] in response to the needs 
of the carer. Information about key voluntary organisations such as Dementia UK, 
with its special Admiral Nursing Services for carers of people with dementia, the 
Alzheimer’s Society and Carers UK will be helpful. This has been supplemented by 
the Royal College of General Practitioners (  http://www.rcgp.org.uk/carers    ). 

 The mental and physical health of carers is paramount if community care is to be 
a realistic, long-term possibility. A meta-analysis of psychosocial interventions for 
carers of people with dementia revealed that such interventions can reduce psycho-
logical morbidity for carers and help their relatives stay at home longer; interven-
tions that were intensive, were individualised and also included people with 
dementia, as well as their carers, were the most successful [ 42 ]; however in terms of 
actual practice, it is diffi cult to know what sort of intervention works best for whom 
and when. Caregiver situations and characteristics need to be considered when indi-
vidually tailoring fl exible interventions in collaboration with the carer. Depression 
in the carer is one of the factors that infl uences their ability to keep on caring and 
should be periodically checked for and appropriately treated.  
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19.10     Supporting Patients to Live Independently 
in the Community 

 In the UK, two-thirds of people with dementia live independently in the commu-
nity. This can pose signifi cant challenges to primary and social care services. The 
ability of the individual to continue to live independently in the community may 
only be achieved through the support offered by neighbours, friends and social 
support. Medications can be provided through weekly dispensed Dosette boxes 
through the pharmacist, with any potential interactions and changes to medication 
readily fl agged up as necessary. This can be facilitated through prompts and 
reminders to help them to remember to take the tablets. Assistive technologies 
such as tracking devices can be used in coordination with neighbours and friends 
to assist those who may be found wandering on an infrequent basis. Alarms and 
pendants can also be used to the same effect particularly if the individual requires 
prompt assistance. This can help the patient to remain safe at home, reduce the 
need for hospitalisation and delay institutionalisation which has its own fi nancial 
implications. Further information on assistive technologies can be found at   http://
www.atdementia.org.uk/    .  

19.11     Suggested Activities 

 How do you support the family carers of people with dementia? 
 Discuss in your team how you raise subjects such as driving, fi nancial planning 

and care planning with patients with dementia: Could you do it better? 
 Clinical audit of the physical health care of people with dementia. 

 Key Points 
•     Dementia remains a global health concern.  
•   Governmental strategies are focused on more timely diagnosis and enabling 

the patients to live in the community for as long as possible.  
•   Diagnosis can often be diffi cult; there is still considerable stigma associated 

with the illness and people may assume their symptoms are due to normal 
ageing.  

•   It is important to undertake an examination and investigations to rule out 
reversible causes of cognitive impairment; prompt referral to specialist ser-
vices will allow access to earlier treatment and support.  

•   Pharmacological and non-pharmacological treatments are available but 
unacceptable variations in service provision exist.  

•   Factors such as driving and promoting independent living at home through 
assistive technology, social care packages and carer support need to be 
maximised.    
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  20      Psychotherapy Interventions 
with People Affected by Dementia                     

       Richard     Cheston     

20.1           Post-diagnostic Interventions for People Affected 
by Dementia: Adapting the Living Well with Dementia 
Model of Group Therapy for Use Within Primary Care 

20.1.1     Background 

 UK government policy makes it clear that people who are affected by dementia 
should not only receive a timely, ideally early diagnosis but that they should also be 
provided with support to help them to adapt to the illness. In part, this is based 
around a belief that early diagnosis and support will facilitate people who receive a 
diagnosis being able to plan ahead and to take control over their illness. Thus, the 
recent “ Dementia  –  State of the Nation ” report [ 1 ] set as a goal that by March 2015, 
two third of people diagnosed with dementia in the UK should “ be supported after 
diagnosis ,  to exercise control and choice over their lives and helped to manage their 
condition so they can live independently for longer ”. 

 While the State of the Nation report mentions the importance of peer support, it 
provides no guidance as to how this support can be provided effectively. Across the 
UK, the provision of post-diagnostic support within memory clinics is, at best, vari-
able, with some services providing little or none, while others have structured forms 
of individual and group therapy. However, the research evidence suggests that effec-
tive support needs to involve at least two areas:

    1.     The emotional impact of dementia . There is strong evidence that receiving a 
diagnosis of dementia has a signifi cant psychosocial impact which may not 
always be recognised [ 2 ]. Thus, initially after receiving a diagnosis, people with 
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dementia often describe moving from frustration and embarrassment through 
feelings of shock, grief and a wish to withdraw [ 3 ]. At the same time, research 
consistently shows that if given the choice most people would still want to know 
if they had dementia [ 4 – 6 ]. Thus, whilst many people affected by dementia want 
to know more about their illness, this process of learning needs to be done within 
a supportive and emotionally containing context.   

   2.     Advice and strategies for managing the impact of dementia . There is a growing 
body of evidence both that people affected by dementia can learn to use more 
effective ways of remembering information and that use of these strategies 
reduces distress and improves quality of life. However, for these rehabilitative 
strategies to be successful, they need to be based around those psychological 
principles that underpin learning.     

 Given the combination of powerful emotional responses to dementia and the 
potential of rehabilitative approaches, it is perhaps unsurprising that there has 
been a consistent growth in reports of psychological therapy with people affected 
by dementia and in particular group therapy interventions [ 7 ]. This includes 
small- scale evaluations of group interventions from a wide range of countries 
including the USA [ 8 ], Denmark [ 9 ], Australia [ 10 ], Italy [ 11 ], Japan [ 12 ] and 
Germany [ 13 ,  14 ]. 

 Previous research has provided preliminary evidence that a 10-week group inter-
vention has clinical effi cacy when delivered by a clinical psychologist. Thus, the 
Dementia Voice study group therapy study reported that for 19 people who attended 
six separate groups, a 10-week group therapy intervention signifi cantly lowered 
average levels of depression compared to baseline with the gains being maintained 
at 10-week follow-up [ 15 ]. However, although data was collected independently of 
the clinical intervention, the study did not include a control group. A feasibility 
RCT with participants attending either a 10-week psychotherapy group or an edu-
cational group [ 16 ] showed a reduction in depression during the intervention 
amongst the intervention group compared to the educational group. However, the 
study only reported on eight participants in each arm, and allocation to the two con-
ditions was not randomised. Moreover, the increase in depression levels amongst 
the educational group highlighted the dangers of providing information without also 
attending to the emotional needs of participants. 

 Analyses of the process of change within these groups have suggested that dif-
ferent aspects of group therapy might be associated with benefi cial changes. First a 
qualitative, process analysis of transcripts from the Dementia Voice study identifi ed 
the importance of sharing of experiences around potentially shameful, or taboo, 
areas [ 17 ]. Thus, after the group had been able to acknowledge their feelings of 
embarrassment, at least one participant moved from a position in which he denied 
having dementia to being able to talk openly not only about having Alzheimer’s 
disease but also about how he had initially been unable to accept what was happen-
ing, because he was so frightened. This therapeutically important shift seems to 
have been facilitated by listening to others in the group talk about their embarrass-
ment about the illness and their fears for the future. Other studies of the process of 
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change occurring within therapy groups for people with dementia have suggested an 
important role for storytelling as an indirect or metaphorical process of exploration 
[ 15 ,  18 ]. The model developed from this work proposes that successful psychologi-
cal adjustment to dementia involves three steps or tasks [ 19 ]. The fi rst task is for 
people to be able to name their problems as being dementia – something that is only 
possible if people are supported so that they are not emotionally overwhelmed. 
Once people are able to talk about the dementia, then they have to fi nd some emo-
tional distance from the illness. Finally, they are able to see dementia as only one 
part of their lives, develop strategies (including those from memory rehabilitation) 
and make appropriate plans for the future. 

 As few memory clinics have substantial access to either a clinical psychologist 
or a psychotherapist, it was important for the LivDem programme to be delivered 
by clinical staff working within a memory service. This was achieved by incorpo-
rating the research evidence gained from previous research into the structure of the 
“ Memory matters ” developed by clinicians in Hampshire [ 20 – 22 ]. Memory clinic 
nurses receiving training and supervision by local clinical psychologists delivered 
the 8-week long Memory Matters group. Service evaluations of these groups sug-
gested that participants reported both feeling more relaxed about their memory 
problems and especially valued the chance to meet others who shared their 
diagnosis. 

 The LivDem groups incorporate both the underlying structure of Memory 
Matters groups, but are also based around the model developed from psychotherapy 
process research of how people with dementia are able to adjust to their diagnosis 
and of how this process can be facilitated and obstructed. It was designed to be used 
by memory clinic staff who might have little, or no, prior experience of providing 
group therapy. Thus, staff attended a 2-day training course (and subsequently 
received supervision from a clinical psychologist) and then delivered a manualised 
therapy that included standardised supporting materials such as participant hand-
outs and DVD. 

 While emotionally diffi cult aspects of dementia are addressed directly during the 
LivDem intervention, the content of sessions is paced, so that participants are not 
faced with material that is too threatening at too early a point in the group process. 
Participants are also provided with education about dementia and appropriate coping 
strategies while also being encouraged to talk more openly about dementia. The 
intervention is thus consistent with the recovery model of mental health, which 
places an emphasis on helping participants to fi nd meaning in life, achieving accep-
tance of their illness and through this to renew hope. Central to this approach to well-
being is the importance of redefi ning identity, challenging stigma and helping people 
with dementia to work with their family to take responsibility for living well with 
their illness [ 23 ]. 

 The “ Living well with Dementia ” (LivDem) group therapy project was an NIHR- 
funded pilot randomised trial of a short-term group intervention delivered within 
memory clinics. Seven groups were established across Wiltshire and Hampshire 
with between fi ve and eight people attending each group. Sixty participants were 
randomly allocated to receive either the 10-week LivDem group therapy led by 
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memory clinic staff, or placed on a waiting list control. The acceptability of the 
intervention and research methods was studied through a series of semi-structured 
interviews that were carried out with a purposive sample of 18 participants and their 
families (including people identifi ed as “ improvers ”, “ non - improvers ” and those 
participants who had dropped out) and all of the 17 group therapists who delivered 
the groups. Finally, sessions from one group were recorded, transcribed and subse-
quently analysed to explore whether the way in which people talked about their ill-
ness changed over the course of the group. 

 As a pilot study, this trial was not powered to fi nd statistically signifi cant results. 
However, there was a statistically signifi cant improvement in levels of self-esteem 
and quality of life in the intervention group, although this effect was reduced to a 
non-signifi cant level once baseline differences between the intervention and the 
control group were taken into account [ 24 ]. Qualitative analysis of the transcripts 
from one group suggested that all of the participants showed evidence of having 
assimilated awareness about their dementia [ 25 ]. Moreover, participants and their 
families as well as the staff running the groups were largely enthusiastic and sup-
portive of the intervention. Feedback from all three stakeholder groups has been 
incorporated into a modifi ed and enlarged manual. 

 However, for the LivDem intervention to be accessible, then it is important that 
it is delivered within a range of settings, rather than being restricted to memory clin-
ics situated in secondary care. Consequently, we carried out a small-scale study to 
explore whether a LivDem group could be established within a Primary Care IAPT 
service [ 26 ].   

20.2     Anna and Bill: A Case Study 

 Anna was a 75-year-old woman who had been diagnosed with a mixed form of 
Alzheimer’s disease and vascular dementia the year before the group started. She 
was married to Bill, who described how before the groups Anna would occasionally 
deny that she could be forgetful, but that after the groups he noticed that she had 
become more accepting of her condition. This, in turn, made it easier for her to 
accept assistance for his help. After the group had fi nished, Bill said:

  Probably the most important thing, is that it encouraged you in front of other people to 
stand up and say “I have dementia”. . . I think up until that hospital session Anna was in 
denial that she had it but after that she wasn’t in denial and that helped a hell of a lot I 
think … although [this] seems small it is very, very big. I mean once you’ve accepted 
you’ve got a problem then you will accept people trying to help you more. But if you’re 
in denial that you have this problem then of course you’re not prepared to accept help 
from anybody. 

   For Anna, a key element in this change cane from being in an environment where 
others spoke openly about their dementia:

  And I’m not ashamed to say that I’ve got it whereas I think I might have been if it hadn’t 
been, you know, for everybody else being so honest. 
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   This change, too, had been apparent to the group leaders who noticed that in the 
sessions Anna moved from blaming any problems on her hearing to acknowledging 
openly that she

  She kept saying “Oh my hearing is bad” We got that she seemed to think it was about her 
hearing that was the issue. And as we went on through the groups it was kind of like the 
penny dropped a little bit and then she came to realise and accept that “My memory isn’t as 
good as it once was but I can still do x, y and z. I can still lead a life” you know “A happy 
and productive life” So seeing that change, that acceptance in her, was really quite positive, 
it was really good … it kind of took her a while or a session or two to get to “Actually we’re 
here for your memory”. But then she kind of took it on board and would talk about her 
memory and how it isn’t as good and how she doesn’t remember what her partner says. So 
it was that realisation and acceptance 

   For the therapists, as for Anna herself, the key element within the group was 
“ just being quite open and honest  ….  talking about kind of the emotions ,  the feel-
ings intertwined with a diagnosis ,  certainly helped move towards that change ,  that 
acceptance ”. Many therapeutic skills go into achieving an atmosphere which allows 
participants to explore their feelings about dementia. For Bill, the key was the way 
in which the therapists “ approached it  [ the group ]  from an extremely human way. It 
wasn ’ t a question of nurse / patient ,  it was a question of human to human. And they 
had sort of empathy with the problems as they could see them from their point of 
view ”. 

 However, if the openness and honest discussion of feelings about dementia within 
the group helped Anna, then other elements of the group seemed to be less useful. In 
particular Bill felt that the handouts were of limited use: “ For people that haven ’ t got 
memories the handouts almost become irrelevant because they forget to read them ”. 
However, although Anna recognised that her memory may have meant that the handouts 
were of limited use (“ every time I went I thought  ‘ Oh that ’ s good ,  you know ,  that ’ s use-
ful ’  but I ’ m blowed if I can remember them now ”), she nevertheless felt that she had 
incorporated some of the ideas from the group that related to memory aids and tech-
niques into her daily life. Thus, Anna described how she now wrote out lists, bought 
birthday cards in advance and write on her calendar – “ probably the things that were 
useful I do automatically now without realising it was from that meeting that ,  you know , 
 I ’ d learnt to use them  [ laughing ]”. Overall, Anna felt the groups had been useful:

  Well because it helped me so I’m sure it would help … it should help most people who go 
to them. I mean you always get the odd one or two who think ‘I’m not doing that’ or ‘That’s 
no good to me’ But I mean if you go there with the right mind it is helpful. 

20.3        Translating the Living Well with Dementia Group 
into a Primary Care 

 The participants for the group were recruited from primary care teams, and the local 
memory clinic. Eight referrals to the project were made, and fi ve people affected by 
dementia were ultimately recruited to the study, although one man was forced to 
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withdraw due to illness before the fi rst session. All participants had received a diag-
nosis of dementia within the previous 18 months and acknowledged, at least occa-
sionally, that they had a memory problem. They were all assessed as having capacity 
to give informed consent to taking part in the research. All of the four participants 
who subsequently attended were women. Of the carers, two were sons, one was a 
daughter-in-law and there was one husband. 

 Low-intensity therapists working within primary care as part of an Improving 
Access to Psychological Therapy (IAPT) service delivered the LivDem intervention. 
As IAPT therapists are experienced in group work, the training package was delivered 
in 1 rather than 2 days. Regular supervision was provided to therapists. Group partici-
pants and their carers attended the fi rst and the fi nal sessions together, with separate 
groups then being provided for participants and carers for the remaining eight sessions. 
Sessions for people affected by dementia involved a mixture of psycho-educational 
material (e.g. about the causes and treatment of dementia), skills training (e.g. in relax-
ation) and a psychotherapeutic focus on helping participants to discuss their experi-
ences of dementia – and in particular the emotional impact of the illness. The parallel 
support group for carers shadowed the content of the participant sessions. At the end of 
every session, participants were provided with a handout describing the main issues 
that had been covered, and carers and participants with dementia were encouraged to 
discuss topics between sessions. A DVD of people affected by dementia talking about 
different aspects of their illness which paralleled the content of the sessions could also 
be played during sessions at the discretion of the group facilitators. 

 Participants completed the Quality of Life in Alzheimer’s disease scale or 
QoL-AD [ 27 ] during the fi rst and the fi nal sessions, while carers completed a proxy 
rating of their perception of the quality of life of their partner. The ratings made by 
all of the carers suggested that the Quality of Life of participants was improved, 
while two of the three people affected by dementia also indicated improvement. The 
qualitative interviews largely confi rmed this picture of change: all three carers 
described the groups as being helpful, while of the three people affected by demen-
tia only Elsie (whose Qol-AD score increased) felt that they had not been helpful. 

 Therapists described important changes for participants, especially in the way in 
which participants spoke about their illness. One therapist (K) said:

  I found it really powerful in terms of change, how they think about dementia, and how that 
changes. To go from being unable to talk about dementia … there was stigma in how they 
viewed it, and we were taking away the fear. 

   For one couple (Ruby and Ron) in particular, the group seems to have been impor-
tant in helping them to understand and empathise more with each other and to adjust 
to the diffi culties they were facing. K described how “ at the start they were very pola-
rised ,  and at the end session they held hands ”. Ruby and Ron also described changes:

   Ruby : What has been said and done has been very helpful, he did begin to understand what 
I’ve been trying to tell him, but he doesn’t take it all in 
  Ron : I think it helped her (Ruby) to come to terms with her own illness … She is more 
willing to talk about her illness and the problems it causes. The memory loss 
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   None of the three psychologists who delivered the LivDem intervention to par-
ticipants, or the two who worked with carers, had ever worked with people affected 
by dementia before. Although the therapists felt that the amount of training was 
adequate, the main diffi culty that encountered in working with people affected by 
dementia was around managing the group process when people repeated them-
selves, for instance, when the same story was told over and over again. 

 The main problems identifi ed by carers were around practical diffi culties (e.g. 
taking time off work). One participant couple dropped out of the group due to ill-
ness with the caregiver. None of the participants felt that the lack of previous 
experience of the therapists with people affected by dementia impacted on the 
group.  

20.4     Challenges Around Translating the LivDem Study 
into a Primary Care Setting 

 IAPT’s initial mandate was to provide support for adults with depression and anxi-
ety using a stepped-care module [ 28 ,  29 ]. In the IAPT service that took part in this 
project, the LivDem groups were located within Step Two of a stepped model of 
engagement. The aim of therapy at this level is to provide guided self-help, for 
instance, by therapists suggesting strategies that may be helpful, but not intervening 
more actively to ensure that these ideas are acted upon. Although the LivDem model 
fi ts within this ethos, this model of work presents a number of challenges when 
applied to people affected by dementia. 

20.4.1     Recruitment 

 Of the eight people referred to the project, only three referrals were from a primary 
care setting, with the other fi ve being referred from a local Memory clinic. IAPT 
services typically rely on self-referral, often using on-line processes, and may need 
to take a more active approach to initiating referrals when working with people 
affected by dementia, for instance, by drawing on local memory services and third- 
sector agencies.  

20.4.2     Minimum Data Set 

 All IAPT services are required to administer the Minimum Data Set (MDS) to 
clients at the end of every session as a way of monitoring change. This involves 
standardised self-report questionnaires designed largely for use by adults of work-
ing age. However, very quickly it became apparent that all of the participants strug-
gled to complete these questionnaires, and this form of data collection was 
abandoned.  
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20.4.3     Engaging with Therapeutic Material 

 In this study, I provided not only training but also visited the IAPT service regularly, 
providing informal support and supervision for therapists. Anecdotal feedback from a 
second LivDem group which has subsequently been run but which did not have the 
on-going support was that clients had quite complex needs, which therapists lacking a 
background in dementia struggled to meet. Thus, although the lack of familiarity of 
therapists with the needs of people with dementia did not seem to be an issue in this 
study, there is a danger that the expectations of step-two therapists for clients with 
dementia will be unrealistic – for instance, over-estimating the ability of participants to 
remember session material or to initiate the use of new self-help strategies. Similarly, if 
therapists are unused to working with older people, especially those who have a cogni-
tive impairment, then as a consequence participants may struggle with even the basics 
of therapy such as hearing, understanding or retaining information that they are given.  

20.4.4     Support for Carers 

 In this study, a parallel group for carers was run in which topics and ideas from the 
participant group were explained to carers, as a way of encouraging them to support 
the take-up of these strategies. The group for carers also provided peer support and 
stress management. Although labour intensive, this form of joint working is invalu-
able, particularly given therapists’ lack of experience with people affected by 
dementia and the otherwise passive nature of IAPT services compared to more tra-
ditional secondary care and memory services. 

 In conclusion, providing post-diagnostic support to people affected by dementia is 
frequently cited as a gap in current services, regardless of whether a diagnosis is made 
in primary or in secondary care [ 30 ,  31 ]. More generally, access to primary care psycho-
logical therapies by older people has been disappointing in recent years, with many 
IAPT services now recognising a need to improve the training of therapists and to meet 
the shortfall in service delivery by providing new services. Providing therapeutic sup-
port groups to both people affected by dementia and to their carers using the LivDem 
model is thus one potential way to make up for this service defi cit. Although the LivDem 
group was well received, and seems to have been benefi cial for both the people affected 
by dementia and their carers, concerns remain about the fi t between the LivDem inter-
vention and the way in which primary care psychology is structured particularly if the 
intervention is seen as a step-two intervention, if therapists are not more actively sup-
ported by a dementia specialist and if a parallel carers’ group is not run.   

20.5     Follow-Up Work 

 The “ Dementia  –  State of the Nation ” report set as a goal that by 2015, two thirds of 
people diagnosed with dementia in the UK should “ be supported after diagnosis ,  to 
exercise control and choice over their lives and helped to manage their condition so 
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they can live independently for longer ”. In order for this to become a reality, people 
who receive a diagnosis of dementia and their families need to have access to a 
range of information, delivered sensitively and in a timely fashion. For many peo-
ple, this will include access to facilitated peer support groups, although for others, 
this support will need to be provided directly to individuals and their families. It is, 
perhaps, good practice to carry out an audit into the types of support that is avail-
able, to establish the uptake of that support and to identify any gaps within the 
service.  

20.6     Questions for Reflection 

•     If you, or someone that you love, has dementia, then what would be the hardest 
part of this illness for you to bear?  

•   If one of the main symptoms of dementia is a diffi culty in learning new 
information, then what is the point of talking to people about their diagnosis?  

•   If you were to spend time talking to someone about their dementia, then what 
sorts of issues might be diffi cult to talk to them about?  

•   Are there occasions when talking to people about a diagnosis of dementia might 
not be the right course of action?        
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  21      ‘They Are Still the Same 
as You on the Outside Just a Bit Different 
on the Inside’: Raising Awareness 
of Dementia Through the School 
Curriculum                     

       Teresa     Atkinson       and     Jennifer     Bray     

21.1           Introduction 

 Whilst memory loss is a signifi cant feature of dementia, it is important to remember 
that people experience dementia in very unique and individual ways. In addition to 
physical symptoms, people living with dementia can be impacted upon by a range 
of behavioural and psychological symptoms which are debilitating for the person 
experiencing them and challenging for those around them, whether in a familial or 
caring capacity. Behaviour is often misunderstood when it is not considered within 
the context of a person’s individual life history. Following a person-centred approach 
is therefore an essential part of appreciating someone’s identity and identifying the 
underlying reason for the behaviour. 

 Maintaining ‘personhood’ [ 1 ] in dementia is key to supporting a person to ‘live 
well’. Whilst this will not alter the physical progression of the disease, it will 
greatly enhance the quality of life and experiences of a person living with demen-
tia. Warmth, empathy, respect and inclusion of people with dementia all help to 
maintain personhood and reduce the impact of the secondary symptoms of demen-
tia. Raising awareness of dementia and helping people feel included and con-
nected within their communities has been made a priority in developing 
dementia-friendly communities [ 2 ]. Creating dementia-friendly environments is 
embodied within current policy [ 3 ,  4 ] and is underpinned by good quality educa-
tion which dispels myths, challenges stigma and builds confi dence, understanding 
and knowledge. 

 The Prime Minister’s Challenge on Dementia, Intergenerational Schools Project 
[ 5 ] provided an opportunity to explore the impact of introducing dementia aware-
ness into the curriculum. A Pioneer Group of 22 schools across the country was 
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invited to take part in the project, with 13 engaging with an evaluation carried out 
by the Association for Dementia Studies, University of Worcester. In total over 250 
primary school pupils aged between 7 and 11, together with over 1,600 secondary/
college pupils aged 12–19, provided feedback on the impact of the dementia aware-
ness curriculum. 

 Each school developed their own bespoke curriculum, resulting in a wide array 
of different approaches. In primary schools, common approaches included school 
assemblies, inviting professionals to come and talk to pupils and forming links 
with local care homes and activity groups. Secondary schools and colleges tended 
to explore the topic in greater detail by embedding dementia within key subjects 
such as science, personal social and health education and health and social care. 
The duration of the interventions varied, with some schools condensing their learn-
ing into a series of three to fi ve lessons and others devoting a whole term to the 
subject. 

 Evidence from the evaluation demonstrated that regardless of the approach 
taken, improvements in dementia awareness were seen within every school. Prior 
to the project, 27 % of primary school pupils and 79 % of secondary/college pupils 
had heard of dementia. These fi gures rose to 100 % and 97 %, respectively. 
Similarly, at the start of the project, only 25 % of primary school pupils felt confi -
dent about meeting someone with dementia which rose to 76 % by the end of the 
interventions. A demonstrable increase in confi dence was also seen for secondary/
college pupils, with the impact being greater when they were able to meet a person 
with dementia. 

 The opportunity to meet someone living with dementia was found to be the most 
consistent factor impacting upon a young person’s confi dence, knowledge and 
understanding of dementia. Through local networking, schools were able to offer 
opportunities for pupils to meet a person living with dementia and/or their carers 
and engage in a range of activities. Sometimes these intergenerational activities 
were one-off opportunities such as visiting a local care home to sing for people with 
dementia or inviting people with dementia into schools to talk to pupils about their 
experiences. Other activities offered a deeper and more sustained learning experi-
ence where considerable benefi ts were experienced by all those involved, as illus-
trated by the following case study.  

21.2     Case Study 

 Sixth form students at a large secondary school in the South of England chose the 
intergenerational aspect as the primary focus of their dementia awareness curricu-
lum. Working in pairs and supported by a social care professional, students visited 
a person with dementia over a number of weeks to compile a life story book using 
personal photographs and pictures from the Internet. Life story work has long been 
valued as a therapeutic intervention for people with dementia [ 6 ]. 

 Over a number of weeks, students were able to become involved in the lives of 
the people they visited, learning more about their childhood, their occupation as an 
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adult, their wider family, their interests and their hobbies. A celebration tea party 
was hosted by the school at the end of the project which provided an opportunity for 
friends and family to come together to see the students present the life story books 
to the people they had worked with. 

 Learning from an older generation and working alongside people with dementia 
had a signifi cant effect on the young people involved. Students were amazed to fi nd 
that the people with dementia had ‘ had really interesting lives ’ and began to under-
stand the power of helping a person with dementia to recall events:

  Seeing his face when he remembered something he obviously hadn’t remembered in quite 
a while, and when he told us about his late wife, ‘cause he got quite worked up about that, 
[…] and that was sad to see, but I was happy he could remember his wife 

 I think the best thing for me was talking to him and he said […] ‘the more I look back, 
the more I can remember’ and he seemed very happy and he looked forward to seeing us 
every week 

   Students shared their initial apprehension at the thought of engaging in activities 
with people with dementia, but were able to refl ect on the process and consider how 
this had helped them to alleviate their ‘fear of the unknown’:

  [I] was quite scared to meet them in case next time you go they’ve forgotten who you was 
(sic), but now that you know how to act with a dementia person it makes it easier 

   Family carers had also seen the impact of the project on the person with demen-
tia. The son of a lady involved with students in making a life story book shared these 
thoughts about his experiences:

  Mum had a lovely smile when relating these events and issues. She seemed so much 
more animated […] whenever Mum looks at the life story book (which is often), she is 
always absorbed and interested. For my part, as a carer, it helped me to re-engage with 
Mum as a person, and not just somebody with a disease that needed looking after. It 
helped me remember the precious memories that can so easily be lost in the day to day 
routine of caring. It helped me offer a greater dignity and respect to her for all the rich-
ness that there is in her life, and to realise that the person hadn’t disappeared, but was 
still there 

21.3        Conclusion 

 Dementia is often shrouded in misconception and ignorance, which can result in 
people with dementia becoming lonely and isolated. Educating children from an 
early age about dementia and giving them the opportunity to interact with older 
adults was found to be key in helping children to engage with the introduction of 
dementia into their curriculum. Many children spoke of the lesson where they met 
someone with dementia as ‘the best lesson they had ever had’. 

 There are many ways in which this type of intergenerational activity could be 
introduced into the curriculum, and there are indications that this would be well 
received in communities. During the course of the evaluation, it was evident that 
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schools had formed partnerships with willing local care homes in close proximity to 
their schools. Many housing with care schemes and care homes operate as commu-
nity hubs, providing a venue to bring together older and younger generations around 
a shared activity. Holistically, this keeps communities connected, supports informal 
caregivers, addresses issues of loneliness and helps to develop communities of 
understanding. Building dementia-friendly communities is reliant upon ensuring 
we prepare future generations to understand the issues that society faces and to 
value and respect people of all ages and all abilities. Helping children to overcome 
their fears of the unknown through good quality education and interactions helps 
communities to develop, sustain and stay connected.  

21.4     Time to Reflect 

•     Can you think of ways to create links between your local schools and local ser-
vices for people with dementia?  

•   Do you know of anyone in your community who would be willing to be involved 
in helping you to develop a dementia curriculum at your local school?  

•   What types of interventions could help to improve dementia awareness amongst 
the younger generations?  

•   Can you think of opportunities where older and younger generations could come 
together in a shared activity?  

•   How could you ensure that links are sustainable?        
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  22      Mum and Me, a Journey with Dementia: 
A Personal Reflection                     

       Jackie     Jones      and     Mo     Ray     

       As I refl ect on and write something about our journey, Mum is safe and comfortable 
and now lives in a nursing home, which works very hard to provide high-quality, 
person-centred care. She is frail and has complex physical needs and is now deep in 
dementia. But despite Mum’s physical and cognitive frailty, she is still able to 
express her wish to ‘go home’. This is something that causes me great distress and 
the one thing that I wish I could achieve for her. But at the time of writing, it remains 
almost impossible to provide the level of care my Mum needs in her own home. 

 My aims in contributing this chapter are twofold: fi rst, to increase awareness of 
the experience of living with and caring for someone with dementia and second, to 
highlight the need for integrated, coordinated dementia care throughout a person’s 
journey in dementia. 

 When Mum was formally diagnosed with vascular dementia and Alzheimer’s in 
2008, I had a long-standing successful career as a Senior Manager in a large fi nan-
cial institution. My professional life was hectic and demanding, and I had a busy 
and enjoyable social life, hobbies and a wide circle of friends. I had always been and 
remain very close to my mother. She is simply my best friend. 

 Mum has always been a ‘glass-half-full’ kind of person – full of energy and zest 
for life. Her family was central to her life, and she relished being a wife, mother and 
grandmother. She worked as a school secretary and ‘Avon lady’ and was a member 
of various local clubs and groups. She is a loving and caring woman with a natural 
charisma with people, especially children. Always elegant, she loves to look good 
and to wear beautiful clothes. 
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22.1     Diagnosis 

 Mum was 74 when she was formally diagnosed with dementia, but in common with 
many people, I noticed signs that suggested all was not well at least 12 months prior 
to her diagnosis. She stopped cooking for herself, and looking after the house 
became unimportant (but Mum still maintained that she did these activities); her 
fi nances became muddled, and she persistently lost or misplaced items about the 
house. I think the diffi culties that she was having made her feel different and iso-
lated, and she often commented about how lonely she felt. 

 The GP recommended referral to a memory clinic which Mum initially refused to 
consider. In common with many older people, she argued that being a ‘bit forgetful’ 
was just part of getting old and was understandably reluctant to talk about her diffi -
culties or have them assessed by a medical team. We were grateful for a supportive 
and knowledgeable GP who believed that it was important for Mum to be referred 
and took the time to reassure and encourage her to go for the appointment. 

 Mum’s appointment at the memory clinic was with a clinical psychiatric nurse 
who involved her in taking a ‘Mini-Mental’ examination and taking Mum’s history. 
Mum was very alarmed by the referral for a brain scan and needed a lot of reassur-
ance about the process. A few weeks after the appointment, we returned to see the 
consultant who informed Mum that she had ‘mixed dementia’, a combination of 
vascular dementia and Alzheimer’s disease. He told us that Mum qualifi ed for 
Aricept which had the potential – but no guarantees – to slow the halt of the disease. 
And he told us that there was no cure. We left the consulting room dazed and con-
fused and in tears as we tried to process what we had been told, and Mum tried to 
comprehend what was wrong with her. What was worse was that we were left in a 
‘black hole’. The consultant had given Mum a prescription and told us that he would 
contact her GP and see Mum again in 6 months. That was it. We did not understand 
what the diagnosis meant, what we should do next or where to go for help or sup-
port. So we went home and waited – but of course, we had no idea what it was we 
were waiting for. Conversation about the diagnosis was diffi cult, as we did not know 
what we were facing, and Mum was very frightened. 

 With the benefi t of hindsight and if I could rewrite my mother’s experience, 
being given a diagnosis of dementia would look more like this:

  After the Consultant had explained a little bit about the diagnosis, we were put in touch with 
a Dementia Care Nurse and given more information about Mum’s diagnosis and an oppor-
tunity to ask questions. We were given accessible information about where we might go for 
support (e.g. help lines, information centres) and an initial plan of support or signposts for 
information for mum was developed and agreed. We were given information about social 
care and how to make a referral for a social work assessment. The social work assessment 
would as part of the process, give us information about what kinds of resources were avail-
able – for example, day care opportunities, lunch clubs, domiciliary care services, carer 
support and education and personal budgets. With mum’s permission, care plans and key 
biographical information was kept by the link nurse so that as mum’s journey in dementia 
progressed, important information was known about her and we did not have to spend hours 
of our lives repeating information and mum did not have to cope with the indignity of not 
always being able to answer questions about key information. I was given help by the social 
worker and/or link nurse about caring for mum and what I might expect. 
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   In my experience, many – but not all – of the professionals who were involved 
with us focused on their area of expertise and either could not or would not acknowl-
edge a wider, complex picture that was emerging as Mum’s symptoms became more 
complex. There was so much to do as a carer of someone whose cognitive capacities 
were declining and who was also in poor physical health. Figure  22.1  shows how 
many agencies and people were involved in Mum’s care and support – and who we 
had to relate to during Mum’s dementia journey. Medical appointments, changing 
care needs and fi nancial and legal issues – the list seemed endless and I rarely felt 
that I knew what I was doing, what I should do fi rst or where I should go for help. 
Most of the time, especially in the months following Mum’s diagnosis, I was trying 
to work it out alone. Unfortunately Mum and I learnt the hard way, and the coordi-
nation and integration of Mum’s care was one of the greatest personal challenges I 
have ever faced. Mum was rapidly losing capacity, and I felt and, indeed was, 
responsible for her future.

   From my perspective and experience, the emotional consequences of a diagno-
sis of dementia are also critically important and can be easily overlooked. For 
Mum the emotional consequences of living with uncertainty, growing communica-
tion diffi culties, declining memory and challenges with everyday tasks that had 
once been commonplace were all too evident. For me, it was hard to accept that the 
roles between Mum and her daughter were reversing. And I had no idea in the 
months following Mum’s diagnosis what a tough, life-changing experience this 
was going to be.  
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  Fig. 22.1    The team and interventions required for J’s care       
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22.2     Supporting Mum at Home 

 Following her diagnosis, Mum lived at home for 3.5 years. In common with many 
people living with dementia, her major struggles initially focused on coping with 
everyday activities such as cooking, maintaining a decent diet and taking medicine. 
Socially and emotionally, loneliness and her sense of intense isolation was a very 
serious worry and impacted on her mood and well-being. 

 In response to Mum feeling lonely and isolated, I managed to fi nd out about day 
centres. I applied for her to attend although at the time, I was very unsure whether 
she would even consider going. In common with most things that I tried to put in 
place at the time, the application process seemed impenetrably mysterious and 
lengthy. I applied and Mum was being put on a waiting list. When a place was even-
tually offered, I was delighted and relieved that Mum immediately enjoyed going to 
the Centre. In fact, she blossomed and her sense of well-being and motivation 
improved. It seemed to reignite and keep her spirit alive – I think largely because 
she had a purpose and some structure to her week and she felt valued too. Prior to 
going to the day Centre and after diagnosis, it was as if she was in limbo – at home 
and waiting – for what we were unsure about. At the Centre she was able to engage 
again with going out on trips, playing social games, singing and dancing, baking 
and enjoying the company of others. The Centre developed a communication book, 
which summarised what Mum had done during the day. This excellent practice 
meant that we were able to participate in conversations to support, reinforce and 
extend the sense of well-being and achievement she experienced after being at the 
Centre. It provided a valuable and important opportunity for conversation that Mum 
led and actively participated in. 

 At about the same time, I was advised to make a referral to social services to 
request an assessment to see if any help could be offered to support Mum with per-
sonal care, preparing food and taking her medication. Our fi rst experience of a 
social work visit was not positive. It seemed that the social worker’s main purpose 
was to fi ll in a pile of forms which she set about achieving by fi ring questions at me 
while Mum was left out the conversation and was effectively separated from what 
was going on. 

 I was dismayed by our experience and so complained about the approach of the 
social worker. The social service team did send a new social worker that had an 
entirely different approach. She spoke directly with Mum and showed that she was 
interested in who she was – especially her love of gardening and about her family. 
Over time, the social worker developed a relationship with Mum and introduced 
support at home – which Mum was initially very reluctant to consider. The social 
worker had the skill to encourage Mum to accept help while at the same time ensur-
ing that she felt involved. I realise that it is increasingly rare to have a continuous 
relationship with a social worker, but we did for 4 years until Mum moved into a 
care home. It was invaluable in terms of continuity of support from someone who 
knew Mum and could understand therefore when there were changes in Mum’s 
condition and how best to respond. Her presence over 3 years was an important 
lifeline. 
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 Even with the assistance of a capable and committed social worker, nothing 
seemed straightforward. Undertaking a fi nancial assessment meant that I had to be 
present as the assessor needed information about Mum’s income, savings and bank 
accounts – which she could not have managed on her own. A personal budget was 
allocated which I had to manage and necessitated opening a separate bank account 
and keeping records of all transactions and receipts. I was also responsible for pay-
ing the carers and for Mum’s meals service and day care, which was another signifi -
cant task to add to my growing list. While in many ways the skills I needed were 
second nature to me, awareness of the challenge of managing new roles and respon-
sibilities was rarely acknowledged by health and social care professionals. 

 It took a good while to establish support at home. Mum hated having strangers in 
her house and disliked the implication that she could no longer cope alone. To try 
and support Mum and make things work, I took a week off work when care started. 
I found carers coming into Mum’s house several times a day strange, uncomfortable 
and not what I really wanted for her. But there was no choice, and if my aim was to 
support Mum to remain in her own home, then we had to give it a go. 

 Establishing routines that refl ected Mum’s preferences and the way she preferred 
to do things was crucial for success. This helped her to feel that what she wanted 
was still important, and the more familiar care support felt to her, the more comfort-
able she was with it. Eventually, we developed routines for everything. It helped 
Mum to feel safe and secure about where she was in the day and what was happen-
ing at specifi c times of the day. Initially, when Mum could process written informa-
tion, we used ‘Post It’ notes as reminders. We had a family organiser diary with 
everything that Mum needed to know prominently displayed on the wall. If Mum 
forgot anything, she would telephone me, and I could direct her over the telephone 
as to where something was or where a reminder was written down. I was conscious 
that I wanted her to be able to do what she could for herself, and I did not want to 
take any part in taking her independence away. 

 Mum has always taken great pride in her appearance and is an elegant and stylish 
lady. It was diffi cult to see therefore when she put on odd shoes or her clothes did 
not match. The carers played a huge role in supporting her to achieve and maintain 
her presentation and to manage everyday tasks. Changes in routine though could 
cause considerable stress and extra effort to sort out. If, for example, Mum was 
prescribed antibiotics, this threw the medication routine. Antibiotics were not in the 
pre-prepared medication pack, so this meant trying to get authorisation for a carer 
to supervise Mum taking from the pack or a neighbour calling, or it meant me driv-
ing over to give Mum her medication. Managing Mum’s medication felt almost 
impossible at times and, as her needs became more complex, continued to be a 
signifi cant challenge in the journey of Mum’s care. 

 Care at home was vitally important in supporting Mum with basic activities of 
daily living. But there was a lot to do besides to ensure that Mum’s life ran smoothly. 
Tasks such as gardening, changing bed linen, washing and ironing are rarely pro-
vided by care services. As a lifelong gardener, it caused Mum distress if her garden 
was not tidy. These issues might not appear of importance to health and social care 
that tend to focus on ‘life and limb’ but to someone’s sense of identity, or to preserve 
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their well-being – they are often centrally important. It cannot be acceptable for a 
person living with dementia to have to accept that gardens become overgrown, cloth-
ing is not washed and homes are not cleaned. I managed to fi nd a gardener to cut 
lawns and a friend who provided some housework and laundry every Friday. This 
visit became an important part of Mum’s week, and a warm and positive relationship 
was established. I would visit and go on outings with Mum at the weekend. Overall, 
the routine of day care, meals on wheels, carers, my input provided a structure which 
supported Mum to remain at home and I believe that overall, Mum had a good qual-
ity of life and managed well for the best part of almost 4 years.  

22.3     Change and Uncertainty 

 By autumn 2011, I could see a profound change in Mum’s health, and at a routine 
appointment at the Memory Clinic, I was warned of changes in her condition. The 
clinical psychiatric nurse felt that Mum’s condition was progressing, and a few 
months later, she experienced a signifi cant stepped change. A multidisciplinary 
meeting was held, and it was agreed that we should proactively increase the support 
that Mum was given. The domiciliary care service was increased to four calls a day, 
and bed and door sensors were put in place to minimise the risk of leaving the house 
during the night (although this never happened). 

 Within 6 weeks of the increase in support and as a result of vascular change, 
Mum went to her neighbours and reported concerns that people were trying to harm 
her. There followed months of Mum experiencing delusions and hallucinations 
which was distressing for her and for us all. The social worker and psychiatric nurse 
debated at length what should happen to Mum – was it a ‘health issue’ or a ‘care 
issue’? Eventually, it was agreed that Mum would be admitted to respite care. 

 In the 4 weeks that Mum spent in respite care, her condition declined beyond 
what I thought was possible. She did not know where she was and what had hap-
pened to her and so was afraid and fearful. She stopped eating, lost weight, wan-
dered around the building and was highly emotional and anxious. She frequently 
attempted to leave the building and was very fearful and angry. After 4 weeks, Mum 
was admitted to the hospital under Section Two of the Mental Health Act. It was 
unplanned and happened suddenly with no coordination or liaison and was a very 
traumatic experience for Mum and for her family. But it was also a relief that she 
might be somewhere which was safe and where she could be properly assessed. 

 After 7 weeks in the hospital, the ‘Care at Home’ team assessed Mum to estab-
lish if she could return home. Mum begged to go home, and all viable options were 
explored to see if it could be achieved. With great sadness, I had to accept that there 
were no viable ways that this could be achieved with current care and support 
arrangements and in light of Mum’s cognitive impairments. It was agreed that she 
needed to move to a residential care home. Once again I faced the prospect of fi nd-
ing care for someone I love very much, with very little help or assistance – other 
than a booklet with a list of registered care homes. How would I know what counted 
as a ‘good’ care home and how could I know whether a care home would be able to 
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provide the care and support my mother needed? I soon found as I started visiting 
countless homes that there are vast variations in the standards of care homes. 

 In the absence of any other help, I applied the principle that if I was to consider 
a care home suitable for Mum, then it had to be somewhere that I would stay myself. 
I also tried to get beyond the ‘look’ of the place to understand how care was pro-
vided. I struggled to fi nd an appropriate setting in the time we had available, but 
eventually, I found a somewhere close to my own home and Mum moved there from 
hospital. But, she longed for her home and did not settle. She often felt agitated and 
worried and responded aggressively to carers – largely I think because she was 
afraid of what was happening to her and the diffi culties in coping with the huge 
changes she had experienced. Life became punctuated by visits from the CPN (18 
times in 10 months), uncertainty as Mum’s medical needs became more complex 
including seizures, a low heart rate, infections and falling. Medical care became 
more complex and involved more people. Mum lost her mobility following a severe 
infection and was unable to eat and drink adequately resulting in yet more weight 
loss. It was evident that the care home was not suffi ciently trained or resourced to 
cope with Mum’s needs, and it was confi rmed that she needed to move to a nursing 
home. 

 A multidisciplinary meeting was convened to discuss my mother’s care, and it 
was agreed that an application could be considered for continuing health care. I 
made a call to social services to request a social worker to be present as Mum was 
not self-funding. It took over a week of increasingly desperate calls to get any kind 
of response. Subsequently, I was faced with trying to fi nd a suitable nursing home 
for Mum, but had no idea if she was likely to be funded under continuing health care 
or not. It felt as if the clock was ticking as Mum was very poorly and her needs were 
not being met in the care home – but nor was it considered to be in her best interests 
to go to hospital. 

 I experienced applying for continuing healthcare funding as a diffi cult, challeng-
ing and lengthy process. Apart from the intellectual challenge of preparing evidence 
against 12 assessment domains, at a personal and emotional level, it forced me to 
face the changes in my Mum’s condition over the past year. It took 2 days to pro-
duce our contribution, and it feels to me, that for many people, the process is too 
diffi cult both practically and emotionally. Mum was awarded continuing healthcare 
funding, and I eventually found a nursing home that I thought would give good care. 
But we hit an obstacle because I had found a general nursing home rather than a 
so-called, ‘EMI’ registered home. As a result, two further psychiatric assessments 
were required in order to confi rm that Mum’s physical needs had superseded her 
mental health needs. I managed to achieve this alongside being deeply concerned 
about my mother’s deteriorating health. The level of coordination and commitment 
that seemed to be required personally from me escalated to unmanageable levels. 

 Mum was transferred to a nursing setting in February 2013. My Mum currently 
remains at this nursing setting, and at the time of writing, a continuing healthcare 
review is imminent. This is another stressful date in the care calendar that continues 
to shape my life. Mum is now in the late stages of her illness; she needs care and 
support in all aspects of her day-to-day life. She has severe cognitive decline; her 
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behaviour remains unpredictable and at times challenges those around her. She has 
multiple complex needs, including swallowing diffi culties, and her nutritional needs 
remain compromised. A multidisciplinary team consisting of me, the GP, the nurses 
at the home, the psychiatric nurse, speech and language specialist and the palliative 
care nurse work to try to ensure the best quality of life for Mum that is possible 
under diffi cult circumstances. 

 I spend as much time as I can with her and try to keep life as normal as possible 
in a situation that is heart breaking to witness. Occasionally there is a good day; 
Mum may have more lucid moments, and there is sometimes an opportunity to get 
her up for a few hours. I read to her, talk to her and spend time helping her eat, and 
we both sing to endless songs she loves.  

22.4     Summary 

 As you read this, you may be thinking that overall, my Mum has received good care. 
You would be right. But it is also the case that I have had to fi ght to get what is 
needed for Mum. I have had to use all of my negotiation, communication and facili-
tation skills. I have had to challenge at times, to complain when it has been neces-
sary and to use my advocacy skills to ensure as best as I can that my Mum remains 
central and that decisions about her care are more about her than they are about what 
might be convenient or expedient. My role became project manager, relationship 
manager, infl uencer, challenger, and decision maker of all care issues, but I remain – 
above all – her daughter. While I believe that I know my Mum very well and have 
done my best to advocate for her, at the time of her diagnosis, I knew nothing about 
health and social care services or mental health services. Of course, I have learned 
a lot over the past years. But it would be a mistake to think that my exposure to 
complex and, at times, impenetrable care pathways increased my resilience to the 
personal pain and the emotional consequences of witnessing Mum’s despair and 
fear as her health and cognition declined. 

 The key question I have continued to ask myself throughout the journey is as 
follows: ‘was the care and support Mum received person centred, integrated and 
coordinated to the best it could be? And what would have happened to Mum if she 
hadn’t got me?’ The answer is that the care was not coordinated. The system is 
complex, and navigating a pathway is diffi cult; there isn’t a roadmap with clear 
signposting at present. Figure   23.1     illustrates every intervention Mum received on 
her journey. We lived through endless assessments, visits and interventions from 
various sources and endless repetitions of the same information but to different 
people – who often did not seem to know anything about my mother. 

 The care Mum receives is good, but it is what everyone living with dementia should 
receive – but in a more seamless, effective and integrated way. There should not be the 
need for ‘a me’ to coordinate everything. I remain troubled by the people living with 
complex dementia who do not have anyone who are able to negotiate ‘the system’ or 
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to advocate for their best interests to be upheld. We must make it easier for people who 
lose their capacity and their carers and supporters to experience the care in a way that 
everyone deserves to have in a way which preserves identity and dignity. 

 If you are a carer or you have cared for someone in the past with dementia, then 
you will probably recognise much of what I have said. Some people, unfamiliar 
with dementia, say to me ‘it’s not your Mum’; well, my response is ‘yes it is’. There 
is something left. Mum is still Mum, and when I turn up to visit, I believe she still 
knows who I am. On days where she is lucid and alert, she gives me a look as if to 
say ‘I know you, you’re my daughter’, and if I say, ‘I love you Mum’, she will say 
‘you too’.  

22.5     Reflection 

 How can primary care services contribute to providing timely and integrated sup-
port to people diagnosed with dementia and their families? 

 How can health and social care services demonstrate that they take proper 
account of the best interests of people living with dementia in care decisions when 
they do not have supporters or carers available? 

 How might services work together better to avoid people with dementia and their 
carers repeating information to separate agencies and workers over lengthy periods 
of time? 

 What would appropriate support after diagnosis look like to you?    
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  23      Role of Specialist Care in Dementia                     
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    Jochen     René     Thyrian      ,     Ian     Maidment      , 
and     David     G.     Smithard     

       There are 835,000 people in the UK who have dementia [ 1 ] at an annual cost to the 
UK economy of £26 billion. Most people with dementia live in the community with 
one in three living alone at home [ 2 ] with much of the care being met by unpaid 
carers [ 3 ]. Seventy percent of care home residents have dementia [ 1 ]. 

 Dementia is an umbrella term that covers a multitude of diagnoses and problems 
from vascular dementia through to Alzheimer’s disease via the fronto-temporal 
dementia and Lewy body disease. 

 Specialist care has a critical role in supporting primary care’s role in manage-
ment. Specialist care includes old age psychiatry, geriatric medicine and neurology. 
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In addition non-medical specialties have a signifi cant role. These include commu-
nity psychiatric nurses, occupational therapists, psychologists and pharmacists. 
Physiotherapy and speech and language therapists can be a part of management and 
assessment. In this chapter we will describe the role of specialist care in dementia. 
There is no one model that fi ts the care pathways in dementia, and some of the col-
laborative models will be described. 

23.1     Mental Health Care in Dementia 

 In the last 20 years, there have been changes in mental health services in dementia 
with expansion of multidisciplinary teams. Typical services for dementia in mental 
health are organised around a memory service, which functions to diagnose and 
treat patients and then signpost to other services. 

 Memory services do vary in structure and there is a national accreditation scheme 
in the UK (  http://www.rcpsych.ac.uk/workinpsychiatry/qualityimprovement/qual-
ityandaccreditation/memoryservices/memoryservicesaccreditation/msnapstan-
dards.aspx    ). 

 Typically, patients are referred by primary care, less commonly by cross referral 
and in some centres can self-refer. 

 The changes in care have been brought about by the development of cognitive 
enhancer medications (of which there are 4 – donepezil, rivastigmine, galantamine 
and memantine) and innovation in psychological approaches. With the availability 
of generic medications in dementia, the role of primary care has been expanding [ 4 ]. 
In addition, there have been restrictions levied on psychotropic medications due to 
adverse effects in people with dementia, for example, stroke risk with antipsychotic 
usage. 

 Mental health services in dementia include old age psychiatry, community and 
inpatient psychiatric nurses, occupational therapists, psychology, support workers 
and social workers. 

 Specialist mental health services in dementia are primarily delivered in the com-
munity. In addition, there are day centres/hospitals in some services. For the more 
severe cases, there are inpatient services. 

 Diagnostic services are usually delivered by some form of memory assessment 
service so-called memory clinic [ 5 ]. However, these are sometimes delivered by 
neurologists and geriatrician more commonly in some healthcare systems, for 
example, the USA. 

23.1.1     Psychological Approaches to Dementia Care 

 Mental health professionals have many contributions to the assessment, care and 
management of people with dementia and also to the support provided to dementia 
caregivers. Psychologists have an important role in neuropsychological assessment 
of dementia, and this is a highly specialised skill. The different dementias 
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(Alzheimer’s, vascular, Lewy body, frontotemporal, etc.) may have a different neu-
ropsychological profi le [ 6 – 9 ]. It may be useful to take account of potential differ-
ences when working with people with dementia, but this is a very complex and 
challenging area for non-specialists. 

 Any dementia is likely to have a number of different consequences for the person 
with dementia and for those who care for them. There are obviously different 
dementias with different consequences for each individual and at different stages in 
the person’s journey with dementia.  

23.1.2     BPSD 

 In terms of behavioural and psychological symptoms of dementia (BPSD), mental 
health has a key role to play in working with informal and formal carers when deal-
ing with behaviours that challenge in dementia. Behaviours that challenge cause 
signifi cant distress to carers and can often result in a breakdown in care arrange-
ments [ 10 ]. The fi rst-line approach to treatment is recommended as nonpharmaco-
logical, because the potential benefi ts of antipsychotics are outweighed by the 
adverse effects evident from general use [ 11 ]. 

 Understanding behaviour as having different functions for every individual psy-
chologists, a key part of mental health services for dementia, has developed differ-
ent ways of helping carers understand and respond appropriately to behaviour. 
Cohen-Mansfi eld and colleagues understand challenging behaviour in dementia as 
indicating an unmet need [ 12 ]. In the case of understanding a person with behaviour 
considered to be challenging in dementia, a psychological formulation-led individu-
alised approach augments standard functional analytic approaches [ 10 ] by focusing 
on the person and the range of factors impacting upon them. As people with demen-
tia may not be able to directly communicate their stress and distress in environments 
in many cases that are not under the direct control of an individual with dementia, 
individualised formulation-led interventions are going to be essential in order to 
meet the needs of the person with dementia [ 13 ]. 

    Distress in Dementia Caregivers 
 Most care for people with dementia is provided within the family [ 14 ]. Strong evi-
dence for psychological approaches (e.g. cognitive behaviour therapy, CBT) for 
dementia caregivers exists with a number of systematic reviews demonstrating that 
CBT is an effi cacious approach [ 15 – 17 ]. 

 Overall, the evidence for dementia caregiving suggests interventions are more 
effective when they are active rather than passive. While psychoeducation improves 
subjective wellbeing, it is effective in reducing distress  only  if it is active. CBT 
works best when used for more focal targets such as reducing caregiver depression 
and burden. As dementia is a deteriorating condition, interventions focused on one 
target may be less effective overall, and this is refl ected in fi ndings that only struc-
tured multicomponent interventions are effective in reducing and delaying institu-
tionalisation [ 18 ].  
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    Psychological Approaches for People with Dementia 
 Psychological therapists have often shied away from working with older people 
with dementia as they assume that such clients will be unable to engage in the pro-
cess of therapy; however, this is disempowering of individuals and is contrary to the 
ethos of CBT. Many people diagnosed with dementia in the early stages will retain 
enough insight and capacity to engage in therapy as long as simple adjustments are 
made by the therapists to accommodate to any mild memory or communication dif-
fi culties [ 18 ]. 

 At the post-diagnosis stage in the experience of dementia, there may be lot that 
an individual can benefi t from psychological therapy as they come to terms with the 
implications of their diagnosis. CBT is especially appropriate with older people 
diagnosed with dementia because it is a structured problem-focused, present- 
oriented, evidence-based treatment making it straightforward to use, as well as 
effective in building coping strategies and skills that are empowering for individuals 
who are faced with challenges of living well with dementia. 

 Inspiration for tailoring CBT interventions for those with dementia can be drawn 
from CBT for chronic physical health conditions. Central to CBT for people with 
chronic health conditions is the concept that it is the individual’s appraisal of their 
experience rather than the experience itself that is important in understanding how 
well they cope with an event. This is a standard concept in CBT. It is not the situa-
tion per se that causes an individual’s problems; it is the personal meaning attached 
to the situation that determines its impact. In this way, two individuals may experi-
ence similar situations and report markedly different emotional responses. An indi-
vidual’s illness-related beliefs and illness-related behaviours are also likely to be 
important. How one views dementia will infl uence one’s behaviour in response. 
Depressive attributions about how an individual with dementia characterises their 
problems may also be a useful focus for CBT interventions [ 19 ]. Thus, if an indi-
vidual attributes all memory, reasoning or communication failures to the onset of 
dementia symptoms, this may be an overgeneralisation that may undermine an indi-
vidual’s self-confi dence. Although people living with dementia have to deal with 
realistic challenges, nonetheless, individuals can endorse many unhelpful or errone-
ous cognitions that may make living with dementia much more diffi cult. 

 When working with people with dementia, there may be important data to be 
derived from understanding how an individual reacts in response to actual or real 
memory failings. A disproportionate reaction may leave an individual feeling more 
diminished as a competent person, and this may have an adverse approach on a 
person’s cognition, affect and behaviour. 

 Evidence for the effi cacy of CBT in anxiety and depression in dementia comes 
mainly from a range of small intriguing clinical trials and case studies. Mohlman and 
Gorman [ 20 ] note that treatment outcome for CBT for anxiety disorder can be com-
promised when clients have executive dysfunction (i.e. specifi c cognitive defi cits in 
planning organising and reasoning abilities). If attention-training and enhanced self-
monitoring in therapy are used to augment CBT, defi cits can be overcome and 
enhanced treatment outcome achieved [ 20 ]. The evidence base for CBT interven-
tions for people with anxiety or depression in dementia is summarised in Table  23.1 .
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   Table 23.1    Table of psychological therapy for depression and anxiety in dementia, executive 
dysfunction and varying levels of cognitive impairment   

 Author(s) 
 Primary 
focus  Design  Intervention  Results 

 Teri et al. 
[ 21 ] 

 Depression 
in dementia 

 Open trial 
of ‘Seattle 
Protocols’ 

 22 BT and 19 
control (this is 
intern report 
for Teri et al. 
1997) 

 Treatment took place over 9 
weekly sessions of BT (including 
carers in the intervention). 68 % 
of carers reported as clinically 
depressed at start. 20/22 PwD 
improved and carers’ wellbeing 
also shows improvement. No 
change evident in W/L control 
group 

 Teri et al. 
[ 21 ] 

 Depression 
in dementia 

 Controlled 
trial 

 72 dyads: 
BT-PE, BT-PS, 
TAU and 
W/L. CGs 
involved 
actively 

 Both active treatments more 
effective in reducing depression 
than TAU or W/L. 60 % of 
participants in active BT 
conditions improved, whereas 
70 % in TAU and W/L show no 
improvement. Carer’s depression 
also improved signifi cantly even 
though this was not directly 
targeted. Changes in depression 
in carers and PwD maintained at 
6 months follow-up 

 Koder [ 23 ]  Anxiety 
disorder in 
dementia 

 Single 
cases 
 CBT 

 2 cases  Two single cases of 82-year-old 
males with depression and 
anxiety. Treatment involved 
carers and positive effects were 
reported in both cases. Treatment 
was structured and time-limited 
in both cases 

 Scholey and 
Woods [ 24 ] 

 Depression 
in dementia 

 Single 
cases 
 CBT 

 7 single cases  All participants met diagnostic 
criteria for depression and 
dementia. Individualised CBT 
protocol used without apparent 
diffi culty. Overall signifi cant 
difference in outcome in mood 
over treatment. 2/7 participants 
evidencing clinically signifi cant 
improvement in mood using 
standardised mood scales (e.g. 
Beck Depression Inventory; BDI, 
Geriatric Depression Scale; GDS) 

 Walker [ 25 ]  Depression 
in dementia 

 Single 
case CBT 

 1 single case  71-year-old male living with 
spousal carer, both demoralised at 
intake. Treatment nonresponsive 
to ADM. Couple seen together 
for 16 sessions of CBT. At end of 
Tx and 12-month follow-up, 
cognition improved (MMSE) and 
anxiety improved (GHQ 32 at b/l, 
reduced to 5 at follow-up) 

(continued)
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Table 23.1 (continued)

 Author(s) 
 Primary 
focus  Design  Intervention  Results 

 Burns et al. 
[ 26 ] 

 Depression 
in dementia 

 RCT  20 
psychodynamic 
interpersonal 
therapy vs 20 
TAU 

 While participants reported 
positive attitudes towards 
psychotherapy, there were no 
positive outcomes on any of the 
main domains of interest. 
Psychodynamic psychotherapy 
does not appear effi cacious 
although treatment length (6 
sessions) in this study is very 
short for this type of intervention 

 Carreira 
et al. [ 27 ] 

 Depression 
in varying 
levels of CI 

 Subgroup 
analysis of 
large RCT 

 52 participants 
with CI 
randomly 
compared IPT 
(35) to 
supportive 
clinical 
management 
(18) 

 The cognitively impaired 
participants receiving monthly 
IPT sessions fared better than 
participants receiving support 
clinical management. This 
surprising fi nding was contrasted 
with non-CI participants 
receiving the same interventions, 
and there was no difference. IPT 
seems to have potential as an 
effi cacious psychotherapy with 
people with depression and 
cognitive impairment 

 Kraus et al. 
[ 28 ] 

 Anxiety in 
dementia 

 Single 
cases 

 7 cases  Treatment emphasises active 
self-monitoring by the clients (i.e. 
keeping a notebook handy to 
remember and monitor homework 
tasks, use of checklists to remain 
oriented to task and time). 
Emphasis on behavioural rather 
than cognitive change. Specifi c 
strategies used to enhance recall 
such as use of cues and other 
retrieval-based strategies 

 Kiosses 
et al. [ 29 ] 

 Depression 
in dementia 

 RCT 
(interim 
data) 

 15 PATH vs 15 
ST 

 12-week home- delivered PATH 
(problem adaptation therapy); a 
behavioural problem-solving 
treatment was compared to 
12 weeks of supportive therapy 
(ST) for people with depression 
in dementia. Carers actively 
involved in treatment. PATH 
participants reported 51 % greater 
improvement in depression 
compared to those allocated to ST 
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Table 23.1 (continued)

 Author(s) 
 Primary 
focus  Design  Intervention  Results 

 Paukert 
et al. [ 30 ] 

 Anxiety in 
dementia 

 Open trial  9 intervention, 
7 complete Tx 

 Six-month treatment with weekly 
session for fi rst 12 weeks 
followed by telephone sessions. 
Carers active participants in 
treatment. Most participants 
reduced anxiety and depression, 
and carers concerns about PwD 
reduced over treatment 

 Arean et al. 
[ 31 ]; 
Alexopolous 
et al. [ 32 ] 

 Depression 
in executive 
dysfunction 

 RCT  110 problem- 
solving therapy 
(PST), 111 
 ST 

 Participants recorded moderately 
severe levels of depression and 
mild-to-moderate levels of 
ED. Randomly allocated to 12 
weekly sessions of either ST or 
PST (a version of CBT focussing 
on problem-solving). Participants 
reported reduction in depression 
symptoms for both treatments. At 
week 12 (end of Tx), PST > ST 
(46 % vs 28 %) in terms of 
remission and response. No 
follow-up at end of Tx 

 Spector 
et al. [ 33 ] 

 Anxiety in 
dementia 

 RCT  25 CBT, 25 
TAU 

 Randomly allocated to receive 
either CBT or treatment as usual 
(TAU). CBT participants reported 
reduction in anxiety and 
depression symptoms not 
experienced by participants in 
receipt of TAU. Gains maintained 
at 6 months after follow-up with 
CBT participants alone in 
reporting improvement in their 
relationships 

  From Laidlaw [ 18 ] with permission 
  ADM  antidepressant medication,  BT  behaviour therapy,  BT-PE  behaviour therapy with psychoedu-
cation,  BT-PS  behaviour therapy with problem solving,  CBT  cognitive behavioural therapy,  CI  
cognitive impairment,  ED  executive dysfunction,  GAD  generalised anxiety disorder,  IPT  
 interpersonal psychotherapy,  PST  problem-solving therapy,  RCT  randomised-controlled trial, 
 ST  supportive therapy (counselling),  TAU  treatment as usual  

23.2          Geriatrician 

 There is a considerable overlap between the geriatrician and the old age psychia-
trist. As many as 50 % of older people with physical illness will have issues with 
recall and memory. For some, this will be little more than an irritation for others; it 
will indicate a more serious and underlying problem. Dementia or cognitive prob-
lems have been recognised as one of the geriatric giants for many years. 
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 Older people with dementia may present to the geriatrician in a number of ways. 
These include an outpatient referral for diagnosis, a referral where the dementia is a 
comorbidity or a delirium or other acute or elective medical problem complicated 
by the presence of dementia. The role of the geriatrician is to exclude possible 
organic disease that may be the underlying aetiological factor and help the old age 
psychiatrist or general practitioner identify pseudodementia (hypothyroidism, met-
abolic disorders or depression). 

 Acute medical services are, at times, used as a service of last resort in an emer-
gency to provide a place of safety. This is usual in the situation where there has been 
an exacerbation of the dementia by delirium or deterioration in behaviour due to 
disease progression or stress resulting in behavioural problems. 

 Delirium is increasingly common in older people with 60 % of those in post 
acute settings (including care homes) and 53 % of those in hospital, and failure to 
recognise delirium or consider the diagnosis can be fatal. People with dementia are 
6–11 times more likely to develop delirium. It is the role of the geriatrician to rec-
ognise the presence of delirium and then to seek its cause. Increasing frailty, medi-
cation changes, constipation, urinary retention and a previous episode of dementia 
are some of the predisposing factors [ 34 ]. 

 In this situation the geriatrician has to be able to recognise the underlying prob-
lem and work with the multidisciplinary team (including liaison psychiatry). Once 
the problem has been identifi ed, not only must the aetiological factors need to be 
managed, but consequences also need to be recognised and managed. People may 
not have eaten or drunk for many hours or days, medication may not have been 
taken and the agitation and risk of harm need to be managed [ 24 – 36 ]. 

 Behavioural and psychological symptoms of dementia (BPSD) or disturbed 
behaviour in the context of dementia will occur in over 90 % of people with 
dementia at some stage. The important role of the geriatrician is to recognise the 
underlying cause of the change in behaviour. The problem may again range from 
constipation and pain to a silent organic medical problem such as a myocardial 
infarction. 

 People with dementia are not only found on the acute medical wards, but are 
frequently occupying surgical beds, either due to the bed situation or because 
they have undergone surgery. The geriatrician is required to provide a liaison 
service to support the surgeons in the appropriate management of people with 
dementia. 

 Geriatric services also provide a liaison service to work with old age psychiatry 
to provide a medical input into the inpatient service to provide holistic care to review 
and manage any comorbid medical conditions [ 35 ]. 

 Many older people live in care homes. Staffs in residential homes, in particular, 
are often poorly trained in dementia care, even if the primary focus of the home is 
dementia care. The geriatrician with the old age psychiatrist and the general practi-
tioner need to work together to ensure appropriate management plans are in place to 
prevent inappropriate transfers of care. 

 People with dementia face repeated episodes of transfer of care to hospital from 
their care home or own home as the dementia deteriorates. There is a need to make 
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an assessment of the appropriate treatment/management so as not to increase suf-
fering unnecessarily. Close working with primary care, psychiatry and care homes 
are required to ensure that appropriate anticipatory care plans are agreed and put 
into place. The PEACE documentation [ 37 ] and Gold Standards Framework [ 38 ] 
are examples of good practice. There needs to be a clinical recognition that a 
refusal to eat and drink may be part of the terminal decline and may be complicated 
by dysphagia. When dysphagia occurs resorting to enteral feeding is an inappropri-
ate response. Carers need to be supported and encouraged to use oral feeding, 
recognising that this is a risk, but will provide comfort to the person with 
dementia. 

 Geriatricians access community nurses, physiotherapists, occupational thera-
pists and speech and language therapists across the care pathway. They should also 
have links to old age psychiatry and neurology.  

23.3     Collaborative Care as a Bridge Between Primary 
and Secondary Care 

 Optimising medical treatment in primary care for people with dementia needs  inte-
grative approach with specialists. 

 The underlying challenges in providing good medical care to people with demen-
tia are similar across nations. The complexity of treatment and care needs coopera-
tion between different professions and stakeholders. Amongst the tasks to be 
considered, medication management and drug safety plays an important role. For 
example, it has been reported that the incidence of hospitalisation in Germany due 
to potentially inadequate medication is 3,25 % with 205 of these being avoidable 
[ 39 ]. The action plan to improve drug safety in Germany (  www.ap-amts.de    ) high-
lights interdisciplinarity and the knowledge of the entire medication are the key 
components of successful pharmaceutical treatment. However, in reality, each 
patient gets prescriptions from a variety of different physician specialists and is 
provided these medications by different pharmacies. There is no structural interface 
between those, so that potentially inadequate medication (Pim) and drug-related 
problems (DRP) are common. There has been the call for cooperation, for example, 
in the guideline ‘multimedication’ (  www.pmvforschungsgruppe.de    ). In Germany, 
the general physician (GP) can serve as a gatekeeper for patients in primary care and 
the local pharmacies are well prepared to deliver their share in medication manage-
ment. Since 2012, in Germany, medication management is part of the pharmacy 
rules of operation. 

 An innovative concept to overcome these interface problems is currently evalu-
ated in the DelpHi trial following a successful US trial [ 40 ,  41 ], a cluster- randomised, 
population-based intervention trial. A dementia care manager (DCM), a specifi cally 
qualifi ed nurse, is the function that is integrated into the healthcare system. The 
DCM works GP-based, with the GP screening patients for cognitive impairments 
and upon identifi cation providing the DCM. The DCM visits the patient at home 
and amongst other topics conducts an extensive medication analysis. Using a 
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computer system, the DCM scans the barcodes of all medication present in the 
patients’ household. The DCM notes medication plans, dosage, frequency, storage 
and adherence problems, according to a systematic assessment tool [ 42 ]. This infor-
mation is summarised and given to the local pharmacist for evaluation, when the 
pharmacist participates in the study. For all other patients, the role of the pharmacist 
is provided by study pharmacists. They evaluate the medication plan, check for 
potentially inappropriate medication, drug-related problems and drug- drug interac-
tions and provide pharmaceutical recommendations. This is done in a standardised 
way, and the DCM summarises the pharmacist’s evaluation into a recommendation 
letter to the GP. The recommendation letter to the GP is basis for planning further 
treatment and care for the patient and is discussed between GP and DCM with the 
GP being able to delegate tasks to the DCM. Thus the GP is able to base his decision 
on systematically assessed and evaluated information and modifi es pharmacother-
apy and/or drug administration. The DCM, however, monitors the changes and is 
able to give feedback to the GP frequently. Results so far indicate that the structured 
and computer-supported assessment improves the identifi cation of needs [ 43 ], how-
ever, not restricted or limited to medication. The interaction between GP and phar-
macist has improved without adding too much on the work load on either profession. 
The function of a DCM is perceived as support and preliminary analysis shows an 
effect on medication as well. 

 The NHS has recently been piloted and was found unsustainable, and there was 
a need to redefi ne the role of case managers and better targeting of which people 
with dementia could benefi t from collaborative care [ 44 ].  

23.4     Role of Pharmacy in Dementia Care 

23.4.1     Role of Community Pharmacists 

 Community pharmacists are amongst the most accessible healthcare professionals, on 
high-streets countrywide, and therefore could play a key role in supporting people 
with dementia and their family carers. It is acknowledged that community pharma-
cists are an underutilised resource; according to the NHS confederation, the ‘NHS has 
historically undervalued the role that community pharmacists can play in improving 
and maintaining the public’s health’ [ 45 ]. However, as highlighted by Gidman et al. in 
a research conducted in Scotland, awareness of community pharmacists’ extended 
roles is low [ 46 ]. The NHS is promoting community pharmacy with campaigns such 
as ‘feeling under the weather’ and in the report ‘urgent and emergency care review’ – 
‘we can capitalise on the untapped potential, and convenience, that greater utilisation 
of the skills and expertise of the pharmacy workforce can offer’ [ 47 ]. 

 Family carers are commonly housebound and home delivery services offered by 
community pharmacists can be valuable. Community pharmacists have a key role in 
supporting appropriate self-medication by people with dementia. Many over-the- 
counter (OTC) medicines possess anticholinergic activity and should therefore be 
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avoided in people with dementia [ 48 ]. There are a number of OTC medicines includ-
ing Souvenaid and ginkgo products, which may improve memory, and community 
pharmacists are in an ideal position to advise people with dementia and older peo-
ple, more generally, on the use of such products. The community pharmacist may 
be the healthcare professional that the family carer and person with dementia have 
most regular contact with. Community pharmacists can provide medicines use 
reviews (MURs). MURs are structured reviews for patients on multiple medications 
especially those patients who have a long-term condition [ 49 ]. 

 Comorbidity is common in people with dementia, and community pharmacists 
can have a key role in supporting safe and effective management of medication both 
for the dementia and for any comorbidities [ 50 ]. However, preliminary evidence 
suggests that family carers, who commonly take on responsibility for medication 
management as the dementia progresses, lack appropriate support and fi nd medica-
tion management challenging [ 51 ]. More research is needed on how community 
pharmacists can support family carers, including the usefulness of domiciliary visits 
that could include a medication review.  

23.4.2     Medication Management Dementia Care Pathways 

 Pharmacists (community, secondary care, interface and prescribing support) all 
have roles to play in producing organisational and trust guidelines. Pharmacists are 
involved in drug and therapeutic committees (DTC). These committees are respon-
sible amongst other things for improving drug use and evaluating drugs for the 
formulary list. Interface pharmacists provide the link between secondary and pri-
mary care, particularly around medication which may have a shared care protocol. 
These may be medications which started in secondary care and continue to be pre-
scribed by general practitioners, for example, acetylcholinesterase inhibitors. The 
role of the clinical commissioning groups (CCG) pharmacists can involve, for 
example, cost-effective prescribing, medicines optimisation and many other aspects.  

23.4.3     Specialist Pharmacy Services 

 Specialist pharmacy services are generally provided by pharmacy staff employed by 
mental health organisations and include both pharmacists and pharmacy techni-
cians. Specialist pharmacists have diverse roles and responsibilities including:

•    Developing secondary or cross sector guidelines, for example, the treatment of 
the behavioural and psychological symptoms of dementia (BPSD) [ 52 ].  

•   Attending ward rounds, case conferences and multidisciplinary team meetings to 
advise clinicians on the most appropriate medication regimen.  

•   Conducting individual one-to-one medication reviews.  
•   A supplementary or independent prescribing role.  
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•   Counselling patients and carers on their medication regimen including potential 
adverse events and how to manage them. This may be one-to-one or in a group 
setting and include the supply of written information.  

•   Providing a medical information service and answering frequently complex 
queries from both health and social care professionals and members of the public.    

 Historically, pharmacy technicians have tended to have a mainly supply function 
and their roles have included dispensing. However, increasingly pharmacy techni-
cians are developing a clinical function; a good example of such a role is medication 
reconciliation – when patients move between primary and secondary care. The Mid 
Staffordshire NHS Foundation Trust Public Inquiry highlighted the need for safe 
systems within healthcare, and recent research has identifi ed the importance of this 
clinical role, delivered by pharmacy technicians, in improving patient safety [ 53 ,  54 ]. 

 The Sainsbury Centre identifi ed in 2007 the need for more investment in special-
ist pharmacy services [ 55 ], and such pharmacy practitioners need to receive appro-
priate training and support for this specialist, complex role. Specialist pharmacists 
can study for appropriate postgraduate qualifi cations at Aston University [ 56 ]; how-
ever, currently there is no such specialist qualifi cation for pharmacy technicians. 
The College of Mental Health Pharmacy also provides support and runs training 
courses for both pharmacists and pharmacy technicians.   

23.5     Conclusions 

 In the future, particularly with the contraction of bed numbers, specialists will need 
to work more within a community setting rather than in hospital services. One par-
ticularly innovative approach could involve joint working between primary care 
pharmacists and specialists to support GPs, for example, in the management of 
BPSD [ 57 ]. However, more research is required on the impact of such an outreach 
role for specialist dementia care pharmacists and potential for collaborative care 
between specialists and primary care [ 44 ]. 

 Key Points 
•     Old age psychiatrists have a key role in making the diagnosis of dementia 

but will need to liaise with a geriatrician, the primary care team and social 
services.  

•   A number of models of care for the management of people with dementia 
have been proposed, including a collaborative care framework.  

•   Liaison between primary and specialist care should enable rapid access to 
support if a patient develops BPSD.  

•   Specialist pharmacists have a potentially important role in supporting 
medication concordance in patients with dementia.    
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23.6       Suggested Activities 

•     What is the role of mental health specialists in dementia in your healthcare 
system?
 –    Is there a need?  
 –   Where do you fi t into this system?     

•   What is the role of the geriatrician in managing people with dementia in your 
healthcare system?
 –    Where do you fi t in with the working of geriatric care in dementia?     

•   If a case management model was adopted, who could be a case manager in your 
healthcare system?
 –    Could you be a case manager?  
 –   Where would you fi t in with the working of a case manager?     

•   What is the role of the community pharmacist in supporting the management of 
people with dementia in your healthcare system?
 –    How do you work with the community pharmacist in supporting the 

management of people with dementia?           
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  24      Living with Dementia in a Care Home: 
The Importance of Well-Being 
and Quality of Life on Physical 
and Mental Health                     

       Lynne     Phair     

       As a person travels the journey of dementia, the impact of the condition will affect 
their physical, emotional and intellectual abilities, and the risk of increased compli-
cations of frailty such as, chest infections, urine infections, falls, constipation and 
pressure damage increases. Frailty is now recognised as a distinctive health state 
related to the ageing process in which multiple body systems gradually lose their 
inbuilt reserves [ 1 ]. Older people who live with frailty will have multiple conditions 
which may cause the diagnosis or management of any particular condition to be 
masked or harder to identify. For people living with dementia in care homes, the 
opportunities for them to undertake normal life activities that can assist in staving 
off or reducing the risks of physical or mental health conditions occurring are 
reduced. The impact of institutional living coupled with the progressive nature of 
dementia can complicate opportunities for both diagnosis and the management of 
conditions. 

 Care homes should be a place where the person not only receives care to manage 
the physical or cognitive consequences of dementia, but where they are supported to 
fl ourish, within their capabilities, and where the speciality of long-term care encom-
passes the support of quality of life and well-being alongside any physical or mental 
health conditions. 

 This chapter will explore some essential aspects of care and suggest how the 
qualities of the staff, the environment and the milieu can be used to benefi t people 
living with dementia. So often the value of the physical environment is not consid-
ered as essential, except in respect of orientation and reducing distress. Whether a 
primary care professional is assessing a person’s needs, is responding to concerns 
regarding their health or is involved in commissioning or contract monitoring the 
service a resident receives, the impact of the environment and activity on the per-
son’s quality of life and well-being should be central. 
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 There are increasing numbers of regulatory and commissioning organisations 
who are developing competencies for staff who work with people with dementia in 
care homes. However, the focus is too often on ensuring that care workers respond 
to physical needs in a competent and person-centred way. While responding to 
physical need is a vital component of care, the importance of meaningful activity on 
physical and mental health is often overlooked or seen as something that is only 
relevant to an overall need for occupation. There are scarce examples of standards 
which measure how staff can demonstrate competence that incorporates an under-
standing of the wider benefi ts of the environment, the milieu and meaningful activ-
ity on the health of older people who live in care homes. 

 The guidance produced by the National Institute for Health and Care Excellence 
(NICE) on the mental well-being of older people in care homes is an important 
source designed to drive measurable quality improvements within a particular ser-
vice [ 2 ]. The guidance sets out a concise set of six statements refl ecting standards on:

    1.    Maintaining personal identity   
   2.    Recognising signs and symptoms of a mental condition   
   3.    Support of sensory impairment   
   4.    Support of physical problems   
   5.    Participation in meaningful activity   
   6.    Access a full range of healthcare service    

  NICE highlights research which evidences that many older people are dissatis-
fi ed, lonely and depressed and many are living with low levels of life satisfaction 
and well-being. They refer to additional research, for example, from the Alzheimer’s 
Society which shows that many care homes do not have enough activity or ways of 
positively occupying residents’ time, coupled with poor access to NHS primary and 
secondary care services. Lack of activity and limited access to essential healthcare 
services are shown to have a detrimental impact on a person’s mental well-being. 

 Meaningful activity is described by the NICE as activities that include physical, 
social and leisure activities that are tailored to a person’s needs and preferences. 
Activities can range from activities of daily living, leisure, gardening, reading, arts 
and crafts, conversation and singing. An activity can provide emotional, creative, 
intellectual and spiritual stimulation and should include using outdoor spaces. 

 The NICE further describes mental well-being to include areas that are key to opti-
mum functioning and independence, such as life satisfaction, optimism, self- esteem, 
feeling in control, having a purpose in life and a sense of belonging and support. 

24.1     Traditional Approaches to Well-Being and Quality 
of Life in a Care Home 

 Traditional approaches to activity and the expected norms of promoting quality of 
life in care homes may include group activities following a standard timetable and 
an activity that has, as its common denominator, something that everyone can do. In 
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a traditional culture of care, little attention is paid to the desires, intellectual ability 
or interests of the resident. Activities are ‘done to’ a person rather than with a per-
son. Musical entertainers who lead ‘sing-alongs’, group quizzes and the television 
playing daytime TV are examples of entertainment designed for everyone. 

 Gardens too may be accessible, but in more traditional care homes, they are not 
considered as ‘a room without a roof’. Rather, they are more likely to be used when 
the sun is bright, and residents can be placed under a parasol rather than sit in the 
lounge. 

 The physical environment in the care home may have paid little attention to the 
impact of factors such as light, noise or age and culturally appropriate furnishings. 
Cultural diversity may be most likely to be understood in respect of black and 
minority ethnic people but fails to pay attention to ensuring that care staff under-
stand the culture of local residents including local history, food, festivals and events. 
There are very few induction programmes, for example, where care staff from over-
seas are helped to learn about the culture and traditions of the place they will live 
and work or helped to understand information that may support them to converse 
with a local person living with dementia about their life, work and pastimes.  

24.2     Changing Cultures of Care to Promote and Support 
Quality of Life and Well-Being 

 Changes in traditional cultures of dementia care have been developing since the 
1990s and focus on the need to value the person as an individual. The importance of 
personhood as a central theme aims to ensure that person who lives with dementia 
is not undermined and lost within the disease and medical management [ 3 ,  4 ]. 
Supporting quality of life through meaningful activity and an enriched physical 
environment has also developed and, in progressive care homes, refl ects the devel-
oped understanding of how meaningful activity and the environment impact on 
quality of life which in turn impacts on the physical and emotional well-being of the 
person and their families. 

 The need for physical activity is better understood and is now supported by 
national guidance identifying the need for older people to be moderately active for 
150 min a week to improve balance, coordination and strength. The benefi ts of 
exercise offer opportunities for social contact, engagement and communication [ 5 ]. 
The therapeutic value of the garden can bring benefi ts to people with dementia in a 
variety of ways, not simply to obtain fresh air and natural sunlight. The design can 
provide passive or active space, sensory stimulation and opportunities to walk and 
assist with gardening activity according to interest and ability [ 6 ]. 

 The use of technology is becoming popular in specialist care homes for people 
with dementia: supporting activity with game consoles which encourage communi-
cation, coordination and sociable fun. Tablets are used to access resources that are 
online to encourage conversation, reminiscence, fi lms or music, family photos or 
even direct contact with families abroad via web-based visual communication [ 7 ]. 
For people with advanced dementia, programmes are being developed to enhance the 
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senses and give compassionate care. For example, the Namaste care programme (the 
Hindu greeting meaning to honour the spirit within), focuses on meeting the needs of 
attachment, comfort, identity, occupation and inclusion [ 8 ]. 

 The impact of the environment has also become better understood. It is now 
appreciated that a person with dementia may have a reduced stress threshold to 
environmental stimuli, such as the noise of call bells, machines, offi ce chatter and 
equipment or the motion of people through a living area. Some research suggests 
that continuous exposure to noise can increase alterations in memory and increase 
agitation, reduce tolerance of pain and increase feelings of isolation [ 9 ]. The impact 
of light and lighting is also more fully appreciated. For example, the benefi t of natu-
ral light enhancing a room while avoiding glare and the importance of having 
enough bright light and using task lighting in areas where residents are doing activi-
ties are grounded in evidence. 

 The need to balance risk and potential benefi ts of any activity should always be 
considered in collaboration between the individual, family carers and any other 
involved staff. The promotion of risk taking rather than being risk averse can 
enhance quality of life and improve well-being but requires positive understanding 
of the importance of quality of life, sometimes outweighing the importance of  trying 
to achieve total safety [ 10 ].  

24.3     Assessing Common Health Problems Where Poor 
Quality of Life and Well-Being May Be a Hidden Factor 

 Primary care professionals are regularly asked to attend a person in a care home 
who is experiencing problems such as continence diffi culties, constipation, falls, 
poor nutrition, urinary tract or chest infections, sleep problems, the development of 
pressure ulcers, distressed behaviour or the management of pain. The traditional and 
usual assessment process will be to consider the presentation by assessing the phys-
iological aspects of the presenting problem, with a review of medication, nutritional 
intake, weight and perhaps pain or other attributed factors. 

 But many of these common problems become exacerbated by lack of activity and 
psychological engagement. If the person is unable to initiate their own activity due 
to their cognitive impairment, the spiral of dependency can escalate, as a sedentary 
life leads to boredom, sleepiness, lowered self-esteem, loss of appetite and lowered 
nutritional intake. These initial factors can then lead to increased dependency as 
mobility becomes more impaired, which leads to increased risk of pain, continence 
diffi culties, sleep diffi culties, constipation, increased cognitive decline and risk of 
pressure damage [ 11 ]. While continuing to consider physiological factors, primary 
care professionals should consider how quality of life for the person in the care 
home may be impacting on their physical and mental health and should consider 
reviewing the psychosocial aspects of care before resorting to, or alongside, more 
orthodox approaches. Set out in Box  24.1  are some examples of factors that may 
affect a person health that could be considered when assessing and treating a person 
for some common concerns.
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  Box 24.1   Common causes for GP referral, quality of life factors that may be 
important

 Problems of continence and constipation 

  Signage to the toilet should be clear and use both words and symbols 

   Malodours should be managed so that the person is not distressed by using a toilet 
that others have used 

  Staff should use language that the person is familiar with 

  Activities should be encouraged that support physical movement 

   Clothing, including any continence aids, should be easy for the person to manage 
themselves 

   Residents that cannot move about may benefi t from abdominal massage on a regular 
basis 

   Fresh fruit and vegetables and fl uids should be available in all public spaces and 
encouraged throughout the day 

 Falls 

  Lighting and fl oor contrasts should be audited in areas where falls occur 

   Rails should be fi tted at hand height on corridors and walk ways and places to rest 
should be readily accessible 

  Floor covering should be considered along with foot wear and the use of mobility aids 

   Signage should be available (words and symbols) throughout the home (e.g. to the 
toilet, the dining area, bedrooms) 

   People who have diffi culty locating their room should have easily identifi able room 
doors 

   People should have access to outdoors and opportunities for walking, outdoor 
activity, exploring, fresh air and sunlight 

   Opportunities for activity should be encouraged as an integral and normal part of the 
day for all residents; exercise should be encouraged to maintain balance, muscle 
strength and intellectual stimulation 

 Appetite and drinking 

   Inviting smells of food may assist in promoting an appetite and encouraging a 
natural biological awareness of the time to eat 

   Portion size and presentation should be appropriate and the texture of the food 
should be correct to encourage appetite 

   Snack and fi nger food may be a better alternative for a person who cannot manage a 
‘normal’ meal 

   Full fat milky drinks and fortifi ed meals could be tried before resorting to nutritional 
supplements 

   The lighting, noise levels, table settings, atmosphere and care culture of the dining 
room and mealtimes should be audited regularly against the well-being and 
nutritional intake of residents 

   Picture menus or showing food presented on plates can assist in understanding and 
making food choices 

   Eating and drinking can be encouraged through social events and cooking activities. 
For example, tea dances, party nights, peeling vegetables or making cakes 

   Monitoring snack foods given to the resident by families prior to meals, particularly 
if the person has abnormal blood glucose readings and there is no simple explanation 

(continued)
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   In conclusion, this chapter has briefl y reviewed the importance of the physical 
and care environment, including awareness of meaningful activity as a means of 
supporting and encouraging well-being and quality of life for people living with 
dementia in care homes. While considerable progress has been made in challenging 
traditional approaches to care, there is still work to be done. Primary care practitio-
ners have an important role to play in asking questions about the care and psycho-
social support that residents receive in the care home. A commitment, for example, 
to providing meaningful activities as part of the day rather than assuming that resi-
dents can be corralled into timetabled, group activities may play an important role 
in promoting well-being and ultimately reduce calls on the time of primary care 
practitioners.  

  Enabling residents to help with laying the tables or clearing away afterwards 

   Encouraging and supporting physical activity, including time outdoors, to promote 
appetite and hunger 

 Problems with sleep 

  Fresh air and activity during the day may help a person to become tired 

   Encourage activities where possible such as raking leaves, sweeping, dusting, 
pegging out laundry or helping to push trolleys 

   Ensure good sleep hygiene and, as far as possible, follow the preferred routine of the 
individual person; for example, does the person prefer a particular nighttime drink? 
Do they like a cool room? Music? 

  Noise, light, ventilation should be considered 

   Consider night time pain, joint stiffness or the need to go to the toilet that may cause 
disturbed sleep 

   Quiet music, talking books or gentle soothing sounds may help settle the person, 
after a cup of hot chocolate 

   Consideration of biographical continuity is important. For example, has the person 
worked night shifts? Have they typically been ‘poor’ sleepers or preferred to ‘burn 
the midnight oil’? 

   Staff may need to consider enabling the person to be up at night and sleep during the 
day, ensuring the day is set around the person 

 Problems with distressed behaviour 

   Behaviours that cause distress should be carefully recorded and antecedents should be 
considered (e.g. time of the day, staff involved, their approach and responses to the 
person, how long it goes on for). Analysis of these factors will support any intervention 

  Physical factors such as pain, constipation and infection may be important 

  Is the person experiencing anxiety or depression? 

   What might the person be communicating by their behaviour? (refer also to Chapter 
24: Communicating with People Living with Dementia) 

   Psychosocial care should include consideration of individual biography and factors 
which may cause distress, occupation and activity, comforting and reassuring care 
and support and social networks and support 

Box 24.1 (continued)
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24.4     Case Study 

 Senga Williams moved to a care home after repeated episodes of being found out-
doors, often lost, and not dressed for cold weather. It was felt by her family that she 
would be safer in a care home environment. Senga has not settled well in the care 
home and appears agitated and restless and spends most of her time on her feet, walk-
ing about. Staff perceived Senga’s behaviour as ‘wandering’ (i.e. walking without 
purpose) and asked the GP to visit as she had lost weight. The GP asked about Senga’s 
biography, and it was evident that care staff had not asked about Senga’s past life, her 
work and family history and her likes and dislikes. Further investigation revealed that 
Senga had been a postwoman and had walked a long postal round every day of her 
long working life. Moreover, she was a keen walker when not at work. The care staff 
worked to develop a care and support plan which included asking Senga to sort and 
deliver the post and newspapers in the care home each morning, going out with care 
staff when they went out for shopping or to run errands, encouraging Senga’s family 
to walk with her and encouraging Senga to work in the garden whenever possible. 
These activities did not entirely resolve Senga’s apparent restlessness, but she appeared 
more settled. This was evidenced by, for example, an increase in her ability to sit at 
meal times and eat; providing snacks and fi nger foods for Senga to take with her when 
she was walking, and some improvement in sleeping and some weight gain.  

24.5     A Quick Audit for Busy Primary Care Practitioners 

 Box  24.2  is about quality of life – impact on health and well-being audit.    

  Box 24.2   Quality of life – impact on health and well-being audit

 Quality of life and well-being activity  Evidence in the care home 

 1  What can the staff tell you about the person, their 
character, their interests and their past life, not simply 
about their medical condition or physical care needs? 

 2  What can the staff tell you about the person and what 
makes them laugh or smile? 

 3  Can the staff tell you how involved the family are and 
how they like to share the persons care and 
meaningful activity? 

 4  How does the atmosphere feel in the public areas of 
the home? Calm, positively engaging? Noisy and 
distressing? Soporifi c? 

 5  As you look around, are any residents ‘helping staff’ 
in any way or engaged in meaningful activity? 

 6  As you look around, are residents engaging in any 
activity that appears to be unique to them (rather than 
general group activity)? 

(continued)
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 Quality of life and well-being activity  Evidence in the care home 

 7  Can the residents go outside to get fresh air, and be 
safe? 

 8  When did the resident you are visiting last go out in 
the fresh air? Do you feel this is adequate considering 
the weather or health condition? 

 9  How has the resident been engaged in activity/
occupation over the past week that: 
  (i) Encouraged physical activity 
  (ii) Stimulated the senses 
  (iii) Engaged in meaningful intellectual stimulation 
(appropriate to their cognitive ability) 
  (iv) Engaged with the community or environment 
outside of the main living area 
  (v) Supported positive engagement and 
communication with family/friends or people other 
than staff 

 10  How have the staff been using psychosocial 
interventions to improve or support the physical or 
mental health concerns? 

24.6        Appendix 24.1 Additional Resources 

 Stirling University Dementia Development Centre 
 The Virtual Care Home is an online resource that demonstrates dementia-friendly 

design in care home settings or people’s own homes:   http://dementia.stir.ac.uk/
design/virtual-environments/virtual-care-home    . 

 My Home Life; a UK-wide initiative with the aim of developing care practice in 
care homes:   http://myhomelife.org.uk    . 

 The Kings Fund’s Enhancing the Healing Environment is an initiative aimed to 
improve dementia design in NHS and collective care settings:   http://www.kings-
fund.org.uk/search/site/enhancing%20healing%20environment    . 

 National Association for the Provision of Activity for Older People – promoting 
best practice in activity provision including in care home settings:   http://www.napa- 
activities.com/how-we-work/    .   
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  25      Communication with People 
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       This chapter considers communication with people with dementia while recognis-
ing the growing recognition of the need to include people in their own care and 
treatment. Dementia affects a person’s ability to communicate and their compre-
hension of the world around them; however, the success or failure to communicate 
is related to a whole range of factors not least of which is the other person(s) 
involved in the communication. Current understandings of dementia refl ect a con-
dition that is as much to do with an individual’s environment, both social and 
physical, as it is to do with specifi c neurological damage [ 1 – 3 ]. It is acknowledged 
that communication can be enhanced through some simple considerations and 
through a focus on the person with dementia as someone who has the same rights 
to information about their condition and care as anyone else. However, stigma 
often plays a signifi cant role in the lives of people with dementia and affects how 
(and if) communication takes place [ 4 ]. This chapter refl ects on the various chal-
lenges and facilitators to communicating with people with dementia, breaking 
down the impact of different factors within the personal, social and physical envi-
ronment of the person with dementia. By thinking about dementia in a more holis-
tic manner, we can then fi nd ways to compensate for impairment, address challenges 
and improve communication. The chapter fi nishes with a discussion about diagno-
sis and the disclosure of a dementia diagnosis to the person and their family, per-
haps one of the most important times for effective communication with a person 
with dementia. 
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25.1     Barriers and Facilitators to Communication 

 Communication is a complex process with different components including the peo-
ple, the message, the medium of communication, the code or language, the sound 
environment, the feedback from the receiver and the social and physical context [ 5 ]. 
Understanding this complexity illuminates why people with dementia face diffi cul-
ties and suggests routes to improve communication. 

25.1.1     The Person 

 Dementia can affect communication in a number of ways, but it is important to 
note that dementia affects individuals differently, and these symptoms will not be 
common to everyone. Specifi c diffi culties will relate to the type of dementia and 
the length of time someone has had the condition. People with dementia may 
have diffi culty thinking and using the right words (anomia) and may reply to a 
question with a repeat of an answer to a previous question (intrusion) or repeat 
one phrase twice or more in succession (perseveration). There may also be a high 
degree of circumlocution, where a subject is ‘talked around’. People may experi-
ence diffi culties in word fi nding (aphasia), and they may talk at length without 
seeming to make sense (confabulation). However, they may still retain an under-
standing of how words are combined in sentences to make grammatical sense 
(syntax) and may communicate more easily about topics that are relevant and 
familiar to them. Dementia also affects an individual’s reasoning, concentration 
and memory, and all of these aspects can further impact on their ability to 
communicate.  

25.1.2     Physical and Mental Health 

 Most people with dementia are older and, therefore, more likely to be affected by 
hearing loss and low vision. These impairments may not have been correctly identi-
fi ed or addressed perhaps due to problems with communication; so it is possible to 
see how a spiral effect is set up leading to a worse outcome for the person with 
dementia. It is also important to consider the individual’s physical health; they may 
be experiencing symptoms such as pain or breathlessness which can impact on their 
ability to communicate. Low mood and low self-esteem will also affect an individ-
ual’s ability to communicate as will more debilitating conditions such as depression 
and anxiety.  

25.1.3     Physical Environment 

 People with dementia are sensitive to their physical environments, and aspects such 
as background noise, interruptions, echoes as well as poor lighting, unfamiliar 

L. McCabe



295

settings and inadequate signage/wayfi nding can cause greater confusion and impact 
negatively on communication.  

25.1.4     The Other Person 

 People may speak with different accents or dialects, and they may mumble or talk too 
quickly. The other person may also forget to include the person with dementia or 
focus their attention on the carer rather than the person with dementia themselves.  

25.1.5     The Social Environment 

 People with dementia face stigma, and this may result in them being ignored, 
patronised or misinterpreted as well as excluded from conversations that concern 
them [ 6 ]. Sabat [ 2 ] refers to this as malignant positioning, and it occurs when people 
with dementia are positioned within social interactions as incompetent due to a 
focus on their dementia. Low expectations can lead to loss of self-esteem and 
reduced opportunities for communication. For example, by addressing questions to 
a carer while the person with dementia is present only reinforces to them their lack 
of worth and further excludes them, leading to less communication and further 
withdrawal. 

 There are many reasons why a person with dementia may have diffi culty com-
municating. Some of this will be related to the type and degree of cognitive impair-
ment they experience, but most will be related to social or physical factors that can 
be readily addressed.   

25.2     What Can Be Done? 

 The fi rst step is to believe that communication with people with dementia is possi-
ble and valuable and to challenge the stigma and negative social positioning that 
people with dementia experience. 

 There are some simple things to consider such as body language; changes that can 
be made to speech such as tone, speed, and content of speech; as well as consider-
ations of the physical and social environment. It is also important to think about the 
memory problems someone with dementia may face and provide opportunities for 
information to be communicated in different forms and at different times. 

25.2.1     Body Language 

 It is important to be aware of the non-verbal aspects of communication and use ges-
tures, touch and tone of voice appropriately. Words only constitute about 7 % of the 
information we pick up from someone in any one interaction with 93 % of 
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information coming from what we see, hear or experience from a spatial or somatic 
level [ 7 ]. A person with dementia who has diffi culty following the path of conversa-
tions will have an increased reliance on non-verbal information. People with demen-
tia may also use behaviour as a way to communicate. Unusual, repetitive and perhaps 
diffi cult behaviours can all be ways in which people with dementia try to communi-
cate. Be alert to any visual or behavioural cues from the person with dementia.  

25.2.2     Speech Patterns, Speed and What You Say 

 Speaking slowly and clearly to people with dementia while maintaining eye contact 
will aid communication. Also consider cues and feedback from them to gauge how 
much of what is being said is being understood. Give them plenty of time to reply 
[ 8 ]. It may be helpful to stick to one idea or piece of information at a time to allow 
the person with dementia to keep up with the conversation.  

25.2.3     Physical and Mental Health 

 Sensory impairment increases with age, and older people may need extra support to 
ensure they have the right glasses and/or hearing aid. Paying attention to these basic 
aspects of health care can make signifi cant differences to a person’s ability to com-
municate. Similarly, considerations should be given mental health problems and 
how addressing these may impact positively on communication.  

25.2.4     Listening 

 Be an active listener, giving the person with dementia your full attention. People 
with dementia may not use verbal speech to directly convey their message, and as 
such it is important to be aware of any emotional message or need that is being 
conveyed, rather than the specifi c words spoken.  

25.2.5     Physical Environment 

 Be conscious of the physical environment and try to minimise any possible distrac-
tions; keep noise levels down and light levels high, and ensure the person is 
comfortable.  

25.2.6     Social Interactions 

 It is important to pay attention to the dynamics of communication, to avoid ‘malig-
nant positioning’ and to ensure people with dementia are included in conversations 
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about their care and support. Good communication can support decision making 
about care as well as supporting the person with dementia to feel valued, promoting 
self-esteem and contributing to well-being.  

25.2.7     Memory Problems 

 One of the most impactful symptoms of dementia is memory impairment. Someone 
with dementia may communicate well in the moment, but it may not be clear 
whether they will remember information provided at a later date. Providing written 
information, a route for people to call back for more information or a follow-up 
appointment will help address this issue. 

 The task of improving communication with people with dementia is not diffi cult, 
but it does require a multidimensional approach that considers personal, environ-
mental and social factors. Awareness of barriers to communication can suggest 
solutions to facilitate communication.   

25.3     Disclosing a Diagnosis of Dementia and Talking 
About Dementia 

 One important aspect of a GP’s role may be in talking to people with dementia and 
their families about the diagnosis of dementia and what they can expect following 
this. GPs are the gatekeepers to services because they are most likely to be the pro-
fessional whom relatives of the person with dementia approach for help [ 9 ]. 
However, research suggests that GPs may be reluctant to disclose the diagnosis 
[ 10 ]. There is ongoing debate about the positives and negatives of disclosure. A 
recent review [ 11 ] highlights the main positives associated with disclosure: the per-
son’s right to know diagnosis; to facilitate planning; potential psychological benefi t 
to person with dementia and/or carers; opportunities to maximise treatment possi-
bilities; the possibility to obtain a second opinion; and to travel or go on holiday. 
The review suggested that majority of people with dementia wish to be told their 
diagnosis. However, risks associated with disclosure include emotional distress, 
inability of the person with dementia to understand and/or retain diagnosis, no clear 
benefi ts to diagnosis, lack of a cure or effective treatment and the stigma associated 
with dementia. 

 This review found that there is a dearth of empirical research observing how a 
diagnosis of dementia is disclosed. A small number of studies within the review 
examined the longer-term impact of disclosure and found that the majority of peo-
ple do not develop signifi cant psychological ill-health although people with demen-
tia may experience short-term distress. One study [ 12 ] found that people who had 
received their diagnosis had signifi cantly higher environmental and physical quality 
of life scores than those to whom the diagnosis had not been disclosed. There is 
consensus that disclosure should be an ongoing process with provision of informa-
tion and support for people with dementia and their families. 
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 A key aspect of disclosure is the manner in which it takes place and the quality 
of communication with the person with dementia. Good communication at this 
point is crucial, and compassion, sensitivity and good listening skills are considered 
important skills for professionals delivering a diagnosis [ 13 ]. Written information 
should also accompany the diagnosis to support recall of information about the 
diagnosis and any recommendations made at that time.  

25.4     Conclusions 

 Good communication with people with dementia is a crucial part of providing good 
quality care and support, and there are simple routes to improving communication. 
Attention should be paid to all aspects of the communication process, taking account 
of an individual’s dementia, their sensory impairments, their physical and mental 
health, their physical environment and perhaps most importantly their social envi-
ronment. Understanding the complexity of communication helps to suggest solu-
tions and promote better communication for people with dementia.  

25.5     Case Study 

 John had been having memory diffi culties for some time, and eventually his wife 
Eva encouraged him to go to the GP. John realised that day-to-day life was getting 
more diffi cult. He found it very diffi cult to do many of the things that until rela-
tively recently he had taken for granted. He developed an interest in local history 
when he retired, and he noticed these days that he could not concentrate on read-
ing, found it diffi cult to retain information and had lost his confi dence to go to the 
group meetings. Even getting organised in the mornings and getting dressed was 
becoming a problem, and John often felt muddled, anxious and upset. The GP lis-
tened sensitively to John and Eva’s worries. The GP wanted to spend a little more 
time making a preliminary assessment of John’s symptoms and so asked the couple 
to return for a double appointment at the end of a surgery. Throughout both appoint-
ments and in a subsequent referral, John felt that the GP spoke to him directly and 
respected his views and concerns. She recognised that John needed time to share 
his worries and also that she needed to take account of the impact of memory dif-
fi culties on his ability to follow a conversation. John was subsequently referred to 
a memory clinic and was diagnosed with Alzheimer’s disease. When John visited 
the surgery again, the GP was clearly aware of his diagnosis and was helpful in 
signposting Eva and John to places where they might get more help and support. 
The surgery had made an effort to be ‘dementia friendly’ and had paid attention to 
their signage and lighting and to the information they had available about local 
resources.  
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25.6     Audit 

 The following questions provide a quick audit of your current approach to commu-
nicating with people with dementia and involving them in making choices about 
their care. The resources that follow provide tools to improve communication with 
people with dementia.

    1.    Does your clinical/practice environment have a suffi cient level of lighting, clear 
signage and low noise levels?   

   2.    Do the staff have basic knowledge about communication with people with 
dementia? The resources below could be used to provide this.   

   3.    Is there a culture of inclusion within your practice, for example, are people with 
dementia routinely involved in decisions about their care and treatment?   

   4.    Do you have information leafl ets about dementia for families and people with 
dementia?   

   5.    Do you have information about local services and support for people with 
dementia and their families and someone who can signpost them to relevant 
support?   

   6.    Do you provide opportunities for a follow-up visit or phone call with a practice 
nurse (or other staff member) to clarify information and answer questions? This 
would be especially important soon after a diagnosis has been disclosed.      

25.7     Resources 

 Dem Talk – An evidence-based tool for improving communication with people with 
dementia with versions for health professionals, social care workers and family car-
ers [ 14 ]. 

   http://www.demtalk.org.uk/     
 Talking Mats© – A low-tech communication framework to help people with 

communication diffi culties to think about issues and provide them with a way to 
effectively express their opinions. Talking Mats has been used successfully with 
people with dementia [ 15 ]. 

   http://www.talkingmats.com/     
 Environmental design – The Dementia Services Development Centre website 

has two virtual environments where you can fi nd out how to improve the physical 
environment. 

   http://dementia.stir.ac.uk/design/virtual-environments     
 Alzheimer’s Society, England, fact sheet on communication: 
   h t tp : / /www.a lzhe imers .org .uk/s i te / sc r ip t s /documents_ info .php?

documentID=130         

25 Communication with People with Dementia

http://www.demtalk.org.uk/
http://www.talkingmats.com/
http://dementia.stir.ac.uk/design/virtual-environments
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=130
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=130


300

   References 

    1.    Kitwood T. Dementia reconsidered. Buckingham: Open University Press; 1997.  
    2.    Sabat S. Surviving manifestations of selfhood in Alzheimer’s disease. Dementia. 

2002;1(1):25–36.  
    3.    Bartlett R, O’Connor D. Broadening the dementia debate: towards social citizenship. Bristol: 

Policy Press; 2010.  
    4.    Vernooij-Dassen M, Moniz-Cook E, Woods R, Lepeleire J, Leuschner A, Zanetti O, Rotrou J, 

Kenny G, Franco M, Peters V, Iliffe S. Factors affecting timely recognition and diagnosis of 
dementia across Europe: from awareness to stigma. Int J Geriatr Psychiatry. 2005;20:377–86.  

    5.    Young T, Manthorpe C, Howells D. Communication and dementia. Madrid: Editorial Aresta; 
2010.  

    6.    Beard R, Fox P. Resisting social disenfranchisement: negotiating collective identities and 
everyday life with memory loss. Soc Sci Med. 2008;66(1):1509–20.  

    7.    Robinson A, Spencer B, White L. Understanding diffi cult behaviours. Michigan: Eastern 
Michigan University; 2007.  

    8.    Stevenson L. Hearing the voice: improving communication with people with dementia. 
Stirling: University of Stirling; 2008.  

    9.    Bamford C, Eccles M, Steen N, Robinson L. Can primary care record review facilitate earlier 
diagnosis of dementia? Fam Pract. 2007;24(2):108–1165.  

    10.    Moore V, Cahill S. Diagnosis and disclosure of dementia: a comparative qualitative study of 
Irish and Swedish General Practitioners. Aging Ment Health. 2013;17(1):77–84.  

    11.    Robinson L, Gemski A, Abley C, Bond J, Keady J, Campbell S, Samsi K, Manthorpe J. The 
transition to dementia – individual and family experiences of receiving a diagnosis: a review. 
Int Psychogeriatr. 2011;23(7):1026–43.  

    12.    Mate K, Pond C, Magin P, Goode S, McElduff P, Stocks N. Diagnosis and disclosure of a 
memory problem is associated with quality of life in community based older Australians with 
dementia. Int Psychogeriatr. 2012;24(12):1962–71.  

    13.    Mastwyk M, Ames D, Ellis K, Chiu E, Dow B. Disclosing a dementia diagnosis: what do 
patients and family consider important? Int Psychogeratr. 2014;26(8):1263–72.  

    14.    Young T, Manthorp C, Howells D, Tullo E. Developing a carer communication intervention to 
support personhood and quality of life in dementia. Ageing Soc. 2011;31(6):1003–25.  

    15.   Murphy J, Oliver T. Talking mats and dementia. Speech Lang Ther Pract. 2011;6: p. 6 (Spring).    

L. McCabe



301© Springer International Publishing Switzerland 2016
C.A. Chew-Graham, M. Ray (eds.), Mental Health and Older People: 
A Guide for Primary Care Practitioners, DOI 10.1007/978-3-319-29492-6_26

        S.   Iliffe ,  MBBS, FRCGP      (*) 
  Research Department of Primary Care and Population Health ,  University College London , 
  London ,  UK   
 e-mail: s.iliffe@ucl.ac.uk   

    J.   Manthorpe ,  MA      
  Social Care Workforce Research Unit ,  Kings College London ,   London ,  UK   
 e-mail: jill.manthorpe@kcl.ac.uk  

  26      The Dementias: Risks to Self and Others                     

       Steve     Iliffe       and     Jill     Manthorpe     

       Risk and danger are pervasive in dementia syndrome, from its cause through its 
course, to its care. When seen from a medical perspective, many people with demen-
tia are the outcomes of risky behaviour, their neurodegeneration being the conse-
quence of high alcohol consumption, obesity or smoking and other potentially 
modifi able ‘lifestyle’ behaviours. 

 The diagnostic label of dementia carries risks with it, one being that it can turn 
someone who is muddled and forgetful into the bearer of a stigmatised disease, 
propelling them onto an escalator to disability [ 1 ] or infantilism. The risk for the 
person with dementia is that they become ‘uncivil’, embarrassing and visibly lack-
ing in self-control [ 2 ]. This risk appears along a spectrum from words lost and sen-
tences not completed through messy eating to incontinence. Dementia is a condition 
well suited to an era of uncertainty and unease, in which risks clamour for attention 
and possible dangers crowd in from all sides. In this ‘risk society’, everyone is ‘sub-
ject to political rules of recognition, compensation and avoidance’ [ 3 ]. These politi-
cal rules are made explicit in the National Dementia Strategy [ 4 ] and the Prime 
Minister’s Challenge for Dementia [ 5 ]. 

 Behavioural and psychological symptoms such as aggression, agitation, ‘wan-
dering’ and disinhibition, which typify dementia, create additional risks for the per-
son with dementia and those around them by causing distress, misunderstanding 
and inappropriate reactions. These symptoms occur in 40 % of those people who 
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have ‘mild cognitive impairment’ and in 60 % of those in the early stage of dementia 
and often become more frequent and troublesome with advancing dementia. Carers 
spend much of their time supervising and controlling the care environment [ 6 ], and 
carers’ health may be at risk of harm from the stress of caring [ 7 ]. 

 Understanding the risks associated with dementia matters to the care assistant in 
a nursing home as much to the community nurse who visits the home. They matter 
too to the community-based physiotherapist providing rehabilitation, to the practice 
nurse managing long-term conditions or to the social worker arranging for a ‘suit-
able person’ (generally a relative) to manage the social care direct payment and 
support plan. 

 This chapter explores what is meant by risk for people with dementia, describes 
which ‘risks’ cause most concern and offers some ways of understanding risk for 
people with dementia and their carers. It proposes three types of response to risk: a 
‘safety-fi rst’ stance; seeing benefi ts in risk; and adopting a right-based approach to 
risk taking, emphasising ‘risk enablement’ and ‘positive risk taking’. In practice 
cautious approaches to risk predominate, with risk seen as a danger more than lib-
eration. ‘Managing risk’ is now as important than ‘meeting needs’, at least in social 
care [ 8 ]. 

26.1     Dementia and the (Dis)embodiment of Risk 

 The possibility that dementia could be prevented focusses attention on the ‘risk of’ 
developing dementia, with the cause of dementia being attributed to multiple ‘risk 
factors’. The ‘risk factor’ approach reduces change to decontextualised and disem-
bodied behaviours and exposures, with potential for blaming the individual’s present 
condition on their past lifestyle choices [ 9 ] or sometimes their genes. The alternative 
is the embodiment of risk, which fi nds clues about current health in the dynamic 
social, material and ecological context into which we are born, develop, interact and 
endeavour to live meaningful lives [ 10 ]. The wide range of possible risk factors – 
from gum disease to sleep disturbance in midlife, not forgetting all cardiovascular 
risk factors and head injuries – suggests that the causes of dementia are multiple and 
as much environmental as behavioural. The embodiment view of dementia risks fi ts 
the evidence better, but it is harder to grasp, measure and manipulate, which may be 
why the epidemiological ‘risk factor’ view is more popular, at least in medicine. This 
epidemiological view only allows for safety-fi rst approaches – we should not smoke, 
drink too much, eat too much and exercise too little, or we may get dementia. And 
we should keep our cholesterol levels and blood pressure low with medication, too.  

26.2     The Hazards of Diagnosing Dementia 

 Incorrect categorisation of other forms of behaviour or cognitive change as demen-
tia creates the potential for under-treatment of treatable conditions like depression 
and the misdirection of individuals and families to inappropriate services. The 

S. Iliffe and J. Manthorpe



303

increased referral of individuals to specialist services or memory clinics may 
heighten patient and family anxiety during investigation and even reduce availabil-
ity of such services by extending waiting times. A ‘false-positive’ diagnosis may 
jeopardise patient and family trust in practitioner judgements. 

 The desire to communicate honestly and directly with a patient may be at vari-
ance with an equally strong desire to accept a family’s reluctance to disclose the 
diagnosis [ 11 ]. This problem exists for specialists as well as generalists, with 60 % 
of psychiatrists and geriatricians in one UK study over a decade ago regularly not 
telling patients their diagnosis because of concerns about the patient’s insight or 
about possible detrimental effects [ 12 ]. In the United Kingdom (UK) with the pres-
sure for early or timely diagnosis, this situation is likely to have changed [ 13 ]. 
However, practitioners have every reason to be anxious about risks and hazards in 
diagnosis, given the intense debate about the balance of benefi ts and harms of an 
early diagnosis in dementia and the suggestion even of a ‘curse of diagnosis’ [ 14 ]. 
Alzheimer’s Disease International has pointed out that there is almost no research 
conducted into the effect of the timing of dementia diagnosis upon subsequent dis-
ease course and outcomes for the person with dementia and their carers [ 15 ]. 

 Being at risk because of having dementia has consequences for everyday life – 
such as not being able to obtain travel insurance easily or at all or losing social 
roles and status – some of which can lead to confl icts. The older person with 
dementia can come into confl ict with practitioners about a range of options facing 
them [ 16 ]:

•    Living at home at risk or moving to a care home.  
•   Following advice on diet when swallowing diffi culties begin or declining a 

pureed diet that will reduce the risk of aspiration pneumonia.  
•   Remaining active despite the risk of falling or restricting activity to reduce falls.  
•   Driving or losing the driving licence. Loss of the right to drive is becoming a 

major practical and psychological problem for many people with dementia in the 
developed world [ 17 ].     

26.3     Challenging Behaviour in Dementia 

 Understanding behavioural and psychological symptoms in dementia is important 
to avoid risks of worsening functional impairment, overmedication (especially with 
antipsychotic medication), relocation to a care home and elder abuse. ‘Risky’ behav-
iour is especially associated with fronto-temporal and Lewy body dementias (as is 
loss of insight, but distinguishing poor insight and judgement from stoicism or even 
courage can be diffi cult) [ 11 ]. Agitation or aggression may indicate pain (which the 
individual cannot describe or localise), infection or misinterpretation of others’ 
actions. ‘Wandering’ may have meaning for people with dementia [ 18 ], as a form of 
re-familiarisation with the environment, or of ‘window shopping’. A high propor-
tion of people with dementia who have behavioural and psychological symptoms 
experiences signifi cant improvement over 4 weeks with no specifi c treatment. Thus, 
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watchful waiting is the safest and most effective therapeutic approach unless there 
is severe risk or extreme distress [ 19 ]. A safety-fi rst approach may lead to avoidable 
constraints being applied, like sedation. A pragmatic approach may see benefi ts in 
walking for mood and sleep and arrange the environment to make ‘wandering’ safer. 
A right-based stance will accept risks and work around them, as long as the indi-
vidual has capacity to make decisions – including wrong ones. Such risk manage-
ment needs to include support for family or other carers to reduce their risk of 
breakdown or crisis.  

26.4     Carers and Risk 

 Professionals tend to look at risk in a generalised way [ 20 ], whilst people with demen-
tia and family carers take a more personalised view and also engage in self- regulation 
of risky behaviours, for instance, giving up driving or working with hazardous tools. 
The risk themes which are currently debated are the ‘big’ topics of diagnosis, driving, 
money management and moves into long-term care. There is much less discussion 
about everyday issues like leaving a person with dementia alone in the house or what 
to do about their smoking. For example, sometimes problems arise for carers when 
eating out with the person with dementia, which they deal with pragmatically or by 
avoiding going out [ 21 ]. This emphasis is still on ‘big decisions’ rather than smaller 
everyday decisions and typifi es wider debates about rights to take risks versus the 
‘safeguarding’ of vulnerable groups. For practitioners a key resource is likely to be 
other ‘experts by experience’ such as carers’ groups in the locality. While some of 
these are dementia focused, in some areas more generic groups potentially offer emo-
tional as well as practical support with day-to-day dilemmas.  

26.5     Putting Risk in Its Place 

 Both practitioners and family carers now have a clearer legal framework for action 
in England and Wales in the Mental Capacity Act 2005 (which we will discuss fur-
ther in the next chapter). The Care Act 2014 provides a further set of principles to 
guide service commissioning of services to promote well-being and to support fam-
ily carers. However, risk is situated in people’s own experiences and expectations 
[ 22 ], so ‘risk’ assessment is context specifi c and necessarily person centred. We 
need to be aware that an emphasis on risk enablement rather than harm minimisa-
tion may not fi t all professional assessment systems, even though national risk guid-
ance is multi-professional [ 8 ]. Greater community awareness of dementia (and its 
risks) and the involvement of other family members, friends and neighbours in sup-
porting an individual with dementia will widen the debate about risks. And in a 
super- diverse society, we cannot assume that dominant notions of risk are shared by 
people from different backgrounds who may have very different views on autonomy 
and independence.  
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26.6     A Risk ‘Heat Map’ for Primary Care 

 Figure  26.1  below, taken from the UK Department of Health’s Risk Guidance for 
Dementia [ 17 ], sets out methods for conceptualising risk as a matter of assessment 
and of judgments about importance and likelihood. The ‘heat map’ shown in 
Fig.  26.1  provides a framework in which to consider each potentially hazardous 
behaviour or activity as a balance between quality of life and risk. There is no scor-
ing system, but it can be used to trigger a discussion between the key parties 
involved. A strategy for mitigating risks can be worked out using the ‘heat’ map 
with a range of professionals or supporters as well as with the person with dementia 
(if this is possible) and with family carers. This may helpfully be used in collecting 
information (how often does the person with dementia leave a lighted cigarette unat-
tended, when and where?) and making an assessment (the person may enjoy smok-
ing and it may be calming) and in the sharing of different perspectives (the right to 
smoke may be fi ercely contested and present risks of harm to others).

   In primary care, there may be opportunities to infl uence such assessment and risk 
management through knowledge of the person with dementia and also of family 
carers’ possibly different viewpoints. The role of the primary care practitioner may 
be to offer opportunities for discussion, forms of mediation and some clarity over 
the legality of decision making and sometimes to act as an expert opinion provider 
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  Fig. 26.1    Risk ‘heat map’ (From Manthorpe and Moriarty [ 8 ]; contains public sector information 
licensed under the Open Government Licence v3.0   https://www.nationalarchives.gov.uk/doc/
open-government-licence/version/3/    )       
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when a patient is at the diffi cult stage of becoming less able to understand informa-
tion and to act in their own best interests. 

 In the United Kingdom, the risks of exploitation of people with dementia are 
being increasingly recognised [ 23 ] and practitioners should be alert to signs of this 
and all other forms of elder abuse and familiar with local safeguarding policies and 
procedures. Interestingly the term ‘adult at risk’ is used in the Care Act 2014 
(England) to replace ‘vulnerable adult’ suggesting a new emphasis on risk as a form 
of social classifi cation. For primary care practitioners, the use of the word ‘risk’ 
therefore needs to be used with caution and applied to specifi c situations in which 
likelihood and severity of harm or gain are identifi ed. For example, a family carer 
consulting her GP may talk in some distress of her relative’s risky behaviour, but 
elucidation of this is warranted. 

 Close multi-professional working may assist in the analysis of the presenting 
risks but also in the negotiation of a support plan, its monitoring and review. As we 
have observed above, behavioural symptoms that are diffi cult to manage are often 
cast as presenting risks, and primary care practitioners may be the fi rst professionals 
to be informed of these. Theirs is a key role in securing expert support, which may 
range from specialist interventions by secondary care practitioners to peer support 
for people with dementia and for family carers.  

26.7     Conclusion 

 Understanding and managing risk are central to provision of support and care for 
the individual with dementia, their family and other carers. Some of this risk is 
intrinsic to the underlying pathologies, some to the social and cultural habits of our 
time and some to the different perspectives of professional and a diverse public. 
Practitioners of all disciplines will need knowledge about the biological basis for 
dementia, its psychological consequences and its social context, to provide ade-
quate and tailored support.  

26.8     Audit Suggestion 

 Use the ‘heat map’ to think about how you would respond to these scenarios involving 
people with dementia, balancing quality of life against risk:

•    Mr. A’s family tell you that he is determined to do things alone and often goes to 
Post Offi ce, but frequently gets lost on the way and, because he does not dress 
appropriately for the weather, sometimes gets very cold.  

•   The children of Mrs. B – who lives alone – complain to social services that she 
likes meeting people when show goes round the town, but has invited a new 
‘friend’ home, and they think she is being exploited.  

•   Mrs. C’s spouse knows that she has paid someone who called at the house to 
clean their windows, but no cleaning has been done and he thinks she has been 
conned.    

S. Iliffe and J. Manthorpe



307

        References 

    1.    Iliffe S, Manthorpe J. The hazards of early recognition of dementia: a risk assessment. Aging 
Ment Health. 2004;8(2):99–105.  

    2.    Williams SJ, Gave J, Calman M. Health, medicine & society: key theories, future agendas. 
London: Routledge; 2000.  

    3.    Beck U. From industrial society to risk society. In: Featherstone M, editor. Cultural theory and 
cultural change. London: Sage; 1992. p. 99.  

    4.    Department of Health. National dementia strategy living well with dementia: a national 
dementia strategy. London: Department of Health; 2009.  

    5.    Department of Health. Prime Minister’s challenge on dementia delivering major improve-
ments in dementia care and research by 2015. London: Department of Health; 2012.  

    6.    Walker AE, Livingston G, Cooper CA, Katona CLE, Kitchen GL. Caregivers experience of 
risk in dementia: the LASER-AD study. Aging Ment Health. 2006;10(5):532–8.  

    7.    Gordon DS, Carter H, Scott S. Profi ling the care needs of the population with dementia: a 
survey in Central Scotland. Int J Geriatr Psychiatry. 1997;12:753–9. Carers value people to 
listen to them and respond personally.  

      8.    Manthorpe J, Moriarty J. ‘Nothing ventured, nothing gained’: risk guidance for people with 
dementia. London: Department of Health; 2010.  

    9.    Mythen G, Walklate S. Beyond the risk society: critical refl ections on risk and human security. 
Buckingham: Open University Press; 2006.  

    10.    Krieger N. Embodiment: a conceptual glossary for epidemiology. J Epidemiol Community 
Health. 2005;59:350–5.  

     11.    Gordon M, Goldstein D. Alzheimer’s disease – to tell or not to tell. Can Fam Physician. 
2001;47:1803–8.  

    12.    Johnson H, Bouman W, Pinner G. On telling the truth in Alzheimer’s disease: a pilot study of 
current practice and attitudes. Int Psychogeriatr. 2000;12(2):221–9.  

    13.    Burns A, Buckman L, on behalf of the Timely Diagnosis of Dementia Consensus Group. 
Timely diagnosis of dementia: integrating perspectives, achieving consensus. London: BMA/
NHS England; 2013.  

    14.    Le Couteur DG, Doust J, Creasey H, Brayne C. Political drive to screen for pre-dementia: not 
evidence based and ignores the harms of diagnosis. BMJ. 2013;347:f5125.  

    15.    Prince M, Bryce R, Ferri C. World Alzheimer’s report 2011. The benefi ts of early diagnosis 
and intervention. London: ADI; 2011.  

    16.    Patterson C, Rosenthal C. Living a little more dangerously. Lancet. 1997;350:1164–5.  
     17.    Mason A, Wilkinson H. Whose hands are on the wheel? Experiences of giving up driving. 

J Dement Care. 2001;9:33–6.  

 Key Points 
•     A ‘false-positive’ diagnosis of dementia will jeopardise patient and family 

trust in practitioner judgements.  
•   ‘Risky’ behaviour is especially associated with fronto-temporal and Lewy 

body dementias.  
•   The UK Department of Health’s Risk Guidance for Dementia conceptual-

ises risk as a matter of assessment and of judgments about importance and 
likelihood.  

•   Close multi-professional working may assist in the analysis of the present-
ing risks but also in the negotiation of a support plan, its monitoring and 
review.    

26 The Dementias: Risks to Self and Others



308

    18.   Dewing J. Screening for wandering among older people with dementia. Nurs Older People 
2005;17(3):20–2, 24.  

    19.   Alzheimer’s Society. Optimising treatment and care for behavioural and psychological symp-
toms of dementia: a best practice guide.   http://www.alzheimers.org.uk/site/scripts/download_
info.php?downloadID=609    .  

    20.    Carr S. Enabling risk, ensuring safety: self-directed support and personal budgets enabling 
risk, ensuring safety. London: Social Care Institute for Excellence; 2010.  

    21.    Manthorpe J. Eating out: dementia carers’ views on the pleasures and pitfalls. J Dement Care. 
2002;10:26–7.  

    22.    Kemshall H. Risk rationalities in contemporary social work policy and practice. Br J Soc 
Work. 2010;40(4):1247–62.  

    23.    Samsi K, Manthorpe J, Chandaria K. Risks of fi nancial abuse of older people with dementia: 
fi ndings from a survey of UK voluntary sector dementia community services staff. J Adult 
Prot. 2014;16(3):180–92.    

S. Iliffe and J. Manthorpe

http://www.alzheimers.org.uk/site/scripts/download_info.php?downloadID=609
http://www.alzheimers.org.uk/site/scripts/download_info.php?downloadID=609


309© Springer International Publishing Switzerland 2016
C.A. Chew-Graham, M. Ray (eds.), Mental Health and Older People: 
A Guide for Primary Care Practitioners, DOI 10.1007/978-3-319-29492-6_27

        J.   Manthorpe ,  MA      (*) 
  Social Care Workforce Research Unit ,  King’s College London ,   London ,  UK   
 e-mail: jill.manthorpe@kcl.ac.uk   

    S.   Iliffe ,  MBBS, FRCGP      
  Research Department of Primary Care and Population Health ,  University College London , 
  London ,  UK   
 e-mail: s.iliffe@ucl.ac.uk  

  27      The Dementias: Mental Capacity Act 
and Legal Aspects                     

       Jill     Manthorpe       and     Steve     Iliffe     

       This chapter outlines the legal framework for the care and support of older people 
with dementia. There is no law specifi cally relating to older people’s mental health, 
or dementia, per se, for the laws relating to adults in respect of mental healthcare 
and treatment apply regardless of age. Thus, a working knowledge of the Mental 
Health Act 1983 is important, and easy access to specialist advice is essential when 
patients appear to be a danger to themselves or others. However, practitioners work-
ing with older people may fi nd that they are asked about decision-making and 
advance care planning more often than those working with other age groups and so 
need to understand the basics of the Mental Capacity Act 2005 (applicable in 
England and Wales). Given the likelihood that older patients will have multi-mor-
bidity, the law relating to social care and support is also highly relevant, and this 
includes rights to support for family carers. In a wider context, both the Human 
Rights Act 1988 and the Equalities Act 2010 are important in ensuring that older 
people’s rights are respected, especially as dementia is a disability. There is no 
space in this chapter to mention the laws related to social security benefi ts. Their 
complexity means that primary care professionals should ask whether people are 
getting all the help they are entitled to and recommend that they have a ‘benefi ts 
check’, most commonly available from Citizens Advice (commonly referred to as 
the CAB). 
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 In this chapter, we outline some of the key legal frameworks relevant to primary 
care practice. It is by necessity only a brief summary and readers are advised to seek 
specifi c advice when uncertain. In most areas this will be available from profes-
sional colleagues in specialist mental health services, from local authorities in 
regard to social care and safeguarding and from their own professional bodies. We 
begin with the legal framework most relevant to those with cognitive impairment – 
the Mental Capacity Act 2005 – and move on to the Mental Health Act and the Care 
Act (readers in Scotland may wish to consult the British Medical Association’s 
Mental Capacity Act toolkit [ 1 ] and the Adults with Incapacity Act (Scotland) 2000 
and use the Alzheimer’s Scotland resource [ 2 ]). 

27.1     Mental Capacity Act (MCA) 2005 

 The MCA provides a statutory framework to protect and empower adults who may 
lack capacity (ability) to make all or some decisions about their lives [ 3 ]. It also 
governs the way decisions can be made for an individual who lacks decision-mak-
ing capacity. On a proactive level, the MCA enables people to set out their wishes 
in advance and to appoint proxy decision-maker(s) in areas such as welfare, fi nance 
and healthcare (lasting power of attorney). ‘Advance decisions’ can also be made in 
respect of care and treatment (patients may refer to these as ‘living wills’). While 
these are often suggested as important in early discussions around dementia diagno-
sis, they are applicable to other patients who may wish to set out their choices in the 
event that they become too ill to consent to or refuse treatment or to express their 
preferences. 

 Section 1 of the MCA sets out fi ve principles to support decision-making, either 
by or on behalf of a person who may lack capacity. In brief:

    1.    There is a presumption of capacity – every adult has the right to make his or her 
own decisions and must be assumed to have capacity to do so unless it is proved 
otherwise.   

   2.    Individuals should be supported to make their own decisions.   
   3.    People have the right to make unwise decisions, and making an unwise decision 

does not mean they lack capacity to make that decision.   
   4.    If someone lacks capacity, then an act done or a decision made for them under 

the Act must be done in their best interests.   
   5.    Anything done for or on behalf of a person who lacks capacity should be the less 

restrictive option.     

 These principles promote the human rights of people who may lack capacity 
because they enshrine respect for individual autonomy but also set out principles for 
professional decision- making, including risk assessment and risk management (see 
preceding chapter). They make it clear that we should always presume that a person 
has capacity to make decisions unless it is established otherwise. They further make 
it clear that the decision needs to be specifi c. Particular diffi culties may arise when 
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a patient lacks capacity to consent to a particular intervention. The MCA helps 
resolve these diffi culties, and as noted above, it is built upon human rights princi-
ples. It protects and empowers people who lack capacity to make decisions or to 
consent to care and treatment in a variety of ways. One of the most important of 
these is to ensure that practitioners or other care providers including relatives act in 
the best interests of the person who is not able to make specifi c decisions.  

27.2     The MCA Code of Practice 

 The MCA Code of Practice [ 3 ] is a key document for practitioners and for other 
people, for example, family members who have been granted lasting power of attor-
ney (LPA) or have been made court-appointed deputies for those who have not 
made LPAs and where major decisions need to be made. Other new roles were cre-
ated under the MCA. These include Independent Mental Capacity Advocates 
(IMCAs), who have specifi c powers and responsibilities when certain decisions are 
being considered for people lacking capacity (e.g. about medical treatment, move to 
a care home) or represent the person lacking capacity when there is an investigation 
of suspected abuse or neglect. 

 Many primary care practitioners will be required at some point to act in the best 
interests of an individual who lacks capacity, to make a decision or to consent to 
aspects of their care and treatment. The MCA (Sections 1–4) supports the common 
law principle that any decision or action taken on behalf of a person who lacks 
capacity to make this decision or give consent must be in his or her best interests. 
What actually is in someone’s best interests depends upon the circumstances of 
each individual case. Interventions, such as medical treatment, will be lawful where 
there is both a necessity to act and any action is in the best interests of the incapaci-
tated adult as long as (a) any action is proportionate and (b) when the practitioner 
has a choice of actions, they must choose the alternative which is the less restrictive 
of the patient’s freedom. If a person has been appointed a lawful proxy decision-
maker, then this cannot generally be overridden. Primary care records should con-
tain details of such documents and their status. 

 In order to establish whether a patient is able to make a particular decision, the 
person who would have to make this decision otherwise must ask two 
questions:

   Stage 1. Is there an impairment of or disturbance in the functioning of a person’s 
mind or brain?  

  Stage 2. Is the impairment or disturbance suffi cient that the person lacks the capacity 
to make a particular decision?    

 A person is unable to make their own decision if they cannot do one or more of 
the following four things:

    1.    Understand the information given to them.   
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   2.    Retain that information long enough to be able to make the decision.   
   3.    Weigh up the information available to make the decision.   
   4.    Communicate their decision – this could be by talking, using sign language or 

simple movements such as blinking or squeezing a hand.     

 The results of the two-stage test should be contained in the patient’s records. For 
people with dementia, their abilities to make decisions may fl uctuate, and the two- 
stage test may need to be applied on several occasions. 

 Knowledge and confi dence in applying and abiding by the MCA in practice are 
growing as practitioners gain experience. In a fi rst round of interviews conducted in 
2008–2009, Admiral Nurses (community nurses specialising in dementia) [ 4 ] 
reported receiving MCA training and estimated their knowledge as ‘reasonable’ but 
displayed limited confi dence. In a second round of interviews in 2010 [ 5 ], their 
knowledge and confi dence had grown especially in recognising when referrals 
should be made for specialist legal advice. They also noted that the MCA could be 
of benefi t to family carers as well as people with dementia, because it could prove 
their authority to act behalf of their relative (e.g. to bank offi cials) and could give 
them an important voice in discussions with professionals. 

 The MCA was designed to empower those who feared dementia (amongst oth-
ers), citing the opportunity to appoint an LPA as a prime example of being able to 
exercise choice and having the right to have such choices respected. Advance plan-
ning amongst older people is not always undertaken or seen as acceptable. Personal 
preferences, for example, may mean people do not want to think about the future, 
while others may plan for some areas and not others. For example, LPAs can be 
made about some types of decisions and not others – fi nancial LPAs are currently 
more common than health and welfare LPAs. 

 However, the usefulness of the MCA is evident in that over 300,000 lasting pow-
ers of attorney applications were registered with the Offi ce of the Public Guardian 
in 2014 indicating that many members of the public fi nd this useful and relevant to 
their lives. 

 Primary care professionals may fi nd that they are asked about the processes of 
drawing up an LPA – it is now possible to do this online. They may also need to let 
patients’ families know if this is ‘too late’ (e.g. the person with dementia cannot 
understand what they are signing) but then should inform them about the processes 
of becoming a deputy appointed by the Court of Protection. This facility may also 
be of use to patients who have no one to appoint as LPA or whose family appear to 
be in confl ict.  

27.3     Difficult Decisions 

 Family carers of people often have to make diffi cult decisions throughout the course 
of dementia. Livingston and her colleagues asked a large, purposively sampled, 
diverse range of people caring for someone with dementia to identify their most dif-
fi cult decisions and what were the barriers and solutions to these dilemmas. Participants 
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consistently described particular problems but also emphasised their need to over-
come the resistance of the person with dementia as well as changes to their family 
roles. Even with the legal authority to make decisions for the person without capacity 
(such as LPA), in practice families nearly always needed to gain agreement or coop-
eration to ensure that the person with dementia retained their dignity [ 6 ]. 

 Some research has commented on the lack of awareness of the MCA amongst the 
public, especially amongst black and minority ethnic (BME) groups [ 7 ]. One earlier 
study found that awareness-raising events amongst a BME community was success-
ful in increasing their knowledge and awareness of the Act and suggested that such 
events should be encouraged by health and social care professionals [ 8 ]. 

 The fi ndings from several studies of MCA practice are emerging. A study of 
IMCA use in practice revealed the importance of raising awareness and training 
staff around legal requirements to seek IMCA involvement [ 9 ]. A recent House of 
Lords 2014 review [ 10 ] criticised variations in understanding of the MCA amongst 
different professional groups and called for more scrutiny of records about advice, 
decision-making and practice by the Care Quality Commission. 

 The EVIDEM MCA study focused on dementia services in community set-
tings [ 11 ]. A particular feature of this research was its investigation of the inter-
face of the MCA with the safeguarding of people with dementia from abuse and 
neglect. It found that local authority safeguarding specialists were generally well 
informed about the MCA and were increasingly called upon by other profession-
als to provide guidance and advice. Prosecutions of the new offences under the 
Act (ill treatment and wilful neglect) were providing case examples of the crimi-
nalisation of poor practice and potentially upheld the rights to justice of people 
with dementia [ 12 ]. Some of these related to incidents in care homes, but others 
covered incidents where a person lacking capacity was living at home. Money 
management and concerns about the risk of fi nancial abuse were of growing 
concern to dementia and safeguarding practitioners – highlighting the need for 
stronger communication between professionals to reduce risks and expose haz-
ardous situations [ 13 ].  

27.4     Mental Health Powers 

 In addition to being mindful of the MCA in practice, primary care services support 
many older people for whom elements of other mental health legislation are rele-
vant. The Mental Health Act 1983 provides a framework for assessment and treat-
ment, and within that, there are community-based powers such as Community 
Treatment Orders and the use of Guardianship under Sections 7 and 37 of the Mental 
Health Act 1983. The purpose of such orders is to enable patients to receive care in 
the community where it cannot be provided without the use of compulsory powers. 
Expert advice on these provisions is available from local secondary mental health 
services, while information useful to older people and their carers explaining the 
law is to be found on sites such as those run by the Mental Health Foundation, 
MIND and for carers the Carers Trust and Carers UK.  

27 The Dementias: Mental Capacity Act and Legal Aspects



314

27.5     The Care Act 2014 

 The Care Act has recently become statute, but practice and implementation guid-
ance are in the course of construction. The Act has potential implications for pri-
mary care support of older people with dementia, particularly its emphasis on direct 
payments and on carers’ rights to assessments (see Table  27.1  for a summary of 
carers’ provisions). There is increased emphasis on prevention and the duty of pub-
lic bodies to promote well-being.

   For carers of older people with dementia, these provisions are important and 
aim to address the long-standing criticism that they receive too little and too 
late, whether that is legal information and advice, access to advocacy and rights 
to short-break care. For carers and older people with mental health problems, 
the increased emphasis on and legal entitlements to direct payments (cash for 
care) in both social care and personal health budgets holds out the promise of 
greater choice and control – particularly being able to use these fl exibly and also 
to ensure greater continuity of care. However, the mosaic of local services is 
changing. For example, specialist voluntary services are less often supported by 
funding contracts, and day care centres are losing funding – both leading to 
closures or increased charges. Links with local safeguarding services will be 
increasingly important when there are suspicions that such public money is not 
being used appropriately. The Care Act 2014 contains specifi c sections on fi nan-
cial abuse, and its guidance will be an important resource for many 
professionals. 

   Table 27.1    Care Act 2014: summary of carers’ provisions   

 The Act consolidates and extends public services’ duties to carers (to be met by themselves or 
others) including: 

 Extending the duty to promote well-being to include carers (clause 1) 

 Adding a duty for local authorities to prevent and reduce needs for care and support for carers 
(clause 2) 

 Adding duties for local authorities to integrate services and provide information and advice 
(clauses 3 and 4) 

 Mandating local authorities to provide suffi cient provision to enable carers to participate in 
work, education and training (clause 5) 

 Establishing a new single duty for carers’ assessments based on appearance of need and a duty 
to meet carers’ needs for support (clause 20) 

 Ensuring that carers should be consulted on care and support plans; giving carers the right to a 
support plan to decide how their needs should be met; entitling carers to request a copy of the 
care and support plan (clause 25) 

 Giving carers new entitlements to personal budgets and new rights to request direct payments 
payable to the carer or the adult needing care (clause 26 and 31) 

  Data from Care Act 2014, London, The Stationary Offi ce,   http://www.legislation.gov.uk/
ukpga/2014/23/pdfs/ukpga_20140023_en.pdf     (accessed 6 June 2015)  
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 For primary care practitioners, there is a need to keep up to date with the evolu-
tion of local services to inform patients about personal budgets. There is much evi-
dence of high unmet need for advice, social networks and community and peer 
support amongst people with dementia and their carers [ 14 ]. Information from vol-
untary or third sector organisations is also valued. The Dementia Roadmap, recently 
developed in the UK by the Royal College of General Practitioners [ 15 ], is an 
 example of a website designed to assist primary care staff to support people with 
dementia and their families. It includes local information that professionals are 
advised to consult when telling patients or carers about local services, support 
groups and networks. The expectation is for the Roadmap to bring together practi-
tioners, people with dementia and carers and provide a resource for “understanding 
dementia, memory worries, the diagnostic process, post-diagnosis support, living 
well with dementia, carer health and planning for the future”. At the time of writing, 
four English regions have registered Roadmaps on this site and cited several poten-
tial advantages to the process.  

27.6     Conclusion 

 The law relating to dementia (and indeed social care) has been remarkably 
unchanged during the lifetime of many older people, but the past 10 years have seen 
major changes. All primary care professionals working with older people need to be 
more ‘legally literate’. Many now have greater responsibilities for commissioning 
accessible and accurate advice services together with the local authority and for 
drawing attention to matters that now contravene the law or regulations. Many older 
people themselves and their carers are also better aware of their legal rights; and 
they may wish for primary care professionals to assist them in thinking through 
their applicability to them and their family. Primary care practitioners may be asked 
to provide expert opinion when complex, disputed or major decisions are under 
discussion; however, patients and carers are also likely to need advice about sources 
of help and basic information locally. Knowledge of how to contact local agencies 
and their remit should be at the primary care professionals’ disposal.  

 Key Points 
•     All practitioners supporting older people with dementia need a working 

knowledge of the Mental Health Act 1983 and Mental Capacity Act 2005 1 .  
•   Current policies emphasise the importance of the health and well-being of 

carers of people with dementia.    

1   This applies in England and Wales. 
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27.7     Learning Exercise 

 Think about how you would respond to these scenarios involving people with 
dementia:

•    Miss C tells you she has power of attorney for her mother and does not want her 
mother to have a fl u injection or any more antibiotics.  

•   The children of Mrs B – who lives alone with dementia – think you should tell 
social services that Mrs B needs to be in a care home.  

•   Mrs C’s spouse is increasingly reluctant to let the community nurse in to the 
house to dress his wife’s leg ulcers.  

•   Mr Z wants to know if his father can make a will even though he has early dementia  
•   Mrs Y is tearful in a consultation and says caring is getting too much. She says 

that many people are worse off than her and that her mum doesn’t want anyone 
but her in the house.    

        References 

    1.   BMA Mental Capacity Act Toolkit.   http://bma.org.uk/practical-support-at-work/ethics/
mental-capacity    .  

    2.   Killeen J. Research summary and recommendations for policy and practice dementia: auton-
omy and decision-making: putting principles into practice, Edinburgh, Alzheimer’s Scotland 
2012.   http://www.alzscot.org/assets/0000/5332/dementia-autonomy-decision- making-
ResearchReport.pdf    .  

     3.   Mental Capacity Act 2005 Code of Practice, London, Ministry of Justice.    https://www.justice.
gov.uk/downloads/protecting-the-vulnerable/mca/mca-code-practice-0509.pdf    .  

    4.    Samsi K, Manthorpe J, Nagendaran T, Heath H. Challenges and expectations of the Mental 
Capacity Act 2005: the perspectives of community-based specialist nurses working in demen-
tia care. J Clin Nurs. 2011;21:1697–705.  

    5.    Manthorpe J, Samsi K. Care homes and the Mental Capacity Act 2005: changes in understand-
ing and practice over time. Dementia. 2014. doi:  10.1177/1471301214542623    .  

    6.    Livingston G, Leavey G, Manela M, Livingston D, Rait G, Sampson E, et al. Making decisions 
for people with dementia who lack capacity: qualitative study of family carers in UK. Br Med 
J. 2010;341:4184.  

    7.    Mental Health Foundation. Engaging with black and minority ethnic communities about the 
mental capacity act. London: Mental Health Foundation; 2012.   http://www.mentalhealth.org.
uk/publications/engaging-black-minority-ethnic/    .  

    8.    Shah A, Heginbotham C, Fulford B, Buffi n J, Newbigging K. The effectiveness of events to 
raise awareness of the Mental Capacity Act 2005 among representatives of ethnic minority 
communities. Ethn Inequalities Health Soc Care. 2010;3(3):44–8.  

    9.    Redley M, Clare ICH, Dunn MC, Platten P, Holland AJ. Introducing the Mental Capacity 
Advocate (IMCA) service and the reform of adult safeguarding procedures. Br J Soc Work. 
2011;41(6):1058–69.  

    10.   House of Lords. Mental Capacity Act 2005: post-legislative scrutiny, Parliament, London; 
2014.   http://www.publications.parliament.uk/pa/ld201314/ldselect/ldmentalcap/139/139.pdf    .  

    11.   Iliffe S, Wilcock J, Drennan V, Goodman C, et al. Changing practice in dementia care in the 
community: developing and testing evidence-based interventions  (EVIDEM) , Programmes 
for Applied Research, by 2015,   http://www.journalslibrary.nihr.ac.uk/__data/assets/pdf_
fi le/0019/142093/FullReport-pgfar03030.pdf    .  

J. Manthorpe and S. Iliffe

http://bma.org.uk/practical-support-at-work/ethics/mental-capacity
http://bma.org.uk/practical-support-at-work/ethics/mental-capacity
http://www.alzscot.org/assets/0000/5332/dementia-autonomy-decision-making-ResearchReport.pdf
http://www.alzscot.org/assets/0000/5332/dementia-autonomy-decision-making-ResearchReport.pdf
https://www.justice.gov.uk/downloads/protecting-the-vulnerable/mca/mca-code-practice-0509.pdf
https://www.justice.gov.uk/downloads/protecting-the-vulnerable/mca/mca-code-practice-0509.pdf
http://dx.doi.org/10.1177/1471301214542623
http://www.mentalhealth.org.uk/publications/engaging-black-minority-ethnic/
http://www.mentalhealth.org.uk/publications/engaging-black-minority-ethnic/
http://www.publications.parliament.uk/pa/ld201314/ldselect/ldmentalcap/139/139.pdf
http://www.journalslibrary.nihr.ac.uk/__data/assets/pdf_file/0019/142093/FullReport-pgfar03030.pdf
http://www.journalslibrary.nihr.ac.uk/__data/assets/pdf_file/0019/142093/FullReport-pgfar03030.pdf


317

    12.   Manthorpe J, Samsi K. Care professional’ understanding of the new criminal offences 
 created by the Mental Capacity Act 2005. Int J Geriatr Psychiatry. by 2015;30(4):384–92. 
doi:  10.1002/gps.4147    .  

    13.    Samsi K, Manthorpe J, Chandaria K. Risks of fi nancial abuse of older people with dementia: 
fi ndings from a survey of UK voluntary sector dementia community services staff. J Adult 
Protect. 2014;16(3):180–92.  

    14.    Moriarty J. Carers and the role of the family. In: Sinclair AJ, Morley JE, Vellas B, editors. 
Pathy’s principles and practice of geriatric medicine. 5th ed. Chichester: Wiley; 2012. 
p. 2838–55.  

    15.   Royal College of General Practitioners Dementia Roadmap. 2014.    http://dementiaroadmap.
info/    .    

27 The Dementias: Mental Capacity Act and Legal Aspects

http://dx.doi.org/10.1002/gps.4147
http://dementiaroadmap.info/
http://dementiaroadmap.info/


319© Springer International Publishing Switzerland 2016
C.A. Chew-Graham, M. Ray (eds.), Mental Health and Older People: 
A Guide for Primary Care Practitioners, DOI 10.1007/978-3-319-29492-6_28

        L.   Robinson ,  MBBS, MRCGP, MD      (*) 
   E.  Y.  H.   Tang ,  MBChB, BSc, MRCSEd, MSc, PGDip     
  Newcastle University Institute for Ageing and Institute of Health and Society, 
Newcastle University ,   Newcastle upon Tyne ,  UK   
 e-mail: a.l.robinson@ncl.ac.uk; e.y.h.tang@newcastle.ac.uk   

  28      Caring for People with Dementia 
Towards, and at, the End of Life                     

       Louise     Robinson       and     Eugene     Yee     Hing     Tang     

28.1           Introduction: Evidence to Date 

 Due to our ageing societies, more older people will experience a slower, more 
unpredictable dying pathway from a combination of age-related cognitive impair-
ment, multi-morbidity and frailty. In the UK, one in three people aged over 60 years 
die with dementia [ 1 ]. Costs of dementia care in England are currently estimated at 
£20 billion, with community care costs accounting for almost half of this [ 2 ]; a 
signifi cant proportion of these are accounted for by care in the last year of life [ 3 ]. 
In the UK, few people with dementia die at home, with the majority dying in care 
homes, and around a third dying in hospital [ 4 ]. Despite being considered a pallia-
tive illness, very few people with a primary diagnosis of dementia access specialist 
hospice care. 

 Research reveals many staff fi nd prognostication in dementia diffi cult and both 
medical and nursing home staff consistently overestimate prognosis [ 5 ]. People 
with advanced dementia suffer a range of symptoms comparable to those dying with 
cancer: 64 % of people dying with dementia experience pain and 57 % loss of appe-
tite, [ 6 ]. Evidence has consistently shown that people with advanced dementia expe-
rience suboptimal care compared to those dying with cancer, with increased 
hospitalisation, worse pain control and fewer palliative care interventions [ 7 ,  8 ]. 
Many of these physical symptoms are poorly detected and often remain untreated; 
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assessment and management of pain is particularly diffi cult as patients cannot ver-
balise their symptoms and there is currently no single pain/distress assessment tool 
deemed useful for widespread use in practice [ 9 ]. 

 In addition, family carers of people with advanced dementia may require more 
emotional support prior to the person’s death than afterwards; they experience 
symptoms of grief even though their loved one is still alive ( living bereavement ). 
They have limited knowledge about the symptoms and prognosis of advanced 
dementia and may not consider their relative to have a terminal illness. There is 
some evidence that advance care planning may improve the ‘quality of dying’ in 
people with dementia, largely through reducing unnecessary hospital admissions 
[ 10 ]; however, few people with dementia complete formal care planning documents 
compared to those with cancer [ 11 ]. The key to providing good quality end of life 
care in dementia is to start at the beginning with open and sensitive discussions, 
whilst the person with dementia has the capacity to discuss their future preferences 
for care, a process called advance care planning.  

28.2     Future Care Planning 

 Advance care planning is a term used to refer to a series of discussions between a 
patient, their family and the professionals involved in their care about their future 
wishes should they lose capacity; a person’s GP is well placed to undertake such 
discussions. Following these discussions, patients can formally record their wishes 
in a number of ways including the completion of an advance directive, or living will 
as it was previously known. A summary of the different types of documents that 
can be produced from such discussions is shown in Table  28.1 . In the UK, the 
National End of Life Care Programme website provides both advice for patients 
and  professionals about ACP and also examples of documentation (  http://www.
endofl ifecareforadults.nhs.uk/    ).

   In England, the introduction of the Mental Capacity Act in 2005 provided a 
statutory framework for making decisions on behalf of adults who lack the mental 
capacity to do so for themselves. The Act’s ‘code of practice’ affords guidance on 
good practice for professionals. It contains (i) a staged approach to the assessment 
of capacity (see Table  28.2 ), (ii) a statutory framework for an advance directive 
and (iii) advice on how to manage patient decisions, once the advance directive is 
applied. The Act also established a new role, the Independent Mental Capacity 
Advocate (IMCA) Service, to represent individuals who lack capacity, but who 
have no one to support them when major decisions need to be made about their 
lives.

   The Act has also seen the introduction of a new formal power of attorney, Lasting 
Power of Attorney (LPA), which has replaced the existing Enduring Powers of 
Attorney (EPA), although an EPA will remain valid if executed before the imple-
mentation of the new Act. LPAs are particularly useful in dementia care and extend 
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the areas in which patients can authorise others to make decisions on their behalf to 
include personal care and medical treatment, in addition to property and fi nance. 
Families need to be advised that these are separate documents and may carry two 
separate fees if they seek legal advice to complete the appropriate LPA. 

 Advance care planning is particularly important for people with dementia in care 
homes and can be helpful in reducing inappropriate hospital admissions, especially 
towards, and at, the end of life. The number of care home residents admitted to 
hospital is concerning as many of these admissions are avoidable [ 12 ]. Hospitals are 
less than ideal environments for people with dementia and can lead to disorientation 
and deterioration in their physical health, through falls and acquired infection as 
well as being costly. Through discussing patients and their families’ wishes, and 
completing a Do Not Attempt Resuscitation or Do Not Admit to Hospital form, 
unnecessary admissions can be avoided.  

   Table 28.1    Outcomes of ACP discussions: international and national terminology   

 Statement of wishes and preferences: Documents an individual’s wishes for future care and is 
not a legally binding document. In the UK, this is known as an advance statement 

 An advance directive for refusal of treatment (or ‘living will’): This is a statement of an 
individual’s refusal to receive specifi c medical treatment in a pre-defi ned future situation. It is 
legally binding and comes into effect when a person loses mental capacity. In the UK, this is 
known as an advance decision to refuse treatment (ADRT) 

 A proxy decision maker or Power of Attorney (POA): This is a legally binding document 
whereby the person (‘donor’) nominates another (‘attorney’) to make decisions on their behalf 
should they lose capacity. In England, following the Mental Capacity Act, this is now known 
as a Lasting Power of Attorney (LPA); there are two separate aspects to LPA, fi rst relating to a 
person’s health and welfare and second in relation to property and affairs 

  Table 28.2    Assessment of 
mental capacity  

 Two stage test: 

 1.  Does the patient have an impairment or disturbance of 
function of the brain? 

 2. Regarding a specifi c decision, can the patient: 

   Understand the decision to be made 

   Retain suffi cient information to make an informed decision 

   Use information appropriately 

   Communicate their decision 

 Practical tips for assessment of capacity: 

   Information may need to be provided in different forms 

   The GP may need to assess on several occasions, i.e. if 
morning is best time for them 

   Record information and two stages accurately in patient 
notes 

   Refer to expert (old age psychiatry) if in doubt 
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28.3     Preferred Place of Care 

 One of the outcomes of care planning discussions is to ascertain where the person with 
dementia would choose to be cared for. If they wish to remain at home, then a range of 
support options exist to facilitate this and help their family continue caring. A range of 
aids and adaptations are available to make the home a more dementia- friendly environ-
ment. These include the use of simple picture signs on doors to indicate specifi c rooms, 
for example, the bathroom, and more advanced technology such as alarms that indicate 
the person is wandering in the night. These come under the umbrella term ‘assistive 
technologies (AT)’, and a website specifi cally for people with dementia and ATs pro-
vides further information (  www.atdementia.org.uk    ). The website ‘dementia.com’ is 
also very person-centred (  www.dementia.com    ). Respite care, sitting services and day 
centres provide options for carers to have time for themselves.  

28.4     Management of Behavioural Problems in Advanced 
Dementia 

 One factor that may infl uence carers’ decisions to move a person with dementia into 
a care home is the onset of distressing behaviours. The vast majority of people with 
moderate to severe dementia will experience behavioural symptoms such as agita-
tion, aggression and wandering. These may be initiated, or aggravated by, the onset 
of an acute illness such as an infection. However, whilst the risks from such behav-
iours are often not as great as carers fear, they can lead to high levels of carer stress 
and curtailment of the person with dementia’s activities and may be the crucial fac-
tor that leads to entry into a care home. National guidance in the UK recommends 
fi rstly excluding a treatable cause such as pain, constipation or an acute urine infec-
tion; if there is no obvious case, then non-drug approaches are recommended as 
fi rst-line management. In the community this may be diffi cult due to (i) a lack of 
access to specialist nursing and psychological services to enable an individualised 
assessment and determine the antecedents, behaviours and possible causes (‘ABC’ 
approach) and (ii) the limited high-quality evidence for the clinical and cost- 
effectiveness of some non-pharmacological treatments. 

 In the UK, a multi-disciplinary pathway for the optimised management of BPSD 
has recently been developed. This provides evidence-based guidance to primary, sec-
ondary and community care professionals, including care home staff, on the holistic 
management of these challenging behaviours (Alzheimer’s Society:   http://www.
alzheimers.org.uk/    ). If the behaviour persists and becomes more severe despite the use 
of non-drug approaches, the GP can prescribe a short course of an antipsychotic drug, 
such as risperidone; however, prescribing of these drugs should be time limited (up to 
6 weeks) and only reserved for severe and distressing symptoms. If longer-term drug 
treatment is considered necessary, there should be a careful assessment of the risks 
and benefi ts of the continued use of antipsychotics. There is some evidence for the use 
of other drugs for BPSD including antidepressants (citalopram; trazodone) and anti-
epileptics (carbamazepine), and these could be tried before an antipsychotic drug.  
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28.5     Palliative Care in Dementia: An Approach to Symptom 
Management 

 Palliative care is ‘the active total care of patients whose disease is not responsive to 
curative treatment’. Control of pain and other symptoms and of psychological, social 
and spiritual issues is paramount. The goal of palliative care is to achieve the best qual-
ity of life for patients and their families. The NHS End of Life Programme highlights 
the importance of palliative care for all those with a life limiting illness. It promotes the 
use of specifi c tools – palliative care standards, advance care planning and care path-
ways for the dying – to facilitate good communication and proactive planning. 

 The principles of palliative care are largely grounded in a cancer care model but 
are potentially transferable to patients with other chronic illnesses. NICE (2006) 
guidance on dementia care recommends a palliative care approach in the more 
advanced stages of dementia: the GP and the primary care team are well placed to 
facilitate this, particularly as the GP will have, most likely, been involved from the 
point of diagnosis. However, in order to provide co-ordinated end of life care in 
dementia, effective teamwork is essential, with team members having a mutual 
understanding of each other’s roles and responsibilities. The community nurse will 
provide general hands on nursing care, organise aids and equipment, offer emo-
tional support and help co-ordinate and access other services such as respite care. 
Both the GP and nurse would liaise closely, if needed, with palliative care services, 
especially specialist palliative care nurses (often termed Macmillan nurses in recog-
nition of the charity that supports their role), in order to access specialist advice and 
hospice- based services, such as day care and respite care. In some areas a 24 h com-
munity nursing service is available; a night sitting service may also be accessed, 
sometimes provided by Marie Curie nurses. Admiral nurses, as previously men-
tioned, will also play a key role. 

 In terms of practice organisation and palliative care provision, a new General 
Practice Contract was implemented in 2004 which defi ned core primary care ser-
vices and optional enhanced services. It introduced a new concept; the provision of 
fi nancial rewards linked to the achievement of clinical and non-clinical quality 
markers, through a Quality and Outcomes Framework derived from evidence-based 
care [ 13 ]. The Quality and Outcomes Framework for palliative care stipulates the 
development and maintenance of a GP palliative care register and regular review of 
all listed patients. Patients eligible for the palliative care register are those whose 
death would not be unexpected within the next year; consequently, patients in the 
advanced stages of dementia, especially those living in care homes, should be 
included on the practice palliative care register. 

 A major diffi culty for GPs is prognostication. Due to the slow and prolonged 
dying trajectory in dementia, it may be better to honestly discuss such prognostic 
uncertainty with families. Despite this diffi culty, there is a palliative care approach, 
which improves quality of life recommended to avoid unnecessary interventions. 
One common area of distress for family carers of people with dementia is the 
person’s reluctance to eat or drink as the illness progresses. Families should be 
reassured that this is one of the signs of advancing illness. However, the GP should 
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also exclude depression, swallowing diffi culties or other gastrointestinal prob-
lems. If the person’s prognosis is short, then good mouth care and oral hygiene is 
suffi cient; if the patient is expected to live longer, then a discussion around subcu-
taneous fl uids or PEG feeding with dietician input may need to be considered 
especially if the person is rapidly losing weight, although these are rarely needed 
in practice.  

28.6     Managing Common Problems in Dementia Towards, or 
at, the End of Life 

 Many of the symptoms and problems faced by people with dementia at the end of 
life are common to older people with any terminal illness; the additional challenge 
for health professionals is that their communication skills are considerably impaired. 
Many are prescribed multiple drugs, which may cause side effects independently or 
in combination. It is important to be aware if the person has any renal or liver failure 
as this will affect the metabolism and excretion of some drugs. Regular medication 
review is essential; any non-effective medication should be discontinued and the 
number of drugs should be kept to a minimum. In dementia, the patient’s compli-
ance with medication and especially their ability to swallow is often a key issue and 
infl uences the form in which drugs should be administered. Transdermal patches, 
where appropriate, help to ensure patient compliance. Non-drug measures should 
also be considered, for example, could anxiety be helped by relaxation techniques 
or aromatherapy rather than benzodiazepines? 

 End of life care pathways, such as the Liverpool Care Pathway, were used to help 
doctors and nurses achieve better symptom control, but following a national enquiry, 
they have been withdrawn from use in the UK. 

28.6.1     Management of Distress 

 An assessment of distress must be undertaken by asking carers who know the patient 
best to report key non-verbal signs such as grunting, crying and moaning. Pain/dis-
tress assessment tools exist but there is not one that is better than any other. In terms 
of treating distress/pain, the usual ‘analgesic ladder’ should be followed, starting with 
simple analgesia, such as paracetamol, and moving to second-level analgesia, e.g. 
codeine and fi nally opiates. One third of opioid naïve patients experience nausea for 
7–10 days on commencing morphine, or other opioids, which should respond to halo-
peridol 1.5–3 mg od. Strong opioids will cause constipation; regular laxatives should 
be prescribed to prevent this. When titrating oral or injectable opioids against pain, 
increase the 24 h dose by approximately one third each time, e.g. increase from 60 mg 
bd to 80 mg bd to 110 mg bd. The prn dose of oral or injectable opioids is one sixth of 
the total 24 h dose and should be increased in proportion when regular dose is 
increased.  
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28.6.2     Nausea and Vomiting 

 A detailed assessment needs to be made as the choice of antiemetic depends on likely 
cause. If the oral route is not effective, the antiemetic should be given subcutaneously 
via a syringe driver for a few days to ensure absorption, before being prescribed by 
the oral route again. At the very end of life when the patient is drowsy, any regular 
oral antiemetic should be continued subcutaneously via a syringe driver.  

28.6.3     Constipation 

 Constipation is commonly experienced by people with advanced dementia, exacer-
bated by poor appetite and fl uid intake, immobility, and prescribed drugs, particu-
larly opioids and antimuscarinics. Patients will often need a combination of 
stimulant (e.g. senna) and softener (e.g. docusate). Combination drugs are available 
(e.g. co-danthramer, co-danthrusate) which are more expensive but mean fewer tab-
lets for the patient. If constipation causes discomfort in the dying phase, abdominal 
colic should be treated with hyoscine butylbromide subcutaneously (20 mg prn 2 
hourly or 60–120 mg via syringe driver over 24 h).  

28.6.4     Dyspnoea 

 The cause of the breathlessness needs to be assessed and treated if possible. 
However, the sensation of breathlessness can be partially relieved by a small dose of 
opioids given regularly (e.g. morphine solution 5–10 mg prn 4–6 hourly). If the 
patient is anxious or frightened, this is likely to exacerbate the breathlessness and 
can be treated with lorazepam 0.5 mg sublingually prn hourly. In the dying phase, 
opioids given subcutaneously (from diamorphine 2.5 mg prn hourly or 10 mg over 
24 h via syringe driver) may help relieve the sensation of dyspnoea.  

28.6.5     Terminal Agitation 

 This is commonly seen in the last few days or hours. The patient may appear dis-
tressed and unable to settle, although not in pain. This usually responds to mid-
azolam given subcutaneously (2.5–5 mg prn hourly or 10–20 mg over 24 h via 
syringe driver). If the patient does not settle, higher doses may be needed, or as a 
second line, levomepromazine may need to be added. 

 In conclusion, research evidence confi rms that people dying with dementia receive 
suboptimal care compared to those with terminal cancer. Good quality end of life 
care in dementia can be achieved. It requires good communication with open and 
sensitive discussions about future preferences for care; advice about Power of 
Attorney and other practical issues including support services and technology; con-
tinuity of care through a named lead GP/care home nurse; detailed observation for 
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signs of distress once communication has been lost and referral to specialist services 
such as old age psychiatry for behavioural problems; and palliative care for end of 
life symptom management. Most importantly, the uncertainty of the dying trajectory 
needs to be clearly understood by health professionals and clearly explained to fam-
ily carers to help them understand the slow and often prolonged pathway to dying.   

28.7     Suggested Activities 

 Discuss with your colleagues whether your normal practice for identifying people 
in the terminal phase of dementia is adequate. 

 How do you support the family carers of people with dementia? 
 Clinical audit of patients with dementia who died in the previous year: Where 

was place of death? (And was it their preferred place of death?) Was symptom con-
trol adequate? Were family and carers involved in decision-making? What support 
was offered to the family carers after the death? 
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29.1           Introduction 

 This chapter is based on a research project looking at the experiences of older peo-
ple moving into or between dementia services offered by social care agencies or the 
NHS [ 1 ]. The research was underpinned by a participatory research approach which 
included employing older people as coresearchers to work alongside academic 
researchers in different stages of the research process. This chapter shows how 
involvement in the research project can enhance the mental wellbeing of both older 
coresearchers and research participants. 

 We begin with a brief outline of the project itself. The remainder of this chapter 
illustrates the benefi ts of participatory research to, fi rstly, participants and, secondly, 
coresearchers, presenting the experiences of individuals who were involved in one 
set of interviews.  

29.2     The Research Project 

 The wider project was concerned with the experiences of care transitions of older 
people whose needs are complex and not well understood and whose voices are 
rarely heard in research [ 2 ]. The research took place in four different sites in 
England. Here we focus only on the site that explored the experiences of older 
people with dementia and their carers. In recognition of the fact that the implemen-
tation of research fi ndings into practice is often problematic, the project had two 
phases. The fi rst phase comprised of two in-depth interviews (6 months apart) with 
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older people and their carers about their experiences of transition. The second phase 
involved working with local statutory agencies (social care and NHS) and the local 
Alzheimer’s Society to identify and implement changes which arose from the 
research itself. 

 Older coresearchers were recruited who shared similar experiences to the 
intended participants, that is, they had experience of entering or moving between 
dementia services or were carers of people with dementia who had these transition 
experiences. The role of coresearchers included helping with the recruitment of 
participants, planning the interview process and designing research tools, carrying 
out interviews, discussing and analysing fi ndings, planning and delivering feedback 
to local stakeholders and being involved in further implementation and dissemina-
tion activities. Coresearcher experiences and refl ections were gathered as part of a 
semi- independent evaluation of the participatory element of the project, mainly 
through focus group interviews conducted during and at the end of the project.  

29.3     Case Study: Research Participants 

29.3.1     Philip and Penny 1  

 Philip is in his mid-60s and cares for his wife, Penny, who has recently been diag-
nosed with dementia They live in rented accommodation in an isolated rural loca-
tion. Philip and Penny have limited fi nancial means and only just manage to ‘get 
by’. 

 When Philip fi rst became worried about Penny’s memory loss, he struggled to 
get the GP to take his concerns seriously. He did his own research on the internet 
and contacted lots of agencies when trying to get help. He was often referred on and 
told to contact a different person or agency; he left messages, but his calls were not 
returned, or he was told that someone would be in touch later, but then heard noth-
ing further. 

 At the time of the research interviews, Philip was very upset at the rapid decline 
in Penny’s cognitive abilities, angry with himself for his lack of patience with her 
and disillusioned and frustrated at the lack of support from the services he had 
approached. By his own admission, he has ‘a short fuse’. He has high blood pres-
sure, gets easily agitated and has signifi cant heart problems. The couple have two 
adult sons, but Philip does his best to protect them from the worry and demands 
associated with Penny’s needs. There is a lot of confl ict between Philip and Penny’s 
parents. They will not acknowledge that Penny has dementia, so Philip is not able to 
discuss Penny’s current or future care with them either. 

 Penny is much quieter than Philip, but friendly and smiley. She talked about how 
the support from her friends and family was helping her: ‘They’re all there for me, 
sort of enclosing me in this’. There are certain ‘stories’ from the past that she can 

1   All names are pseudonyms. 
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relay without faltering, but for questions about her illness, she looks to Philip to fi ll 
in the gaps or correct or extend her responses. 

 As part of the research, two interviews were carried out by Thelma (a carer core-
searcher) and an academic researcher (DT) with Philip, and (on separate occasions) 
two interviews were carried out by Margaret (a service user coresearcher) and an 
academic researcher (DT) with Penny.  

29.3.2     Benefits to Participants 

 Philip was ‘at the end of his tether’ at the time of the fi rst research interview. He said 
that the people who were continually referring him on to other services should ‘bat 
for England’, as they were superb at batting away his requests for help. He felt that 
these people ‘talked the talk’, but they were just doing a job and ‘did not really give 
a damn’:

  Well I suppose … it’s very diffi cult for people who’ve never been involved in it to compre-
hend or have a true understanding of what it is like; I mean, my life and the kid’s lives have 
just been turned upside down, so dramatically, and there must be so many other people in 
the same situation, you know… and they’re just dismissed or sent from pillar to post. 
(Philip) 

   Thelma had been in a similar situation of being passed ‘from pillar to post’ when 
trying to gain information and obtain support for her husband so she could relate eas-
ily to Philip’s feelings of anger, frustration, exasperation and powerlessness. Philip 
was able to experience someone actively listening and empathising with his concerns 
and diffi culties; he felt that Thelma understood his situation, shared similar feelings 
and experiences and cared about him as a person [ 3 ]. This contrasted markedly with 
his previous experiences of feeling that he was a nuisance, to be passed ‘like a parcel’ 
around the circuit of services. The signifi cance for Philip of this sense of shared 
experience, personal connection and human compassion can only be fully under-
stood in relation to the depth of despair he was feeling at the time:

  I am in a desperate situation, I feel it’s, sort of, got to the stage where I feel, sort of, that I 
desperately need some help, and I just think if they listen to people and could say, well look, 
you know, this lady is desperate for help, or this guy really needs some help, something 
tangible. Nothing seems to be happening at all and, as I say, people talk a good story and oh 
great, you can get this and you could get that and you can do this and then people phone you 
up, and ‘oh, let me send you another package’. And I say ‘look, there’s only so many hours 
in a day that you can read all these bloody leafl ets, all this paperwork on dementia and 
Alzheimer’s disease, you know, you get heart and soul sick of it’. That’s why I said to the 
girl the other day, ‘look, just don’t send me any more packages’… There are times when 
Penny goes to bed at night, at quarter to nine, and she’ll sleep a good twelve hours, and I sit 
here and I cry my eyes out and I just think, I can’t cope with this anymore… I don’t mean 
to be over dramatic about it, but I’m just digging myself an early grave and, to be quite hon-
est with you, I don’t care. There are times when I’ve said to Penny, ‘I wish we both weren’t 
here’…and, you know, I’ve said to her, I just think, oh let’s just make a nice hot chocolate 
together with, you know, (put) a ruck of tablets in and just go to bed and frig ’em all. Sorry, 
I just get like that. (Philip) 
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   As well as the emotional release from sharing his feelings and experiences, 
Philip was also able to gain some practical ideas from Thelma who had already 
travelled a similar path. For example, she was able to tell him about the level and 
type of support that he and Penny should be entitled to receive. This gave him 
greater confi dence and clarity in his future dealings with services so that, rather than 
losing his temper very quickly, he could be both clearer about what they needed and 
more assertive (rather than angry) in expressing this. Although the aim of the 
research was to elicit older people’s experiences of transitions, not to give advice or 
provide support, it is not reasonable to expect coresearchers to become ‘the same as’ 
professional researchers. Indeed, part of the purpose of involving them is because of 
their ability to form connections based on shared experiences [ 4 ]; it is therefore 
perhaps inevitable that the boundary between listening and supporting became more 
blurred than in a traditional research relationship. 

 Penny also benefi ted from her interaction with Margaret during the two research 
interviews. By the time of the second interview, Philip and Penny had been given 
information about the memory café run by the Alzheimer’s Society, but Penny was 
reluctant to attend as she was worried that she would not ‘fi t in’ and would have 
nothing to say to the other members. This loss of self-esteem and caution about 
interactions outside of the immediate family and friendship network is often expe-
rienced by people in the early stages of dementia [ 5 ]. When Penny was interviewed 
by Margaret without Philip present, she had to rely on her own responses, and this 
prompted her to be more forthcoming than when they were together. She was able 
to share her feelings about sensitive subjects, such as the impact of the dementia on 
her relationship with Philip:

  Well to be honest I know my husband struggles sometimes because he fi nds it quite hard 
and I suppose it’s because he doesn’t understand the things I do sometimes. Obviously I’m 
not the person I used to be so for him it’s different. And he does get a bit, you know, why 
are you doing that and doesn’t understand why I do things or, you know, the same as I used 
to be, and I just sort of think well I’m not like that anymore. I can’t be that person. I 
sometimes get a bit sort of upset and think well why is he doing that? But he’s very good. I 
mean he’s done everything for me so, you know, I can’t complain. (Penny) 

   The increased need to communicate and the ‘safe’ audience that Margaret repre-
sented prompted Penny to make efforts to use her communication skills, rather than 
leaving others to speak for her. Offering people with dementia opportunities for 
communication can counteract some of the social barriers that exacerbate ‘symp-
toms’ of dementia, such as social withdrawal and loss of verbal skills [ 6 ]. 

 Penny was able to form a bond with Margaret during the interviews, including 
sharing humorous exchanges about having dementia. Their shared dementia diag-
nosis provided a focus for the relationship and served as a route to enhancing, rather 
than detracting from, their self-esteem. Their ‘eligibility’ to participate in the 
research and contribute their experiences rested on their dementia status; thus the 
shared acknowledgement of their dementia acted as a strategy for affi rming a posi-
tive identity [ 7 ]. On a more practical level, the relationship encouraged Penny to 
attend the memory café, and this provided not only social benefi ts to Penny but also 
a regular break for Philip. 
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 Both Philip and Penny were amazed at Margaret’s cheerfulness, level of social 
skills and her status as a ‘coresearcher’ in a university-led project, despite her 6-year 
dementia diagnosis. This confounded their assumptions and stereotypes about what 
living with dementia was going to be like in the longer term, giving them greater 
hope for their own futures. Hope can itself sustain wellbeing for people with early- 
stage dementia [ 8 ] so this, too, was an important benefi t of the research 
encounters.   

29.4     Case Study: Coresearchers 

29.4.1     Thelma: Carer Coresearcher 

 Thelma had been caring for her husband, John, for a number of years. It took a long 
time for John to receive a diagnosis, and even when he was diagnosed, Thelma felt that 
she was left to her own devices to fi nd out about the condition and support services. As 
John’s condition deteriorated, she faced new challenges, continually having to learn, 
adapt and fi ght to obtain the best care that she could for John in changing situations. 
They had to contend with a number of signifi cant and traumatic transitions, such as 
when John was admitted to the hospital and his mental health needs were not properly 
catered for and when he received very poor quality care in a care home. When the 
research commenced, John was a permanent resident in a nursing home but Thelma 
still visited him every day. She felt that she had learned a lot ‘the hard way’ during her 
dementia ‘journey’ and she was keen to use this experience to help others.  

29.4.2     Margaret: Coresearcher with Dementia 

 Margaret lives with her partner, Tom. She was diagnosed with dementia 6 years ago. 
She has always been an active and sociable person, who loves chatting and sharing 
a joke. She attends a memory café run by Alzheimer’s Society every week, to which 
she can walk as it is only a short distance away. She is very open in talking about her 
dementia, and this approach is encouraged and supported by staff and other mem-
bers at the café. Margaret believes that keeping her brain active is important in 
warding off further deterioration, and she welcomes opportunities that will help her 
to socialise and ‘keep her brain ticking over’. She has signifi cant short-term mem-
ory loss, but she and Tom have developed a range of strategies to help with this, 
such as writing short notes that Margaret can refer to during the day.  

29.4.3     Motivations of Coresearchers 

 Coresearchers in the study were all motivated by the desire to see changes and 
improvements in services for older people with dementia. They believed that the 
research gave them an opportunity to use their experiences, as people who had 
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dementia, or were caring for family members with dementia, to improve future ser-
vices for those going through similar transitions. Talking about her experiences when 
her husband fi rst became unwell, Thelma spoke for many carers when she said:

  We struggled at the beginning; we didn’t know where to go for information or advice; we 
became really isolated and things were diffi cult; we were fi nding out things by accident 
talking to a neighbour or friend, just in conversation. I thought that by getting involved we 
could highlight gaps in services. 

   They saw their lived experience as a valued adjunct to what the academic 
researchers brought to the project. As Thelma commented:

  Here was an opportunity to be involved as an older person and be a voice for the older person. 
Somebody out there in the world of academia was placing a value on the experience of us 
older carers and giving us the opportunity to further the work of the academic researchers. 

29.4.4        Benefits to Coresearchers of Participation 

 During the project, coresearchers formed friendships, some of which lasted beyond 
the duration of the study. The initial training allowed the coresearchers to share their 
stories and realise they had had many common experiences, including diffi culties 
accessing services, a lack of continuity of staff, feelings of isolation and frustration 
and anxieties and embarrassment about the impact of dementia on the whole 
family. 

 The acquisition of new research skills of interviewing, analysing data, presenting the 
fi ndings to audiences of service providers and participating in other dissemination 
events all added to the coresearchers’ feelings of improved self-esteem and a more posi-
tive self-identity [ 9 ]. Margaret, presenting at a national conference, spoke with pride:

  I thoroughly enjoyed doing the interviews. I like getting out and meeting people and it made me 
feel like I was doing something useful. It was also interesting to hear about how other people deal 
with their problems – we can all learn from each other. Involving people with dementia in research 
has shown that people with dementia can take part in research and make a helpful contribution. 

   Being involved in the research enabled Thelma, too, to refl ect upon her own life 
experience. After the research ended, she was asked to lecture on several occasions 
to medical students about her experiences of caring for a husband with dementia 
and also to social work students about her experiences as a coresearcher. 

 Involvement in the dissemination of the fi ndings of the research gave coresearch-
ers satisfaction that they could potentially infl uence important changes in the deliv-
ery of services [ 10 ]. There were both local and national feedback events where 
coresearchers read the actual words of the research participants. Thelma observed:

  The reaction of the managers was remarkable. It was obvious they felt most uncomfortable. 
It was so diffi cult for them hearing the emotive and powerful responses directly from the 
service users and carers. This had obviously not been presented to them in this way before. 
It made more impact than any written words could ever have done. 
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   After the research had fi nished, the coresearchers found they had other opportuni-
ties to make use of their new skills and experiences. In addition to the teaching oppor-
tunities above, Thelma participated in several national conferences and gave three live 
local radio interviews about having someone in the family with Alzheimer’s disease. 
Another coresearcher was part of research reference groups for a leading mental 
health organisation and has appeared in a training video for social care staff.  

29.4.5     Challenges to Coresearchers 

 Some research studies identify disadvantages to coresearchers sharing similar expe-
riences to participants whom they are interviewing [ 11 ]. These relate to both the 
stress interviewers may experience from hearing about diffi cult experiences and to 
the responsibility they feel in asking interviewees to relive potentially painful expe-
riences. In this research study, there were no such drawbacks reported. As they 
perceived the experiences, coresearchers reported only positive benefi ts for them-
selves and for the participants. 

 However, this is not to say the interviews did not present challenges. Thelma 
found it hard not to be in a position to help directly some of the people she visited:

  The diffi culty I found was in walking away at the end of the interview and to realise that I 
was not there necessarily to give answers as I had experienced. The point of the interview 
process was to explore the needs of the participants as they saw them. 

29.5         Conclusion 

 The circumstances of both coresearchers and participants were very varied and the 
dynamics of each interview encounter unique. However, the benefi ts of involvement 
in the project, conveyed here through the experiences of Thelma, Margaret, Philip 
and Penny, are representative of the other carer and service user coresearchers and 
participants. 

 For the coresearchers, benefi ts included the formation of peer friendships and 
support mechanisms, a new layer of social activity and the opportunity to use social 
skills (this was especially important for the coresearchers with dementia), increased 
confi dence and feelings of personal and social value and opportunities to become 
involved in other research and teaching initiatives. For the research participants, the 
benefi ts included increased emotional and psychological wellbeing through the 
empathy and understanding communicated in the research relationships, practical 
gains through sharing of information and introduction to new resources, enhanced 
self-esteem through having their views listened to and valued and a renewed sense 
of hope about their own futures. 

 Although the focus of this chapter has been on the benefi ts to the individuals 
directly involved in the research – the coresearchers and participants – the participa-
tory approach also strengthened the outcomes of the project in terms of the changes 
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in local policy and practice that it generated. These aspects are discussed elsewhere 
[ 12 ]. 

 A key message from the project is that older people with dementia and who are 
carers of people with dementia can, with adequate support, take an active and mean-
ingful part in research as both coresearchers and participants. This not only vali-
dates their personhood at an individual level [ 13 ] but also provides opportunities for 
them to make a valuable social contribution as citizens [ 14 ].  

29.6     Points for Reflection or Discussion 

•     To what extent are older people with mental health needs involved within your 
own area of practice or research?  

•   How could this be promoted or developed?  
•   What potential challenges might you encounter and how could these be 

addressed?  
•   What benefi ts might there be for older people themselves, other key stakeholders 

and service/research outcomes?        

  Acknowledgements   We are extremely grateful to the older people who participated in this 
research project as both coresearchers and participants and whose experiences form the backbone 
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  30      Interprofessional Working                     

       Jon     Glasby     

       In 1942, the Beveridge Report on  Social Insurance and Allied Services  set out what 
came to be seen as a blueprint for the post-war welfare state [ 1 ]. Famously, Beveridge 
described ‘fi ve giants’ (or serious social problems) which needed to be tackled: 
want, disease, ignorance, idleness and squalor. Although these social issues were 
described in very dated (and often pejorative) language, such themes are still with 
us and in many ways continue to shape how we respond to the provision of welfare. 
Thus, the ‘giant’ of ‘want’ might now be described as ‘poverty’ or ‘social exclusion’ 
and has traditionally been the responsibility of the social security system. Similarly, 
‘disease’ was the responsibility of the newly formed National Health Service (and 
this initial focus on responding to disease perhaps helps explain why the health 
service has tended to view itself as a more of ‘sickness service’ that responds to ill 
health, one that one that necessarily sees its role as promoting health and well-being 
in a more positive sense). 

 The result was a situation in which a series of new state services were provided, 
often organised in a very top-down and silo-based manner (seemingly based on the 
assumption that it is possible to respond to each ‘giant’ in isolation) (see [ 2 ,  3 ] for 
an overview). Typically, there would be a central government department and then 
a series of regional bodies and a larger number of local delivery units (see Fig.  30.1  
for an example).

   Almost ever since that we have been learning the hard way that such structures 
do not do justice to the way most people live their lives: to the inherent ‘messiness’ 
of real life and the way in which different social problems interact (so that a family 
on a very low income might also live in poor housing, experience poor health and 
achieve less well educationally and in terms of future employment). As a result, 
successive governments have sought to encourage more effective joint working 
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between different parts of the system – particularly in situations where people have 
multiple and/or complex needs that could easily fall between the gaps in our exist-
ing structures. 

 Of all the different fault lines in the UK welfare state, one of the most important – 
but also the hardest to overcome – has been the relationship between different parts 
of the NHS and adult social care. From the 1940s onwards, these have been organ-
ised on the assumption that it is possible to distinguish between people who are 
‘sick’ (who are seen as the responsibility of the NHS and receive care free of charge) 
and those who are ‘frail’ or ‘disabled’ (who are seen as having ‘social care’ needs 
which are met by local government and which are typically subject to means testing 
to often signifi cant service user charges). The result is a situation in which the NHS 
and adult social care know they need to work together – but fi nd it very diffi cult to 
do so given that they have separate legal frameworks, budgets, targets, geographical 
boundaries, accountability mechanisms, IT systems, approaches to charging, work-
forces and professional cultures (see Table  30.1 ). For one commentator [ 4 ], a 

  Fig. 30.1    Traditional, silo-based services       

   Table 30.1    Some key differences between health and social care   

 Health care  Adult social care 

 National  Part of local government 

 Subject to the Secretary of State for Health  Subject to locally elected councillors 

 Free at the point of delivery  Subject to means test and user charges 

 Boundaries based on GP registration  Based on local council boundaries (strictly 
geographical) 

 Looks to the sciences for its education and 
training 

 Looks more to the social sciences 

 Traditional focus on individual ‘cure’ and on 
medical treatment 

 Traditional focus on ‘care’ and on seeing the 
individual in a broader social context 
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fundamental ‘law’ of integration is that ‘you can’t integrate a square peg into a 
round hole’ – and yet this is precisely what front-line health and social care workers 
are being asked/told to do.

   When it comes to older people with mental health problems, health and adult 
social care often face additional barriers. Traditionally, the NHS has seen such 
provision as part of its mental health services, while adult social care has included 
older people’s mental health as part of its generic older people’s services. This 
user group has also often been seen as ‘nobody’s priority’, with a national inspec-
tion from the former Social Services Inspectorate highlighting the dangers of this 
situation:

  The care of older people with a mental health problem… is a major cause for concern and 
presents a signifi cant challenge for community care…. Social trends show that the number 
of very elderly people in Britain is increasing, older people are more likely to live alone, and 
the prevalence of mental ill health rises markedly with age. Therefore, the size of this group 
is growing and yet it is often forgotten. It is an easy group to ignore. Older mentally ill are 
reluctant to speak out, are rarely dangerous and are often sad, poor and confused. They may 
have no family to speak for them. In community care terms, they fall between traditional 
mental health and older people’s services. Their care confronts different professional value 
systems as a balance is sought between protection and treatment, independence and risk. It 
requires typically a multi-agency and multi-professional response. Even so, older people 
with mental health problems are often nobody’s priority. [ 5 ] 

   While this quote comes from a report in the late 1990s, the issues at stake feel 
just as important to this day – and indeed have grown in signifi cance given recent 
demographic changes. All too often, older people with mental health problems will 
have a mix of physical health, mental health and social care needs that span tradi-
tional agency and professional boundaries, with scope for signifi cant overlap/dupli-
cation, gaps, miscommunication and poor outcomes if care is not appropriately 
co-ordinated (see Marjorie’s story, below). 

30.1     Marjorie’s Story [ 6 ] 

 Marjorie was admitted to the hospital with a suspected cancerous growth in her 
throat – which subsequently burst during a minor operation to remove and test 
a sample of the blockage. After an emergency procedure, she seemed to make 
a good physical recovery – but her family was concerned that her personality 
seemed to have changed significantly. To them, it felt as if Marjorie had aged 
20 years. Always very sociable and fastidious about her appearance, Marjorie 
became very withdrawn and stopped washing, eating or cleaning her house. 
The hospital felt that it was relatively normal for someone to take a while to 
recover from the physical shock of such an operation and was not overly 
concerned. 

 At home, Marjorie had some minor home care support, but did not want the input 
of a social worker. Her GP wondered if she had become depressed and prescribed 
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an antidepressant (which Marjorie did not want to take and so took out of the packet 
and hid down the back of her sofa). Over time, her family became increasingly wor-
ried – but felt that the different health and social care professionals were not listen-
ing to them. They also felt that Marjorie had in some way ‘given up’ and was 
deliberately keeping the different practitioners away because she did not want to 
live any more. However, the more they asked for help, the more they felt that ser-
vices interpreted their concerns as guilt at not being able to do more for Marjorie as 
a family. 

 After several weeks, Marjorie was readmitted to the same hospital with dehydra-
tion/malnutrition and given ‘build-up’ drinks. She was discharged to a psychiatric 
hospital, but they could not fi nd evidence of a diagnosable mental health problem 
and so discharged her back home. In a few weeks, she was readmitted to the hospi-
tal, given build-up drinks and transferred across again to the psychiatric hospital for 
another assessment. At this stage, she collapsed and was readmitted to the original 
general hospital (where it was discovered that the cancer had returned and was inop-
erable). Preparations were being made to transfer Marjorie to a hospice or to a nurs-
ing home when she died. 

 As Marjorie’s story (which is based on a true story) suggests, providing non- 
joined- up care to older people with mental health problems can lead to poor 
outcomes – both for the person and their family, as well as for the health and 
social care system. While there are few easy answers, the case study illustrates 
the way in which front-line practitioners can be working really hard within the 
confi nes of their own agency/profession, but can fail to see the bigger picture or 
to provide an appropriate response if they approach the situation in too narrow a 
manner. Part of what is needed here is basic empathy – consciously viewing the 
situation from the point of view of the older person and their family to consider 
what the services we provide might feel like from their point of view (see also the 
refl ective exercises at the end of this chapter). This sounds simple, but can be 
really challenging given scarce resources (which, if we are not careful, can force 
us to focus primarily on ‘core business’ and on the presenting problem, rather 
than taking the time to adopt a more holistic approach). Wherever possible, 
front-line workers also need to recognise the way in which their actions have a 
knock-on effect on the individual service user, their family and other professions/
agencies. Sometimes this can be positive (where something we do prevents the 
need for another service or input from another professional). However, it can also 
be negative, where the stance we take leads to a poorer outcome than might oth-
erwise has been achieved and makes the job of another worker even harder. 
Above all, Marjorie’s story reveals the importance of drawing on the expertise of 
individual service users and their families – who are typically the only ones in 
the situation who know what life is normally like for the person concerned, what 
works for them, what a good outcome would look like and what the person was 
like before they came into contact with services. Anyone else (no matter how 
well professionally qualifi ed and expert they are) typically only sees the person 
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at a particular moment in time and therefore has a very limited insight. While 
individual service users and their families might disagree (as in this case study), 
we ignore such expertise at our peril. While health and social care can do much 
more to join up the services they provide, we will only truly deliver more inte-
grated care when we all develop a more person-centred approach and wrap the 
support we can offer around the individual, their family and their unique 
circumstances.  

30.2     Reflective Exercises 

     1.    Think about an older person with mental health problems with whom you have 
worked:
•    To what extent was it possible to meet the person’s needs by yourself and to 

what extent did you need to draw on the expertise of other workers?  
•   How easy or diffi cult was it to contact and build a relationship with other 

health and social care professionals?  
•   What were some of the barriers that got in the way of successful joint working?  
•   What were some of the success factors?  
•   If the older person was asked directly, what would they have said about 

the extent to which the different workers were able to co-ordinate their 
inputs?      

   2.    Think of two situations where you have had to build a relationship with someone 
from a different background to yourself – one where things went well and one 
where they went badly! (This could be a health and social care example, but also 
could be an example from your personal life – meeting a new friend or partner, 
being part of a sports team, starting a new job):
•    Where things went well, what was it that contributed to a good process and/or 

outcome? Can you use this experience to draw out any more general lessons 
for what helps when working with other professions?  

•   Where things went badly, what was it that caused the problems? Can you use 
this experience to draw out any more general lessons for what hinders joint 
working?             

30 Interprofessional Working



346

    Appendix 30.1 Further Reading 

 For further details of the arguments in this chapter, see:

•    Glasby J, Dickinson H. Partnership working in health and social care. 2nd ed. 
Bristol: The Policy Press. 2014.  

•   Glasby J, Dickinson H. A to Z of inter-agency collaboration. Basingstoke: 
Palgrave Macmillan. 2104.      
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  31      Challenges and Opportunities                     

       Carolyn A.     Chew-Graham       and     Mo     Ray     

       We have tried, in this book, to highlight areas of signifi cant improvement in mental 
health services for older people through changes in legislation, policy and practice. 
Yet, despite many drivers for change, there is still substantial evidence that older 
people with mental health problems continue to experience stigma and discrimina-
tion. For example, common stereotypes and assumptions which often characterise 
old age (e.g. very old people are bound to be depressed, memory diffi culties are a 
normal part of ageing, old people with complex needs cannot meaningfully partici-
pate in decisions about their support and care, older people of certain ethnic groups 
will be cared for by their families) interact with stigma about mental health and 
illness. 

 Changing attitudes to older people and mental health requires action across pol-
icy and practice areas. For example, refocusing attention towards older peoples’ 
strengths and capabilities rather than a defi cit model (Chaps.   2    ,   3    ,   6    ,   12    ,   21    , and   25    ) 
would undoubtedly challenge practitioners within all areas of health and social care 
to consider how they worked with older people. Tanner and Littlechild (Chap.   29    ) 
demonstrate the positive and powerful impact of older people living with dementia 
as coresearchers on service development, the visibility of people living with demen-
tia and the impact the project had on coresearcher’s wellbeing and confi dence. From 
a wider perspective, there is a growing interest in the social model of disability 
which rightly questions why older people living with dementia are more likely to 
experience structural and social barriers (Chap.   4    ). 
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 The Health Inequalities RCGP publication in 2015 [ 1 ] refl ected on evidence 
from the 2010 Marmot Review [ 2 ], which concluded that in England, people living 
in the poorest neighbourhoods will, on average, die 7 years earlier than people liv-
ing in the richest. The publication stresses that health inequalities are not simply a 
difference in health outcomes, but a difference in health outcomes  combined with  
barriers to accessing the health-care system. In addition to physical barriers such as 
opening hours, location and transport, there are other barriers contributing to this 
exclusion, including perceptions of services and expectations of what will be offered 
if older people seek help, staff attitudes to patients and communication diffi culties. 
We have highlighted in this book (Chaps.   4    ,   11    , and   12    ) that inequalities across the 
life course create signifi cant risks for mental ill health and challenges for mental 
health promotion. 

 The RCGP publication [ 1 ] made two recommendations that are particularly rel-
evant to improving the care of older people with mental health problems:

    Focus on incentivising ways of working that promote continuity of care in areas 
where patients would benefi t most from a continuous therapeutic relationship 
with their GP – particularly areas where a high number of patients are living 
with multiple morbidities   

   Fund outreach programmes to help often excluded groups such as those with mental 
health problems, learning disabilities and the homeless to access general 
practice     

 We have demonstrated that older people with depression are an underserved 
group, with poor access to care (Chaps.   5    ,   6    ,   11    , and   13    ) and who may fi nd offered 
interventions unacceptable [ 3 ]. Newer models of care and intervention may help to 
address these problems [ 4 ] as well as ensuring that older people have access to a full 
range of supportive interventions including psychotherapeutics and counselling 
(Chap.   20    ). 

 Along with policy guidance and research initiatives, the publication of a number 
of evidence-based quality standards and guidance has focused on crucial areas for 
service improvement including the mental health and wellbeing of older people liv-
ing in care homes (Chaps.   13    ,   18    ,   23    , and   25    ). Milne (Chap.   13    ) and Phair (Chap. 
  24    ) demonstrate the continued importance of prioritising the mental health needs of 
older people living in care homes and the prevalence of depression amongst the care 
home population. Reductions in the use of antipsychotic medication (Chaps.   18    ,   19    , 
and   24    ), improved recognition of the importance of primary care services for care 
home residents (Chap.   24    ) and a better awareness of the need to be appropriately 
occupied (Chaps.   13    ,   18    , and   25    ) and the role of creativity and the arts (Chap.   12    ) 
in promoting mental health and wellbeing are encouraging developments. 

 Developing mental health policy and practice must be able to adapt responsively 
and fl exibly to changing needs and priorities associated with growing diversity in 
population ageing and the new opportunities and challenges which accompany 
them. Taking a broader perspective, the importance and impact of good mental 
health across the life course is clear. The UK government strategy locates mental 
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health and wellbeing as central to quality of life and fundamental to the success of 
the country’s economic, educational, cultural and social activities. Clearly mental 
health promotion involves buy in, support and collaboration from all sectors, but 
there remains a need for greater public focus on and awareness of the importance of 
promoting good mental health across the life course and including in older age.    
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                         Appendix 1: GAD-7 Anxiety 

 Over the  last 2 weeks , how often have you 
been bothered by the following problems? 
 (Use “✓” to indicate your answer)  Not at all 

 Several 
days 

 More than 
half the days 

 Nearly 
every day 

 1. Feeling nervous, anxious or on edge  0  1  2  3 

 2.  Not being able to stop or control 
worrying 

 0  1  2  3 

 3.  Worrying too much about different 
things 

 0  1  2  3 

 4. Trouble relaxing  0  1  2  3 

 5.  Being so restless that it is hard to sit still  0  1  2  3 

 6. Becoming easily annoyed or irritable  0  1  2  3 

 7.  Feeling afraid as if something awful 
might happen 

 0  1  2  3 

 Column totals  ___  +  ___  +  ___  +  ___ 
 =Total score _____ 

   If you checked off  any  problems, how  diffi cult  have these problems made it for you 
to do your work, take care of things at home or get along with other people?

   

Not difficult
at all

Somewhat
difficult

Very
difficult

Extremely
difficult 

  

    From the Primary Care Evaluation of Mental Disorders Patient Health Questionnaire 
(PRIME-MD PHQ). The PHQ was developed by Drs. Robert L. Spitzer, Janet 
B.W. Williams, Kurt Kroenke and colleagues. For research information, contact 
Dr. Spitzer at rls8@columbia.edu. PRIME-MD ®  is a trademark of Pfi zer Inc. 
Copyright © 1999 Pfi zer Inc. All rights reserved. Reproduced with permission 

 Scores of 5, 10, and 15 are taken as the cut-off points for mild, moderate and 
severe anxiety, respectively. When used as a screening tool, further evaluation is 
recommended when the score is 10 or greater. 

 The GAD-7 originates from Spitzer RL, Kroenke K, Williams JB, et al; A brief 
measure for assessing generalized anxiety disorder: the GAD-7.  Arch Intern Med.  
2006;166(10):1092–7. GAD-7 © Pfi zer Inc.  
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 Over the  last 2 weeks , how often have you 
been bothered by any of the following 
problems? 
 (Use “✓” to indicate your answer)  Not at all 

 Several 
days 

 More than 
half the 
days 

 Nearly 
every 
day 

 1. Little interest or pleasure in doing things  0  1  2  3 

 2. Feeling down, depressed or hopeless  0  1  2  3 

 3.  Trouble falling or staying asleep or 
sleeping too much 

 0  1  2  3 

 4. Feeling tired or having little energy  0  1  2  3 

 5. Poor appetite or overeating  0  1  2  3 

 6.  Feeling bad about yourself – or that you 
are a failure or have let yourself or your 
family down 

 0  1  2  3 

 7.  Trouble concentrating on things, such as 
reading the newspaper or watching 
television 

 0  1  2  3 

 8.  Moving or speaking so slowly that other 
people could have noticed? Or the 
opposite – being so fi dgety or restless that 
you have been moving .around a lot more 
than usual 

 0  1  2  3 

 9.  Thoughts that you would be better off 
dead or of hurting yourself in some way 

 0  1  2  3 

 Column totals  ___  +  ___  +  ___  +  ___ 
 =Total score _____ 

   From the Primary Care Evaluation of Mental Disorders Patient Health Questionnaire 
(PRIME-MD PHQ). The PHQ was developed by Drs. Robert L. Spitzer, Janet 
B.W. Williams, Kurt Kroenke and colleagues. For research information, contact 
Dr. Spitzer at rls8@columbia.edu. PRIME-MD ®  is a trademark of Pfi zer Inc. 
Copyright © 1999 Pfi zer Inc. All rights reserved. Reproduced with permission  

    Appendix 2: PHQ-9 Depression 
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    Interpretation of total score   

 Total score  Depression severity 

 1–4  Minimal depression 

 5–9  Mild depression 

 10–14  Moderate depression 

 15–19  Moderately severe depression 

 20–27  Severe depression 

   Kroenke K, Spitzer R, Williams W. The PHQ-9: validity of a brief depression severity measure. 

 JGIM . 2001;16:606–16          

Appendix 2: PHQ-9 Depression
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