
 

Reading Well Books on Prescription Scheme for People 
with Dementia and their Families and Carers 

 

 

Consultation Paper 

1. Introduction 
 
Reading Well Books on Prescription (RWBOP) is an exciting new public library mental health service 
development. It provides self-help reading for adults based on cognitive behavioural therapy for a 
range of common mental health conditions including anxiety and depression. Books can be 
recommended by GPs or other health professionals from an expert-endorsed core list. They are 
available from public libraries where they can be borrowed with or without a ‘prescription’. The 
model is based on the pioneering work of Professor Neil Frude in Wales.1  
 
RWBOP is delivered by independent charity The Reading Agency working in partnership with the 
Society of Chief Librarians, representing all English public libraries, and health partners including the 
Royal College of General Practitioners, Royal College of Psychiatrists, Royal College of Nursing, The 
British Psychological Society, Mind, BABCP, BACP and the Improving Access to Psychological 
Therapies Programme.   

The scheme was launched in June 2013 and there has already been an increase of 145% in loans of 
core list titles and approximately 100,000 people have accessed the scheme.2  

As a result of this success, we are working on the development of a linked Public Library Dementia 
Offer and RWBOP dementia list. We intend to follow the same protocol for selecting the 30 titles on 
the dementia list that was adopted for the original RWBOP list for common mental health problems 
(CMHPs).   

We will: 

 Establish an appropriate policy background and framework, reviewing relevant clinical guidelines 
and the associated evidence base.  

 Conduct a national survey of titles commonly recommended in English public library book 
collections. 

 Establish a steering group representing relevant professional bodies, charities (including user 
participation), health and social care organisations (including NHS Choices and IAPT).  

 Identify a panel of experts who would evaluate a compiled long list and select according to 
previously agreed inclusion criteria, a RWBOP list of the 30 most appropriate titles.   

 

                                                           
1
 http://wales.gov.uk/topics/health/nhswales/healthservice/mental-health-services/book/?lang=en  

2
 For further information see: www.readingagency/readingwell 

http://wales.gov.uk/topics/health/nhswales/healthservice/mental-health-services/book/?lang=en
http://www.readingagency/readingwell
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1.1 The purpose of the consultation 

 
The purpose of this consultation exercise is to map out a comparable process relevant to the 
development of a RWBOP offer for dementia. It will focus on the underlying policy framework, the 
evidence base and who will use and benefit from the scheme. We also wish to identify how the 
condition of dementia might require modifications in our approach to using the core RWBOP list for 
CMHPs, which essentially had consisted of therapeutically orientated self-help books.   

1.2 Tailoring the RWBOP model  
 
We wish to emphasize that the provision of ‘self-help’ material around dementia might be used in a 
different manner than the existing focus on guided or unguided (i.e. self-administered) self-help 
books based on treatment manuals/guides written for patients within the area of common mental 
health problems. Rather than focusing on specific CBT approaches to particular disorders, it is likely 
that self-help books targeting dementia will adopt a range of psychosocial approaches (including CBT 
and behaviourally informed management approaches), which would focus on: 

 Understanding the condition (i.e. a psycho-education approach)  

 Coping and managing early memory loss and adjustment 

 Helping family members/informal carers cope and manage their relative’s dementia 

 Providing practical advice throughout the dementia journey  
 

It will be important to emphasize a personalised approach to understanding the experiences of 
individual people with dementia and to providing/liaising with appropriate support mechanisms for 
patients and their families. The later approaches are likely to involve material on group and 
community activities orientated to promoting self-help, mutual support and carer training, improving 
quality of life (i.e. Living Well with Dementia) and, where appropriate, promoting therapeutic 
activities (e.g. cognitive stimulation therapy). This is quite different to the original RWBOP scheme, 
which relied on the individual prescription by a GP or IAPT worker of a self-help book, perhaps with 
some guided support from a health professional. 

1.3 How might a RWBOP list be utilised? 
 
It is likely that the RWBOP scheme will be the source of much-needed materials that would be used 
by both individuals and groups to enhance understanding, coping and support, and therapeutic 
activities to improve the health and quality of life of people with dementia and their carers. The 
latter might also include self-help approaches and books targeting CMHPs such as anxiety and 
depression, which may well be prevalent in early diagnosed people with dementia and their carers.  

Within dementia care there also exists a wide range of materials from books (e.g. Garner, 2007), 
through to national and local booklets and guides produced by charities and services, together with 
training materials and various internet and telemedicine resources, which would reinforce the 
RWBOP scheme. Whether the scheme would have a role to play in helping to inform or resource 
recent training programmes for health and social care staff, or the recently announced employer-
lead training programmes, needs discussion. It will be essential, however, that health professionals 
with specific involvement in dementia care (e.g. Admiral Nurses, dementia advisors, dementia 
support workers, IAPT workers) are well engaged with the scheme and their local libraries. Similarly, 
opportunities for the RWBOP dementia offer to influence general public awareness around dementia 
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and to promote Dementia Friends and engender Dementia Friendly Communities should also be 
pursued.  

Please submit your responses to this consultation paper at the following link: 
https://www.surveymonkey.com/s/Y5MGGTP  
 

2.  The Consultation 

2.1. The policy framework 
 

2.1.1 Dementia has profound social, economic and personal impact on people with the condition 
and their families, as recently summarised within the Department of Health’s State of the 
nation report on dementia care and support in England.3 For example:  

 Dementias were found to be the 10th most likely cause of premature mortality 

 Less than half (48%) of the people with dementia have a diagnosis or are in contact with 
relevant services 

 25% of hospital beds are occupied by people with dementia 

 21 million people know someone with dementia 

 There are over half a million people caring with people with dementia in England and 1 
in 3 people can expect to care for someone with dementia during their lifetime 

 One third of residential home and two thirds of care home residents have dementia 

 The cost to the economy is estimated as £19 billion a year 
 

2.1.2  Improving dementia services and quality of care has been articulated by government at the 
highest level, as indicated by the G8 Dementia Summit4 and the Prime Minister’s Dementia 
Challenge,5 issued in 2012 and recently refreshed.6 These calls for action follow on from 
several influential Department of Health reports recommending dramatic changes in how 
dementia is viewed and reviewing the adequacy and design of service provision, ranging 
from early diagnosis and primary care through to acute and residential care. Improving 
dementia care is one of Health Education England’s top seven priorities and it has been 
recently announced that a further £90m investment has been made to shorten diagnostic 
waiting lists and improve the quality of dementia services. This also included support from 
employers in training staff, particularly in the retail sector, about the needs of people with 
dementia.7 

2.1.3  In 2009, the Department of Health published A National Dementia Strategy: Living Well with 
Dementia. The aim of the strategy was to ensure that significant improvements were made 
to dementia services across three key areas: improved awareness, earlier diagnosis and 
intervention, and a higher quality of care. The strategy identified 17 key objectives which, 

                                                           
3
 https://www.gov.uk/government/publications/dementia-care-and-support  

4
 https://www.gov.uk/government/news/g8-dementia-summit   

5
 https://www.gov.uk/government/news/prime-minister-s-challenge-on-dementia  

6
 https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/200030/9535-TSO-

2900951-PM_Challenge_Dementia_ACCESSIBLE.PDF    
7
 https://www.gov.uk/government/news/nhs-to-tackle-long-waits-for-dementia-assessments  

https://www.surveymonkey.com/s/Y5MGGTP
https://www.gov.uk/government/publications/dementia-care-and-support
https://www.gov.uk/government/news/g8-dementia-summit
https://www.gov.uk/government/news/prime-minister-s-challenge-on-dementia
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/200030/9535-TSO-2900951-PM_Challenge_Dementia_ACCESSIBLE.PDF
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/200030/9535-TSO-2900951-PM_Challenge_Dementia_ACCESSIBLE.PDF
https://www.gov.uk/government/news/nhs-to-tackle-long-waits-for-dementia-assessments


 4 

when implemented, largely at a local level, should result in significant improvements in the 
quality of services provided to people with dementia, and should also promote a greater 
public understanding of its causes and consequences. Objectives of particular relevance to 
RWBOP concern: 

 Improving public and professional awareness and understanding (Obj. 1)  

 Providing good-quality information and support for those diagnosed with dementia and 
their carers (Obj. 3, 4&5)  

 Supporting carers (Obj. 7)  

 Improving the quality of care within people’s homes, hospital wards and residential 
homes by better staff training and more appropriate psychosocial interventions (Obj. 8,9 
& 11) 

2.1.4  Since 2009, a variety of local, regional and national initiatives have been instigated in order 
to implement the strategy. These are summarised in a Good Practice Compendium published 
in 2011.8 The Royal College of Psychiatrists has also recently published a review of good 
practice for old age services (Connelly & Perera, 2013). Similarly, the British Psychological 
Society has recently reviewed relevant documentation supporting the design of evidence-
based Dementia Care Pathways.9 The Joint Commissioning Panel for Mental Health has also 
released guidance on mental health service provision for older adults, which stresses the 
importance of ‘talking therapies’.10 A major development has been the innovation of 
Dementia Friends11 and Dementia Friendly Communities, co-ordinated by the Alzheimer’s 
Society with the Department of Health and NHS Scotland.12 These initiatives are about raising 
public awareness and involvement around people with dementia, linking with local 
communities and resources (e.g. libraries, employers, schools), encouraging volunteer 
champions (i.e. Dementia Friends) to become involved with enhancing the quality of life of 
people with dementia living within their communities, and educating and providing quality 
information to all those individuals and organisations participating within the schemes.  

2.1.5  Other key developments concern changes to the welfare and benefits systems and the 
emergence of personalised care and budgets for people with dementia.13 Libraries can play a 
role in providing accessible information about these changes and where additional help and 
assistance might be sought. 

2.1.6  In summary, improving dementia care is a key government priority and recent policy 
initiatives are targeted towards improving public awareness and understanding, earlier 
diagnosis, greater support for people with dementia and their carers, and improving the 
quality of dementia care and treatments across people’s homes to residential care. The 
provision of high-quality book based self -help information and advice, offered via local 
libraries through a RWBOP scheme that targets both people with dementia and their carers 
together with the general public, could have an important role in realising the government’s 
vision of promoting Dementia Friendly Communities. 

                                                           
8
 https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215822/dh_123475.pdf  

9
 http://www.psige.org/public/files/NMH_10095_OPMH%20%26%20depression_5.pdf   

10
 http://www.psige.org/public/files/Guidance%20for%20commissioners%20-%20OP%20services.pdf  

11
 http://www.dementiafriends.org.uk/  

12
 http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2283  

13
 http://www.mentalhealth.org.uk/content/assets/PDF/publications/Dementia-Choices-

Guide.pdf?view=Standard  

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215822/dh_123475.pdf
http://www.psige.org/public/files/NMH_10095_OPMH%20%26%20depression_5.pdf
http://www.psige.org/public/files/Guidance%20for%20commissioners%20-%20OP%20services.pdf
http://www.dementiafriends.org.uk/
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2283
http://www.mentalhealth.org.uk/content/assets/PDF/publications/Dementia-Choices-Guide.pdf?view=Standard
http://www.mentalhealth.org.uk/content/assets/PDF/publications/Dementia-Choices-Guide.pdf?view=Standard
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Consultation Question 1 
 

Are there any key policy initiatives relevant to the introduction of a RWBOP dementia scheme 
that we have missed or excluded from this analysis? 

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP  

 

2.2  Clinical guidelines, quality standards and the evidence base 
 

2.2.1  Overview 

A major effort was made when establishing the English RWBOP for common mental health 
problems to ensure that it was informed by the relevant NICE guidance surrounding a 
particular condition and that there was corroborating research evidence supporting the use 
of particular books or manuals. Moreover, where there was evidence of ineffective or 
potentially harmful self-help interventions, these books were not included.14  

In order to identify potential topics and books for a RWBOP scheme for dementia, we have 
drawn on several different sources of guidance and evidence, including clinical guidelines 
and quality standards (NICE and SIGN), good practice guides published by charities and 
professional bodies, meta-analyses and systematic reviews, plus individual research papers 
(qualitative and quantitative). 

With the original core RWBOP list for CMHPs (see Appendix 1), the strategy for gathering 
evidence to support particular self-help books for conditions where they might be beneficial 
relied heavily on recommendations about the use of guided self-help books or self-help 
groups contained within the relevant NICE clinical guidelines.  Given that the majority of 
books offering self-help were for identified conditions/problems where NICE guidance was 
available, this ensured that an identifiable and transparent evidence base was deployed.  

Some books on the core list referred to problems where no specific NICE guidance was 
available (i.e. anger, relationship problems, self-esteem, sleep, stress and worry) and, indeed, 
referred to everyday problems associated with psychological distress. Nevertheless, the 
majority of these books had been subject to evaluation research and scientific scrutiny.  

When books that have been already been identified as beneficial for dementia are 
considered (Appendix 2), the majority do not identify, other than dementia itself, specific 
clinical conditions or problems. Moreover, those recommended for dementia tend to be 
orientated educationally towards increasing information and understanding, and offering 
both practical and emotional advice and support. This contrasts with the books on the core 
RWBOP list, which are of the ‘self-help’ genre and seek to offer self-administered or guided 
therapy.  

The question, therefore, is how to evaluate the effectiveness of the books offered for 
dementia in a manner similar to the original scheme. Rather than focusing on conditions, it 
might be better to consider the different types of intervention suggested for people with 

                                                           
14

 A summary of the evidence base is provided on The Reading Agency website: 
http://readingagency.org.uk/adults/impact/research/reading-well-books-on-prescription-scheme-evidence-
base.html   

https://www.surveymonkey.com/s/Y5MGGTP
http://readingagency.org.uk/adults/impact/research/reading-well-books-on-prescription-scheme-evidence-base.html
http://readingagency.org.uk/adults/impact/research/reading-well-books-on-prescription-scheme-evidence-base.html
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dementia and their carers, and which relate to the ‘self-help’ books on offer. Broadly, these 
interventions might be targeted at: 

 Increasing knowledge of dementia and gain understanding of the experiences that 
people with dementia share [NICE CG 42; Exec summary – 1.4.6] 

 Offering practical information and advice about services and how best to approach 
them [NICE CG 42; Exec summary – 1.4.6] 

 Coping with memory loss around the early stages of dementia and also the emotional 
impact on the person newly diagnosed [NICE CG 42; Exec summary – 1.8.1] 

 Helping carers cope and manage their own emotional stress, and to set up their own 
self-help and support networks [NICE CG 42; Exec summary – 1.11.2] 

 Helping carers manage behavioural and other non-cognitive problems manifested by 
their relative [NICE CG 42; Exec summary – 1.7 and 1.11.2] 

 Encouraging both people with dementia and their carers to remain as independent 
and active as possible through strategies to maintain and enhance quality of life, both 
at home and within residential care. This might include carer involvement in specific 
interventions such as Cognitive Stimulation Training and Reminiscence work [NICE CG 
42; Exec summary – 1.5,1.6 & 1.8.1] 

 Informing informal and formal carers how they can assist and enhance quality of care 
for people in the later stages of dementia [NICE CG 42; Exec summary – 1.10.1] 

 

In addition, people with dementia may well experience other clinical conditions such as 
anxiety, depression, sleep problems, etc., which have already been targeted on the core 
RWBOP list.  There could also be a link with developments around IAPT and long-term 
physical health conditions (e.g. COPD, hypertension, diabetes, arthritis), which can co-exist 
with dementia. 

Finally, there are some overarching considerations that need to be taken into account when 
recommending a RWBOP dementia scheme. The following factors might limit the success of 
a book-orientated RWBOP scheme and these include: sensory impairment, literacy problems, 
limited concentration and memory retention, lack of motivation and a sense of helpless/ 
hopelessness, and social isolation and loneliness. It should be stressed that no one person 
with a diagnosis of dementia is alike and what might be appropriate at one point in the 
dementia journey may not be appropriate later on. It is likely that RWBOP will be of greater 
relevance to carers than people with dementia within the middle to closing stages of the 
disorder. 

In summary, in order to validate a RWBOP scheme for dementia and to help evaluate and 
select individual books for a dementia list, we suggest that we evaluate the quality of the 
evidence to support the benefits of the interventions identified above, alongside the specific 
use of self-help strategies in older people for common mental health problems as identified 
on the core RWBOP list. 
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Consultation Question 2 
 
a) Do you agree with our approach to identifying evidence to support RWBOP for dementia 
outlined in the overview above?  

b) Would you suggest an alternative analysis?   

c) Are there major issues that we have failed to take into account? 

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 
2.2  Clinical guidelines, quality standards and the evidence 
 

We will evaluate the evidence and support for each of the interventions identified above 
within the following section. 

 Increasing knowledge of dementia and gaining an understanding of the experiences    
that people with dementia share 

 Following diagnosis, offering practical information and advice about services and how 
best to approach them 
 

Research has consistently revealed the failings of providing good quality information to 
people newly diagnosed with dementia and their carers.15 Indeed, steps to improve the 
quality and availability of such information are prominent in policy documents from the 
Department of Health and are also part of the quality standards for dementia services 
published by NICE (Statement 3). 

There are many excellent examples of good practice where local services have developed 
guides for use from diagnosis through the entirety of the dementia journey.16 Most of the 
guides are relatively short (i.e. 60 pages) so as to be accessible and are focused on 
information about dementia (symptoms and prognosis), importance of support and provision 
of practical information, and identifying local services. The guides are also supplemented by 
information from national websites17 and other publications/websites from charities.18 
Research has been published around making websites more accessible to people with 
dementia (Freeman et al. 2005). 

One particular area where books might have an advantage is in people’s understanding of 
the experience of dementia. Recent developments in the approach to dementia stress the 

                                                           
15

 e.g. Beanland et al. 2013; Corbett et al. 2012; Manthorpe et al., 2013; The Carers Trust: A road less rocky – 
supporting people with dementia, 2013 (http://www.carers.org/news/new-report-carers-people-dementia-
not-receiving-support-they-need) 
16

 e.g. Westminster and Sheffield guides: 
http://www.westminster.gov.uk/sites/default/files/uploads/workspace/assets/publications/Living-Well-with-
Dementia-Oct-10-1292418589.pdf 
http://www.sheffield.ac.uk/polopoly_fs/1.340687!/file/Sheffield_ Dementia _Information_Pack_2014_3rd_Ed.pdf  
17

 e.g. http://dementiachallenge.dh.gov.uk/; NHS Choices: http://www.nhs.uk/Conditions/dementia-
guide/Pages/dementia-choices.aspx; Our Health South West – Dementia website to be nationally rolled out by 
the Department of Health.  
18

 e.g. dementia web: http://www.dementiaweb.org.uk/  

https://www.surveymonkey.com/s/Y5MGGTP
http://www.carers.org/news/new-report-carers-people-dementia-not-receiving-support-they-need
http://www.carers.org/news/new-report-carers-people-dementia-not-receiving-support-they-need
http://www.westminster.gov.uk/sites/default/files/uploads/workspace/assets/publications/Living-Well-with-Dementia-Oct-10-1292418589.pdf
http://www.westminster.gov.uk/sites/default/files/uploads/workspace/assets/publications/Living-Well-with-Dementia-Oct-10-1292418589.pdf
http://www.sheffield.ac.uk/polopoly_fs/1.340687!/file/Sheffield_%20Dementia%20_Information_Pack_2014_3rd_Ed.pdf
http://dementiachallenge.dh.gov.uk/
http://www.nhs.uk/Conditions/dementia-guide/Pages/dementia-choices.aspx
http://www.nhs.uk/Conditions/dementia-guide/Pages/dementia-choices.aspx
http://www.dementiaweb.org.uk/
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individual nature of the disorder (e.g. the need to preserve selfhood and a sense of 
citizenship: Harris & Keady, 2009), and for professionals and carers to be able to appreciate 
and empathize with what the person with dementia may be experiencing.19 There are many 
books written by both carers and people with dementia focusing on the experience of the 
disorder and its impact on people’s lives (Garner, 2007). This suggests there is a role for an 
accredited core book list providing materials in a range of formats through public libraries 

Such books can also raise the profile of dementia and indeed there are many popular 
dementia memoirs written by the relatives of high-profile people (e.g. Iris Murdoch, Magnus 
Magnusson), which seek to raise public awareness.20 Some of these titles could be relevant 
to The Reading Agency’s related initiative:  Reading Well Mood-boosting Books signposted 
via the user leaflet. There are plans to produce a mood-boosting dementia list selected by 
people with dementia and their carers to support reading groups and the RWBOP 
programme. Raising public awareness is a key aim for the Dementia Strategy and might help 
with people struggling to understand dementia and mild cognitive deterioration prior to 
diagnosis, and also for carers (formal and informal) and the public at large. Indeed, the new 
and innovative focus on Dementia Friends and Dementia Friendly Communities provides an 
exciting opportunity for public libraries and RWBOP schemes to consider how they might 
support the training schemes that are being developed to up skill volunteers and employees 
in being dementia friendly. Indeed, Health Education England is establishing an ambitious 
platform for e-learning around dementia.21  

 

Consultation Question 3 
 

a) How widespread is the availability of local dementia guides? 

b) In what format are they generally available and used – hardcopy or digital?  

c) Do you see a role in self-help books supplementing this information? 

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 

 Coping with memory loss around the early stages of dementia and also the emotional 
impact on the person newly diagnosed 

 
Attempts have been made to ameliorate dementia associated cognitive decline by cognitive 
or memory training. Currently there is insufficient evidence to support its widespread use. 
(NICE CG42; Fuchs, Clare & Woods (2013) Cochrane Review).  Moreover, we are not aware of 
any self-help books or web-based approaches that are commonly available and could be part 
of a library offering. Research that has been conducted around cognitive training tends to be 
conducted on an individual basis by highly skilled therapists. 

There is the challenge of how to adapt to memory loss both in practical and emotional terms. 
Again, the provision of advice and support following diagnosis, and particularly for younger 

                                                           
19

 SCIE: Dementia Gateway: Knowing the person behind the dementia:  
http://www.scie.org.uk/publications/dementia/about/index.asp  
20

 Iris, A Memoir of Iris Murdoch, John Bayley, Where Memories Go: Why Dementia Changes Everything, Sally 
Magnusson.  
21

 http://www.e-lfh.org.uk/programmes/dementia/  

https://www.surveymonkey.com/s/Y5MGGTP
http://www.scie.org.uk/publications/dementia/about/index.asp
http://www.e-lfh.org.uk/programmes/dementia/
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people with dementia, is recommended for development (NICE CG42). Some books exist that 
focus on people coping with memory problems and there has been a large expansion in 
assistive technologies within this area. It will be important that the RWBOP scheme deals 
with this aspect of the dementia journey. 

Younger people with dementia who experience emotional adjustment problems following 
diagnosis might particularly benefit from the core RWBOP list for CMHPs. Similarly, older 
people recently diagnosed with dementia who are experiencing emotional difficulties might 
also benefit from the core list. Most research suggests that the efficacy of CBT for depression 
is equivalent across age groups, although there is a literature as to how CBT might be 
adapted for older people (Laidlaw & Knight, 2008; Orgeta et al (2014) – Cochrane Review). 
NICE also offers some support for using CBT for depression and anxiety in older people with 
dementia (CG42). Psychological therapies are also recommended by the Royal College of 
Psychiatrists.22  
 

Consultation Question 4 
 
a) Do you agree that early cognitive impairment and memory problems would be represented 
on the RWBOP list and, if so, which titles would you recommend/not recommend?  

b) Can you recommend any self-help books for depression or other common mental health 
problems written specifically for older adults or younger people with dementia? 

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 

 Helping carers cope and manage their own emotional stress, and to set up their own 
self-help and support networks 
 

The challenges of caring for someone with dementia is well researched (e.g. Campbell et al., 
2008) and the importance of supporting carers both practically and emotionally throughout 
the dementia journey is emphasized by both the Department of Health, NICE (CG 42), 
charities (e.g. Alzheimer’s Society, Carers Trust) and professional bodies (e.g. British 
Association of Social Work). Various approaches have been examined ranging from ensuring 
appropriate information and advice is available following diagnosis (Parker et al. 2008), to 
offering access to self-help and support groups (Munn-Giddings & McVicar, 2006; Parker et 
al., 2010), and providing individual counselling and psychotherapy when indicated (Campbell 
et al., 2008). There is a range of self-help books that describe how support groups can be set 
up and organised. Several of these reviews stress, however, that the mere provision of self-
help information by itself is inadequate and unhelpful. 

It has been estimated that many carers experience depression and are accordingly referred 
to local IAPT services where they may access low intensity self-help interventions guided by a 
Psychological Well Being Practitioner or more intensive psychological therapy. IAPT services 
are revising their therapists’ training to ensure that services are accessible to people with 
dementia and their carers.23 Moreover, many IAPT services have formed productive links 

                                                           
22

 http://www.rcgp.org.uk/gp-training-and-exams/~/media/Files/GP-training-and-exams/Management-of-
Depression-factsheet.ashx  
23

 http://www.iapt.nhs.uk/silo/files/older-people-positive-practice-guide.pdf  

https://www.surveymonkey.com/s/Y5MGGTP
http://www.rcgp.org.uk/gp-training-and-exams/~/media/Files/GP-training-and-exams/Management-of-Depression-factsheet.ashx
http://www.rcgp.org.uk/gp-training-and-exams/~/media/Files/GP-training-and-exams/Management-of-Depression-factsheet.ashx
http://www.iapt.nhs.uk/silo/files/older-people-positive-practice-guide.pdf
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with their local library services and are keen proponents of the core RWBOP list. It will be 
important to liaise with the IAPT national team and Health Education England to ensure that 
they are aware of the RWBOP dementia offer and to refer to these lists within their training 
materials. Some dementia services are evaluating other complementary approaches (e.g. 
CBT and telephone counselling) to support carers experiencing depression. 
 

Consultation Question 5 
 
Which self-help books targeting individual carers and providing information on how to cope 
with dementia would you recommend?  

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 

 Helping carers manage behavioural and other non-cognitive problems manifested by 
their relative   
 

Various research trials have demonstrated the effectiveness of training both informal and 
formal carers in behaviour management techniques to help with non-cognitive symptoms 
associated with dementia (Livingstone et al, 2005). These approaches are supported by NICE 
(CG42; QS30). This could be focused on maintaining people with dementia within their own 
homes and the training might be part of a support group programme. Alternatively, it could 
be focused on managing behaviours in residential homes or acute hospital settings through 
staff training.24 Usually, training is not offered in a vacuum and is supplemented by individual 
consultancy and supervision.  

 

Consultation Question 6 
 
Should books and manuals dealing with behavioural management be included within a 
RWBOP list? If so, which books would you recommend?  

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 

 Encouraging both people with dementia and their carers to remain as independent 
and active as possible through strategies to maintain and enhance quality of life both 
at home and within residential care. This might include carer involvement in specific 
interventions such as Cognitive Stimulation Training and Reminiscence work  
 

Research (Bates et al., 2004; Brodaty et al., 2003; Cooper et al., 2012; Spijker et al., 2008) has 
stressed the importance that people with dementia remain as independent and active as 
possible through involvement with social activities and support groups (e.g. dementia cafes). 
Both informal and formal carers can play an important role in encouraging people with 
dementia to participate and in facilitating these groups and activities. Carers and befrienders 
should encourage people with dementia to remain active both within their homes and also 

                                                           
24

 http://www.alzheimers.org.uk/site/scripts/download_info.php?downloadID=609  

https://www.surveymonkey.com/s/Y5MGGTP
https://www.surveymonkey.com/s/Y5MGGTP
http://www.alzheimers.org.uk/site/scripts/download_info.php?downloadID=609
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once they have moved onto residential care. Specific interventions such as Cognitive 
Stimulation Therapy (Woods et al., 2012 – Cochrane Review) and reminiscence work (Woods 
et al, 2009 – Cochrane Review) have been reviewed by NICE (CG42; QS30). The former has 
been recommended, whereas the evidence for the latter is promising but insufficient to 
recommend its widespread use.  

The importance of mobility and physical exercise should also be emphasized. Libraries and a 
RWBOP scheme have a role in building resources and capacity to support these activities. 
Advice as to how to run these support / activity groups is available for care professionals and 
could be included on a RWBOP list. Similarly, there exist various resources that could be used 
to support reminiscence groups as part of a broader activities programme (i.e. memory 
books/ reminiscence materials), and some of these materials are already available for loan in 
some public libraries. Several charities exist to promote more active lives for people with 
dementia, especially those living in residential homes, and publish booklets and materials to 
promote positive activities.25  

An interesting area of research is the impact itself of reading and cognitive activity on ageing 
and dementia. A pilot evaluation at the University of Liverpool examined the impact of 
introducing reading groups into residential care homes.26 A similar approach is reported by 
McLaine (2012) in use in Australia.27 Other research indicates that leisure activities including 
reading can decrease the risk of dementia by around 30% (Frieswijk et al., 2006; Vergehese 
et al., 2003). 
 

Consultation Question 7 
 
Would it be helpful to include books about facilitating meaningful activities and Cognitive 
Stimulation Therapy on a RWBOP list for dementia? Which books would you recommend? 

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 

 Informing informal and formal carers how they can assist and enhance quality of care 
for people in the later stages of dementia 

 

People in the later stages of dementia experience difficulties with many everyday tasks and 
functions (e.g. communication, eating, drinking, remaining continent). Psychosocial 
approaches may help manage some of these difficulties (Eggenberger et al., 2012; Moyle & 
Dwyer, 2012) and staff and informal carers visiting residential care homes are said to benefit 
from specific training programmes (NICE CG42; QS30; QS50). Books dealing with how to care 
for people with dementia in the final stages of their condition could be included on the 
RWBOP list. 
 

                                                           
25

 e.g. www.napa-activities.co.uk  
26

 
http://www.thereader.org.uk/media/56538/a_literature_based_intervention_for_older_people_living_with_dementi
a.pdf  
27

 www.fightdementia.org.au/common/files/VIC/Susan_McLaine.pdf    

https://www.surveymonkey.com/s/Y5MGGTP
http://www.napa-activities.co.uk/
http://www.thereader.org.uk/media/56538/a_literature_based_intervention_for_older_people_living_with_dementia.pdf
http://www.thereader.org.uk/media/56538/a_literature_based_intervention_for_older_people_living_with_dementia.pdf
http://www.fightdementia.org.au/common/files/VIC/Susan_McLaine.pdf
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Consultation Question 8 
 
Would it be helpful to include books about caring for people with dementia in the final 
stages of the dementia journey on a RWBOP list for dementia? Which books would you 
recommend? 

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

 

2.3 Who will use and benefit from a dementia RWBOP scheme? 
 

It will be important to identify the target user group for the scheme. Essentially it should be 
designed for those people diagnosed with dementia and especially to inform them about 
their condition pre-diagnosis or shortly after a diagnosis is made. In addition, the families and 
carers of people with dementia would also be expected to be major beneficiaries. It will be 
important to recognise that a RWBOP scheme is just one source of information alongside 
briefer booklets, web materials, and face-to-face support from support groups and health 
professionals. A RWBOP scheme should not be seen as a substitute but a means to 
enhancing both the quality and choice of resources available.  Consideration should be given 
to the accessibility of materials for people with sensory disabilities or non-English speaking 
elders. Indeed, studies suggest that the understanding of dementia in BME communities is 
not well developed (Moriatry et al., 2011). Similarly, the needs of people with learning 
disabilities also require specific consideration given the elevated incidence of dementia in 
people with Downs Syndrome.28  

Clearly there is potential for a wide range of health workers to use library services, including 
those directly involved in dementia care.  Careful consideration should be given as to 
whether the scheme could accommodate the needs of this group as the current focus of 
RWBOP is very much the general public rather than professionals. It may be the case that 
libraries could help co-ordinate training materials, information booklets and the RWBOP 
scheme for health and social care workers working specifically with dementia (e.g. Dementia 
Advisors, Admiral Nurses, Dementia Support Workers), alongside volunteers such as the 
innovative Dementia Friends initiative. 

It would be hoped that a RWBOP scheme within local libraries would also generally raise 
public awareness about dementia across all ages, from school children through to older 
adults. This could be linked to any local initiatives about developing and sustaining Dementia 
Friendly Communities. 
 

Consultation Question 9 
 
For whom might a RWBOP dementia scheme be useful? Are there any concerns or safeguards 
that you would suggest?  

Please submit your responses at the following link: https://www.surveymonkey.com/s/Y5MGGTP 

                                                           
28

 http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=103  

https://www.surveymonkey.com/s/Y5MGGTP
https://www.surveymonkey.com/s/Y5MGGTP
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=103
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3.  Conclusion  
 

We have reviewed the arguments in favour of promoting a dementia RWBOP scheme in local 
libraries. We believe that it would support public awareness, supplement information and resources 
for newly diagnosed individuals and provide a focus for self-help and support for carers of people 
with dementia. In addition, it would sit alongside the core RWBOP scheme for common mental 
health problems, which could be used by GPs and IAPT therapists to provide support for people with 
dementia and their carers experiencing anxiety and depression. 

It will be essential that this is not a standalone project, but well-integrated with work conducted 
nationally and locally by the leading charities within the field, together with local service initiatives 
around Living Well with Dementia. This will require discussion with local health and wellbeing 
boards, IAPT services and also specialist memory services and clinics. Just as close collaboration with 
IAPT services and therapists was an important feature for the implementation of the core RWBOP 
list, so will close partnerships with local dementia services and health and social care professionals be 
an essential stage in the process. 

4. Next steps 
 
We want to consult widely on the ideas and suggestions put forward in this paper. Please let us know 
your views by completing a short online survey (https://www.surveymonkey.com/s/Y5MGGTP) by 
Monday 28 April 2014. We will use this feedback, supported by a series of consultation meetings 
planned for the spring, to help us with the development of the scheme.   

Contacts 
 

 Professor Graham Turpin 
Professor of Clinical Psychology 
University of Sheffield 
g.turpin@sheffield.ac.uk 
 

 Debbie Hicks  
Director of Research and Strategy 
The Reading Agency 
debbie.hicks@readingagency.org.uk   

  

https://www.surveymonkey.com/s/Y5MGGTP
mailto:g.turpin@sheffield.ac.uk
mailto:debbie.hicks@readingagency.org.uk
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Appendix 1 

Reading Well Books on Prescription core list  
 

 Title Author Publisher 

Anger Overcoming Anger and 
Irritability: A Self-help Guide 
Using Cognitive Behavioural 
Techniques 

Davies, 
William 

Constable 
& 
Robinson 

Anxiety Overcoming Anxiety:  A Self-
help Guide Using Cognitive 
Behavioural Techniques 

Kennerley, 
Helen 

Constable 
& 
Robinson 

 Overcoming Anxiety, Stress 
and Panic: A Five Areas  
Approach 

Williams, 
Chris 

CRC Press 

 Feel the Fear and Do it 
Anyway 

Jeffers, 
Susan 

Vermilion 

Binge 
Eating/Bulimi
a Nervosa 

Overcoming Binge Eating  Fairburn, 
Christopher 
G. 

Guilford 
Press 

 Getting Better Bit(e) by 
Bit(e): A Survival Kit for 
Sufferers of Bulimia Nervosa 
and Binge Eating Disorders 

Schmidt, 
Ulrike and 
Treasure, 
Janet 

Routledge 

 Overcoming Bulimia Nervosa 
and Binge Eating:  A Self-help 
Guide Using Cognitive 
Behavioural Techniques 

Cooper, 
Peter J. 

Constable 
& 
Robinson 

Chronic 
Fatigue 

Chronic Fatigue Syndrome 
(second edition) 

Campling, 
Frankie and 
Sharpe, 
Michael 

Oxford 
University 
Press 

 Overcoming Chronic Fatigue:  
A Self-help Guide Using 
Cognitive Behavioural 
Techniques 

Burgess, 
Mary and 
Chalder, 
Trudie 

Constable 
& 
Robinson 

Chronic Pain Overcoming Chronic Pain:  A 
Self-help Guide Using 
Cognitive Behavioural 
Techniques 

Cole, 
Frances; 
Carus, 
Catherine; 
Howden-
Leach, Hazel; 
and 

Constable 
& 
Robinson 
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Macdonald, 
Helen 

Depression 

 

Overcoming Depression and 
Low Mood: A Five Areas 
Approach (third edition) 

Williams, 
Chris 

CRC Press 

 

 Mind Over Mood: Change 
How You Feel by Changing 
the Way You Think 

Greenberger, 
Dennis and 
Padesky, 
Christine 

Guilford 
Press 

 Overcoming Depression:  A 
Self-help Guide Using 
Cognitive Behavioural 
Techniques 

 

Gilbert, Paul Constable 
& 
Robinson 

Health  
Anxiety 

 

Overcoming Health Anxiety:  
A Self-help Guide Using 
Cognitive Behavioural 
Techniques 

Veale, David 
and Willson, 
Rob 

Constable 
& 
Robinson 

 An Introduction to Coping 
with Health Anxiety 

Hogan, 
Brenda and 
Young, 
Charles 

Constable 
& 
Robinson 

Obsessions 
and 
Compulsions 

 

Overcoming Obsessive 
Compulsive Disorder:  A Self-
help Guide Using Cognitive 
Behavioural Techniques 

Veale, David 
and Willson, 
Rob 

Constable 
& 
Robinson 

 Understanding Obsessions 
and Compulsions 

Tallis, Frank Sheldon 
Press 

 Break Free from OCD: 
Overcoming Obsessive 
Compulsive Disorder with 
CBT 

Challacombe
, Fiona, 
Oldfield, 
Victoria 
Bream and 
Salkovskis, 
Paul M. 

Vermilion 

Panic Overcoming Panic  and 
Agoraphobia:  A Self-help 
Guide Using Cognitive 
Behavioural Techniques 

Silove, 
Derrick and 
Manicavasag
ar, Vijaya 

Constable 
& 
Robinson 

 Panic Attacks: What They 
Are, Why They Happen and 
What You Can Do About 
Them 

Ingham, 
Christine 

HarperCol
lins 
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Phobias  An Introduction to Coping 
with Phobias 

Hogan, 
Brenda 

Constable 
& 
Robinson 

Relationship 
Problems 

Overcoming Relationship 
Problems:  A Self-help Guide 
Using Cognitive Behavioural 
Techniques 

Crowe, 
Michael 

Constable 
& 
Robinson 

Self-Esteem Overcoming Low Self- 
esteem:  A Self-help Guide 
Using Cognitive Behavioural 
Techniques 

Fennell, 
Melanie 

Constable 
& 
Robinson 

 The Feeling Good Handbook Burns, David Penguin 

Sleep 
Problems 

Overcoming Insomnia and 
Sleep Problems:  A Self-help 
Guide Using Cognitive 
Behavioural Techniques 

Espie, Colin 
A. 

Constable 
& 
Robinson 

Social Phobia Overcoming Social Anxiety 
and Shyness:  A Self-help 
Guide Using Cognitive 
Behavioural Techniques 

Butler, 
Gillian 

Constable 
& 
Robinson 

Stress The Relaxation and Stress 
Reduction Workbook 

Davis, 
Martha 

New 
Harbinger 

 Manage Your Stress for a 
Happier Life 

Looker, Terry 
and Gregson, 
Olga 

Hodder 

Worry The Worry Cure: Stop 
Worrying and Start Living 

Leahy, 
Robert, L. 

Piatkus 
Books 

 How to Stop Worrying Tallis, Frank Sheldon 
Press 

 

  



 19 

Appendix 2 

Sample book list from Alzheimer’s Society 
 
Subject Title Author Publisher 

Stigma 

Awareness 

Dementia  

Dementia Positive: A 
Handbook Based on Lived 
Experiences 

Killick, John Luarth 
Press 

2013 

Services  

Support 

Diagnosis  

Carers 

The Dementia Guide: Living 
Well after Diagnosis 

Alzheimer’s 
Society 

Alzheimer 
Society 

2013 

Carer account 

Family 
relationships 

But Then Something 
Happened: A Story of 
Everyday Dementia 

Carling, 
Chris 

Golden 
Books 

2012 

Carers 

Challenging 
behaviour 

Memory loss 

Awareness 

Stimulation 

Can I Tell You about 
Dementia? A Guide for Family, 
Friends and Carers 

Welton, 
Jude 

Jessica 
Kingsley 

2013 

Stigma 

Therapeutic 
techniques 

Younger 
people 

Carers 

Care and 
services 

Coping with Early Onset 
Dementia 

Eckersley, 
Jill 

Sheldon 
Press 

2011 

Diagnosis 

Healthcare 
information 

Tips and 
techniques 

Understanding Alzheimer’s 
Disease and other Dementias 

Graham, 
Nori and 
Warner, 
James 

BMA, 
2009 

Personal 
accounts 

Person-
centred care 

And Still the Music Plays: 
Stories of People with 
Dementia 

Stokes, 
Graham 

Hawker 
Publicatio
ns 

2008 
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Challenging 
behaviour 

Dementia 
care 

 

Literature and 
personal 
accounts 

Spirituality 

Dancing with Dementia: My 
Story of Living Positively with 
Dementia 

Bryden, 
Christine 

Jessica 
Kingsley 

2005 
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Appendix 3 

Potential stakeholders29 
 

 Alzheimer’s Society 

 Alzheimer’s Research UK 

 Age UK 

 British Association for Counselling and Psychotherapy (BACP) 

 British Association for Behavioural and Cognitive Psychotherapies (BABCP) 

 British Association of Social Workers (BASW) 

 University of Bradford – Bradford Dementia Group  

 British Psychological Society (BPS) – Faculty for the Psychology of Older People (FPoP) 

 British Society of Gerontology 

 Carers UK 

 Carers Trust 

 College of Occupational Therapists 

 Chartered Society of Physiotherapy 

 Citizens Advice 

 Coalition for Quality Care 

 Dementia Action Alliance 

 Dementia UK 

 dementia web 

 Depression Alliance 

 Independent Age 

 Mental Health Foundation 

 Mind 

 National Association for Providers of Activities for Older People (NAPA) 

 National Council for Palliative Care (NCPC) 

 NHS Choices 

 NHS England – The Dementia Challenge and regional dementia development centres 

 NHS England – Improving Access to Psychological Therapies (IAPT) 

 National Institute for Health and Care Excellence (NICE) 

 Relatives and Residents Association 

                                                           
29

 The majority of these organisations and their associated links are on the Alzheimer’s website: 
http://www.alzheimers.org.uk/site/scripts/services_info.php?serviceID=97 
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 Rethink Mental Illness 

 Royal College of General Practitioners (RCGP) 

 Royal College of Physicians 

 Royal College of Psychiatrists – Faculty of the Psychiatry of Old Age  

 Royal College of Psychiatrists – Memory Services National Accreditation Programme  

 Royal College of Nursing (RCN) 

 Social Care Institute for Excellence (SCIE) 

 Stroke Association 

 University of Stirling – Dementia Services Development Centre 

 YoungDementia UK 


