
 

 

Reading Well Books on Prescription for long term conditions: book selection 
framework 

Introduction  

The Reading Agency is working in partnership with the Society of Chief Librarians to develop a new Reading Well Books on Prescription scheme 

supporting people with long term conditions and their carers as part of the Public Library Universal Health Offer. The new scheme, funded by Arts 

Council England and the Wellcome Trust, will build on the success of existing Reading Well schemes for adult mental health, dementia, and young 

people’s mental health.   

Development of the scheme to date has involved the following steps:  

 Review of the supporting evidence base, policy framework and clinical guidelines 

 Mapping of potential health partnerships to support development  

 Consultation with key health professionals and organisations with expertise in long term conditions   

 A survey of English public library authorities, looking at existing activities, partnerships and best practice supporting people with long term 

conditions and their carers 

 An experts roundtable to share findings of research and mapping phase, and to agree a framework and next steps for development  

 Creation of a book selection panel 

 Commissioning of an expert organisation to facilitate co-production of scheme  

This framework sets out the key findings from the first-stage phase of research and consultation, and provides recommendations for the scope of the list 

relating to: age range, function of book list, language and terminology, structure of list, and targeted conditions.   

These recommendations are shared with the selection panel and the co-production group for their feedback. Once agreed, they will be used to support 

the book selection process alongside the book selection protocol.  



 

2 

 

The book selection panel for Reading Well for long term conditions declared no conflict of interest with any of the titles on the core reading list.  

 

1. Age range  

There has been broad support for targeting the list at adults (18+) both in responses to the consultation and at the roundtable. Although a limited 

number of materials for children and young people could be considered, particularly for those long term conditions that tend to start in childhood (for 

instance, asthma and epilepsy), the focus should remain on adults.   

Older age has been identified as a key factor in the prevalence of long term conditions. It was therefore recommended that material accessible for older 

people is included on the list and, where possible, it should be available in a wide range of formats (large print, audio etc). However, responses to the 

consultation also advised that there should not be an over-emphasis on the experiences of older people, as long term conditions are experienced at all 

ages.   

Recommendation  

The list should be targeted at adults (18+). It is important to ensure that material that is particularly relevant and accessible for older 

adults is included.  

 

2. Function of book list  

The following functions for the Reading Well for long term conditions list have been recommended through the consultation and roundtable:  

 Prevention/early intervention: enhancing awareness of long term conditions and promoting help-seeking for unrecognised or undiagnosed 

conditions.  

 Provision of information for people with long term conditions who have received a diagnosis and their carers, as well as the general public 

who have questions about particular conditions. However, it was suggested at the roundtable that people with long term conditions are likely 
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to receive a significant amount of high quality information from their GPs/other health professionals at point of diagnosis, so there may be 

less of a need in this area.   

 Provision of self-help resources for guided and unguided use, supporting both the physical and mental health dimensions of living with a long 

term condition.  

 Support for living well with long term conditions. It was argued that this represents one of the key areas of opportunity for the list, as 

broader advice about wellbeing (diet, exercise, relaxation etc) is less frequently provided by GPs.     

 Targeted support for relatives and carers, both to understand the long term conditions being experienced by the people they are caring for 

and to support them in their role as carers. This has been recognised as an area where greater help and advice is needed.     

 Understanding long term conditions through an informed personal/fictional perspective – the majority of consultation responses 

emphasised the value of including memoirs and fiction, as a means of promoting empathetic understanding and as an alternative, non-

medicalised way of exploring issues related to living with a long term condition.  

 

Recommendation 

 

The list should be developed to serve all of the above functions.  

 

 

3. Types and formats of books  

There has been broad agreement that, where appropriate material is available, the following types of books should be included:  

 Specific self-help books based on a clinical trial or published therapy manual  

 Books that provide general information about long term conditions, ranging from prognosis and outcomes, common treatments, ways of 

managing the condition, and more  

 Memoir/biography   

 Fiction 

 Graphic novels  
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Consultation responses emphasised the importance of choice and ensuring that a range of reading levels, styles and length, are featured on the list. In 

order to ensure broad accessibility, and in particular to ensure that material is appropriate to an older audience, titles available in a wide range of 

different formats (e-books, audio, large print) should be prioritised.  

 

Recommendation  

A wide range of different types of books should be considered and, where possible, books that are available in a broad range of different 

formats should be selected.   

 

 

4. Language and terminology  

Consultation responses emphasised the importance of ensuring that books use appropriate, accessible, non-alienating and non-stigmatising 

language and terminology, wherever possible. It was recommended that the following should be avoided:  

 

 Terms such as ‘suffering’, ‘disease’, ‘chronic’, ‘incurable’, ‘victim’, ‘burden of disease’  

 Terms that define people by their condition (‘hypertensives’ or ‘hypertensive patients’ rather than ‘people with hypertension’) 

 Technical jargon, such as ‘co-morbidities’ and ‘vulnerabilities’ 

 Language that minimises conditions (‘wear and tear’ for arthritis)  

 Language that is condescending or patronising  

 Language that is judgemental, or dehumanises the reader  

 

 

Recommendation  
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Careful attention will need to be paid to the language and terminology used in books, as well as in the supporting materials 

developed for the scheme. As with all aspects of developing Reading Well, it will be vital to consult with people with lived 

experience on appropriate language and terminology.  

 

 

 

5. Structure of the list  

Based on recommendations from the consultation and roundtable, the following structure is proposed. Bearing in mind that the final list will be no more 

than 30-35 titles, a suggested number of books has been allocated to each section.  

The headings are given as a guide only: the terminology used to describe the final list will need to be developed in co-production with people with lived 

experience of long term conditions.   

1.  General information and advice relevant to all long term conditions  

 Approx. 5 books 

 Types of books: self-help, information  

 This section could cover both the physical and mental health dimensions of living with a long term condition  

2.  Information and advice on specific conditions  

 Approx. 10 books  

 Types of books: self-help, information  

 Targeted conditions: Heart disease, Diabetes, Breathing difficulties (COPD, Asthma), Stroke, IBS , Arthritis  
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Recommendation  

The sections identified above, and related questions, should be used by the selection panel and co-production group as a starting point 

for structuring the list.   

3. Living well with a long term condition   

 Approx. 5-8 books 

 Types of books: self-help, information  

 Themes to be covered: Pain (covering chronic pain), Fatigue (covering chronic fatigue syndrome), Sleeping difficulties, Mental  

 
health difficulties arising from living with a long term condition  

4. Support for family and carers  

 Approx. 5 books 

 Types of books: self-help, information  

 It was also noted that although support for family and carers is a specific section was important, that all material within the list 

may be relevant and useful to family and carers  

5. Memoirs and personal stories  

 Approx. 3-5 books 

 Memoirs/fiction 

 Although these titles would be condition-specific, they wouldn’t necessarily need to be the same conditions that are featured 

in section 2  

 The criteria for fiction and memoir have been created with input from the book selection panel and the co-production group 

 



 

7 

 

 

6. Targeted conditions  

There has been broad agreement that the new list should focus on long term physical health conditions, rather than long term mental health conditions 

as an existing Reading Well Books on Prescription list (launched 2013) already provides support in this area. However, the mental health dimensions of 

living with a long term physical condition may be covered by the list.  

It was also agreed that dementia falls outside the remit of the new scheme, given that Reading Well Books on Prescription for dementia (2015) already 

provides reading in this area.  

In order to select the conditions that the list targets, the following criteria have been recommended:  

 Prevalence 

 Cost to the NHS/wider economy  

 NICE guidance  

 The top 10 conditions recommended by respondents to the Reading Well health professionals consultation   

 Inclusion in the forthcoming Improving Access to Psychological Therapies (IAPT) long term conditions programme  

 

Data relating to these four criteria has been sourced for the long term conditions that were identified through the consultation. This is then used in the 

below table to make recommendations about which conditions the new scheme should target.  

Nb. As the data is taken from multiple sources it cannot be used to make accurate comparisons, so is offered as a guide only. 
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Condition Prevalence    Cost  NICE guidance  Identified by 

Reading Well 

consultation 

as a priority 

(ranked 1 to 

10, 1 being 

most 

important and 

10 least 

important) 

Likely to be 

Included in the 

forthcoming IAPT 

LTC curriculum 

(NB this is in 

development) 

 

Any other relevant 

information 

Recommended 

for inclusion on 

Reading Well 

list?  

Hypertension Around 1 in 3 

adults (16 million) 

have high blood 

pressure.i  

As many as 7 

million living with 

undiagnosed high 

blood pressure.ii   

Diseases caused by high 

blood pressure cost the 

NHS over £2 billion 

every year.iii  

 9  There was a 11% increase 

in prevalence between 

2006-7 and 2010-11.iv  

Yes (with 

cardiovascular 

disease?) 

Asthma  5.4 millionv Around £1 billion a year 

to the NHS.vi 

Psychological 

approaches to 

breathing control are 

suggested as 

components of an 

education 

programme 

10 Yes (respiratory 

disorders) 

Asthma prevalence is 

thought to have plateaued 

since the late 1990s, 

although the UK still has 

some of the highest rates 

in Europe.vii 

Yes (combined 

with COPD?) 
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Diabetes Over 4 millionviii £10 billion a year to the 

NHS. 10 per cent of the 

NHS budget is spent on 

diabetes.ix 

Patient education 

programme 

recommended.  

4 Yes There was a 25% increase 

in prevalence between 

2006-7 and 2010-11.x 

Diabetes education courses 

are not being 

commissioned for people 

in over a third of areas in 

England.xi 

Yes 

Cardiovascular 

disease  

7 millionxii Healthcare costs 

relating to CVD are 

estimated at up to £11 

billion each year. xiii 

 3  Yes There was a 1% decrease in 

prevalence between 2006-

7 and 2010-11.xiv 

Yes 

Chronic kidney 

disease 

1.8 million 

diagnosed; a 

further million 

undiagnosedxv  

£1.45 billion cost to the 

NHS (diagnosed and 

undiagnosed)xvi  

   There was a 45% increase 

in prevalence between 

2006-7 and 2010-11.xvii 

No 

Stroke  1.2 million stroke 

survivorsxviii 

Total societal costs of 

£8.9 billion (direct care 

accounts for 50% of 

this). Treatment costs 

account for 5% of total 

UK NHS budget.xix   

The teaching of 

psychological 

principles within 

rehabilitation 

programmes is 

stressed. 

 

  There was a 9% increase in 

prevalence between 2006-

7 and 2010-11.xx 

Yes  
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Chronic 

Obstructive 

Pulmonary 

Disease (COPD) 

1.2 million living 

with diagnosed 

COPDxxi 

Over £800 million to the 

NHSxxii  

Psychological 

approaches to 

breathing control are 

suggested as 

components of an 

education 

programme 

5 Yes (respiratory 

disorders) 

There was a 17% increase 

in prevalence between 

2006-7 and 2010-11.xxiii 

Yes  

Cancer 2 million people 

estimated to be 

alive having been 

previously 

diagnosed with 

cancer (2008)xxiv 

Annual NHS costs of £5 

billion. Cost to society 

as a whole – including 

costs for loss of 

productivity – is £18.3 

billion. xxv 

 7  There was a 79% increase 

in prevalence between 

2006-7 and 2010-11.xxvi 

Macmillan Cancer has 

produced recommended 

reading lists for public 

libraries.   

Possibly 

Epilepsy 600,000 people.xxvii   £2 billion (direct and 

indirect costs).xxviii  

Psychological 

interventions such as 

CBT, relaxation 

training and 

biofeedback are 

recommended 

CG137 

  There was a 5% increase in 

prevalence between 2006-

7 and 2010-11.xxix 

No 

Chronic pain 28 million adults in 

the UK: 43% of 

peoplexxx  

The total cost to the 

NHS of treating chronic 

pain is unknown, but 

recent studies suggest 

Provision of advice 

and information, 

tailored to people’s 

needs and 

1  ‘Overcoming Chronic Pain’ 

is included on the Reading 

Well common mental 

health conditions list. 

Possibly  
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that adolescent pain 

costs the NHS £4 billion 

a year alone.xxxi  

capabilities, to help 

self-management 

recommended.   

Arthritis 10 million people in 

the UKxxxii 

Rheumatoid arthritis 

costs the NHS £560 

million a year. The 

estimated cost to the 

economy of sick leave 

and work-related 

disability for people 

with rheumatoid 

arthritis is £1.8 billion a 

year. These figures 

don’t include 

osteoarthritis. xxxiii 

Emphasises 

importance of 

providing good 

quality information 

to patients and their 

relatives from the 

time of diagnosis 

onwards. For 

rheumatoid arthritis 

(CG79), 

psychological 

interventions such as 

stress management 

and relaxation, 

together with 

cognitive coping 

skills, are 

recommended. 

2   Yes 
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Irritable bowel 

syndrome 

15% of people in 

the UK = 9.5 

millionxxxiv  

Costs to NHS of over 

£200 millionxxxv  

Provision of 

information that 

explains the 

importance of self-

help in effectively 

managing IBS 

recommended.  

6   Yes 

Chronic fatigue 

syndrome 

Estimated that 

there are 250,000 

people living with 

CFS.xxxvi 

 Provision of quality 

of life management 

advice (e.g. sleep, 

diet) is 

recommended.  

8   No  

Sickle cell 

disease 

It is estimated 

there are more 

than 15,000 adults 

and children with 

SCD in Britain at 

present.xxxvii  

     No 

Parkinson’s 

disease 

127,000 peoplexxxviii The total UK cost of 

Parkinson’s disease in 

2010 was estimated at 

£2 billion.xxxix  

 

 

 

 

 

   No 
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Multiple 

sclerosis 

More than 100,000 

peoplexl 

The cost of MS to the 

UK Economy is 

estimated to be £3.3 to 

£4.2 billion each year.xli 

    No 

HIV and AIDs Over 100,000 

people are living 

with HIV. 13% of 

people with HIV 

are undiagnosed.xlii 

    Two-fifths (39%) of people 

diagnosed with HIV in 2015 

were diagnosed late, after 

they should have already 

started treatment.xliii 

No 

Fibromyalgia Not clear how 

many people are 

affected, some 

estimates suggest 

nearly 1 in 20 

people may be 

affected by 

fibromyalgia to 

some degree.xliv 

     Yes (with 

chronic pain?) 

Motor Neuron 

Disease  

5,000 people.xlv      No 

Chronic skin 

conditions  

In the UK, one in 

five children and 

one in twelve 

adults have 

eczema.xlvi 

    There was a 40% increase 

in cases of eczema in 

England between 2001 and 

2005.xlvii 

No 
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Endometriosis 1.5 million people. 

1 in 10 women of 

reproductive age 

have 

endometriosis.xlviii 

Endometriosis costs the 

UK economy £8.2bn a 

year in treatment, loss 

of work and healthcare 

costs.xlix 

   On average it takes 7.5 

years from onset of 

symptoms to get a 

diagnosis.l 

No 

 

Inflammatory 

bowel disease 

(Crohn’s 

Disease and 

Ulcerative 

Colitis) 

More than 300,000 

people.li  

     No 

Chronic sleep 

disorders  

It is estimated that 

about 80,000 

people in Britain 

have Obstructive 

Sleep Apnoea.lii 

     No 

Medically 

unexplained 

symptoms  

A study of UK 

general practices 

reported a 

prevalence of 18% 

of consecutive 

attenders.liii 

Annual healthcare costs 

of MUS in UK exceed 

£3.1 billion. Total costs 

are estimated to be £18 

billion.liv 

  Yes   Yes 
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Recommendations  

Recommendations  

 Based on the above and discussion with the book selection group and the co-production group, the following conditions will be covered:  

 Heart disease  

 Diabetes  

 Breathing difficulties (COPD, Asthma)  

 Stroke  

 IBS  

 Arthritis  

 

 

i Blood Pressure UK 
ii British Heart Foundation 
iii Public Health England press release, 2014 
iv Department of Health Long Term Conditions Compendium of Information: Volume Three 
v Asthma UK: Asthma Facts and Statistics 
vi Asthma UK: Asthma Facts and Statistics 
vii Asthma UK: Asthma Facts and Statistics 
viii Diabetes UK 
ix Diabetes UK 
x LTCs Compendium of Information 
xi Diabetes UK 

                                                           

http://www.bloodpressureuk.org/mediacentre/FAQs#WYXY
https://www.bhf.org.uk/heart-health/risk-factors/high-blood-pressure
https://www.gov.uk/government/news/new-figures-show-high-blood-pressure-costs-nhs-billions-each-year
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://www.asthma.org.uk/about/media/facts-and-statistics/
https://www.asthma.org.uk/about/media/facts-and-statistics/
https://www.asthma.org.uk/about/media/facts-and-statistics/
https://www.diabetes.org.uk/About_us/News/Number-of-people-with-diabetes-reaches-over-4-million/
https://www.diabetes.org.uk/About_us/News/Number-of-people-with-diabetes-reaches-over-4-million/
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://www.diabetes.org.uk/About_us/News/Number-of-people-with-diabetes-reaches-over-4-million/
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xii British Heart Foundation: Heart statistics  
xiii British Heart Foundation: Heart statistics 
xiv LTCs Compendium of Information 
xv NHS Choices 
xvi cost in 2009-10: NHS Choices  
xvii LTCs Compendium of Information 
xviii Stroke Association: State of the Nation, Stroke Statistics 
xix Age and Ageing, Total Cost of Stroke in the United Kingdom 
xx LTCs Compendium of Information 
xxi British Lung Foundation 
xxii NICE costing report, 2011  
xxiii LTCs Compendium of Information 
xxiv Cancer Research 
xxv gov.uk 
xxvi LTCs Compendium of Information 
xxvii Epilepsy UK 
xxviii Clinical Commissioning Policy: Vagal Nerve Stimulation for Epilepsy 
xxix LTCs Compendium of Information 
xxx Prevalence of Chronic Pain in the UK, BMJ 
xxxi British Pain Society 
xxxii NHS Choices 
xxxiii 2009: National Audit Office 
xxxiv IBS Network 
xxxv UK Clinical Trials Gateway 
xxxvi ME Association 
xxxvii Sickle Cell Society 
xxxviii NHS Choices 
xxxix Imperial College London: Cost of brain disorders to the UK 
xl MS Society 
xli MS Society 

https://www.bhf.org.uk/research/heart-statistics
https://www.bhf.org.uk/research/heart-statistics
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
http://www.nhs.uk/news/2012/08august/Pages/One-million-people-with-undiagnosed-chronic%20kidney-disease.aspx
http://www.nhs.uk/news/2012/08august/Pages/One-million-people-with-undiagnosed-chronic%20kidney-disease.aspx
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://www.stroke.org.uk/sites/default/files/stroke_statistics_2015.pdf
http://ageing.oxfordjournals.org/content/38/1/27.full
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://statistics.blf.org.uk/copd
https://www.google.co.uk/url?sa=t&rct=j&q=&esrc=s&source=web&cd=3&ved=0ahUKEwjE9tnB2dXQAhWMJMAKHUk9Am8QFggjMAI&url=https%3A%2F%2Fwww.nice.org.uk%2Fguidance%2Fcg101%2Fresources%2Fcosting-report-134511805&usg=AFQjCNF77xPa-OCh2DHEx_e31iQ4jSJXuA&sig2=
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
http://www.cancerresearchuk.org/health-professional/cancer-statistics/incidence#heading-Zero
https://www.gov.uk/government/publications/2010-to-2015-government-policy-cancer-research-and-treatment/2010-to-2015-government-policy-cancer-research-and-treatment
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://www.epilepsy.org.uk/press/facts
https://www.england.nhs.uk/commissioning/wp-content/uploads/sites/12/2013/08/d04-p-d.pdf
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
http://bmjopen.bmj.com/content/6/6/e010364.full?sid=ec62fb50-666e-41a9-a502-32c86d8df495
https://www.britishpainsociety.org/media-resources/
http://www.nhs.uk/Conditions/Arthritis/Pages/Introduction.aspx
https://www.nao.org.uk/report/services-for-people-with-rheumatoid-arthritis/
https://www.theibsnetwork.org/
https://www.ukctg.nihr.ac.uk/trials/trial-details/trial-details?trialNumber=NCT00934973
http://www.meassociation.org.uk/about/what-is-mecfs/
http://sicklecellsociety.org/resources/what-is-sickle-cell-anaemia/
http://www.nhs.uk/conditions/Parkinsons-disease/Pages/Introduction.aspx
http://www3.imperial.ac.uk/newsandeventspggrp/imperialcollege/newssummary/news_24-7-2013-16-9-13
https://www.mssociety.org.uk/sites/default/files/MS%20in%20the%20UK%20January%202016_0.pdf
https://www.mssociety.org.uk/vote-for-us
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xlii Terence Higgins Trust 
xliii Terence Higgins Trust 
xliv NHS Choices 
xlv NHS Choices 
xlvi National Eczema Society 
xlvii NHS Choices 
xlviii Endometriosis UK 
xlix Endometriosis UK 
l Endometriosis UK 
li Crohn’s & Colitis UK 
lii Sleep Apnoea Trust Association 
liii Patient Info: Medically Unexplained Symptoms 
liv RCPsych: Guidance for health professionals on medically unexplained symptoms 

http://www.tht.org.uk/our-charity/Facts-and-statistics-about-HIV/HIV-in-the-UK
http://www.tht.org.uk/our-charity/Facts-and-statistics-about-HIV/HIV-in-the-UK
http://www.nhs.uk/Conditions/Fibromyalgia/Pages/Introduction.aspx
http://www.nhs.uk/conditions/motor-neurone-disease/Pages/Introduction.aspx
http://www.eczema.org/what-is-eczema
http://www.nhs.uk/news/2009/03March/Pages/Eczemaontherise.aspx
https://www.endometriosis-uk.org/endometriosis-facts-and-figures
https://www.endometriosis-uk.org/endometriosis-facts-and-figures
https://www.endometriosis-uk.org/endometriosis-facts-and-figures
https://www.crohnsandcolitis.org.uk/about-inflammatory-bowel-disease
http://www.sleep-apnoea-trust.org/sleep-apnoea-information-patients/sleep-apnoea-frequently-asked-questions/
http://patient.info/doctor/medically-unexplained-symptoms-assessment-and-management#ref-4
http://www.rcpsych.ac.uk/pdf/CHECKED%20MUS%20Guidance_A4_4pp_6.pdf

