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What is the evidence for investing in high 
quality health information for patients 
and the public?

The provision of health information to 
patients and the public is now firmly 
embedded in health policy across the UK. 
There are powerful legal, moral, ethical and 
financial incentives for providing quality 
information to enable people to better 
manage their health and wellbeing and 
make fully informed decisions about their 
treatment and care. Providing access to good 
quality health information, and the support 
to use it, is the key to unlocking much sought 
after and much needed patient and public 
engagement.

Yet information for patients, in most places, 
remains a ‘nice to’ instead of a ‘must have’. 
Investment in the development and delivery 
of health information is often uncoordinated 
and in many cases absent. Whether an 
individual receives information to support 
their care is currently a lottery. Despite the 
rhetoric, we are a long way away from truly 
informed decision making for all.

Health information for patients and the 
public needs investment and a coordinated 
and systematic approach to delivery. Policy 
makers, clinicians and commissioners must 
understand why providing high quality 
information is so important, and what failure 
to do so means. This Case for Information 
does just that. It identifies and sets out the 
evidence about the benefits of providing, 
and the harms of not providing, high quality 
health information for patients and the public. 

The case is compelling:

• The evidence shows that providing high 
quality health information is beneficial. It 
has a positive impact on service utilisation 
and health costs, patients’ experience of 
healthcare and patients’ health behaviour 
and status.

• Providing access to quality health 
information and support is crucial to 
unlocking what has been termed the 
‘blockbuster drug’ of patient engagement. 
Patient engagement is vital to help people 
manage their health, make informed 
decisions about their healthcare, and 
mitigate financial pressure on the health 
service.

• There are good business reasons to justify 
the need for commissioners and providers 
to invest more resource (time, money and 
training) in health information provision 
and support. These reasons include 
positive impacts on service use and costs, 
substantial capacity savings, significant 
returns on investment by increasing the 
self-management of long-term conditions 
and attracting customers.

• Providing consumers with high quality 
and accessible health information helps 
to enhance patients’ experience of care, 
which is core business for the NHS and an 
important motivator for staff. It forms part 
of the statutory duty of quality for board 
members - both a ‘must do’ and the right 
thing to do. 

Executive Summary



 i  Information is an intervention that 
impacts health and wellbeing and it 
contributes to all three aspects of quality: 
clinical effectiveness, safety and patient 
experience. 

 i  Information must adhere to quality 
standards. It should be user tested, 
co-designed and  co-produced where 
possible. Information must also be 
designed to meet different levels of 
health literacy. 

 i  Information production is a highly 
skilled activity and those who do it 
need an infrastructure and learning and 
development opportunities.

 i  Information provision must be 
integrated into health and care delivery.  
Healthcare providers should have a Board 
Director responsible for the provision and 
monitoring of information and support, 
with dedicated personnel and resources 
to deliver it.

 i  Health and care professionals should 
offer information as part of a shared 
decision making process. The most 
helpful information and support is 
personalised to the person receiving it: 
one size does not fit all.

 i  The impact of information provision 
must be measured. The information 
given to an individual should be recorded 
in their care record. It is not enough 
to measure the volume of information 
provided: behaviour change and financial 
impact should be measured too.
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• Evidence from this review points to the 
most effective ways of providing consumer 
health information and maximising its 
impacts, including information tailored 
to the individual which addresses health 
literacy needs and which is supported by 
health or information professionals.

• The advantages of improving access to 
good quality information (and the equally 
clear drawbacks of not doing so) are so great 
that consumer health information services 

must be properly planned and appropriately 
resourced. This requires dedicated budgets 
and clear lines of responsibility and 
accountability. To do any less will continue to 
diminish patients’ experiences of healthcare, 
compromise their safety, health status 
and wellbeing, and waste increasingly 
scarce public resources. Given the weight 
of the evidence contained herein, to not 
support patients and the public with better 
information, is bordering on negligence.

PiF calls on commissioners, clinicians and providers, and the broader health and care system, 
to commit to investment in information and support services and to recognise that:
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This report aims to identify evidence on the 
benefits of providing, and the harms of not 
providing, high quality consumer health 
information. 

Consumer health information (CHI) is defined 
as information and support provided to help 
patients and carers understand, manage 
and/or make decisions about their health, 
condition or treatment. 

High quality means effective information, 
which meets the needs of users and 
empowers them to make choices and take 
control of their health and wellbeing. 

The full report sets out the detailed findings 
based on an extensive review of the 
academic and grey literature, and interviews 
with a broad range of experts in this area. 

The principles and concepts contained in this 
report are intended to be broadly applicable 
across the UK health and care system(s), even 
when the narrative is focused on a particular 
country.

The report
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Patient engagement is vital to help 
people manage their health, make 
informed decisions about their 
healthcare, and mitigate financial 
pressure on the health service. Providing 
access to good quality health information 
and support is key to unlocking what has 
been termed the ‘blockbuster drug’ of 
patient engagement.

Healthcare in the UK is changing, with major 
structural change in England implemented in 
April 2013. The challenge across all UK nations 
is to provide high quality, patient-centred 
care in the face of rising demand, tightening 
financial constraints and demographic 
changes. 

Patients are at the centre of health policy-
making. For example, in England, the 
intention is that shared decision-making 
should be the norm - ‘no decision about me, 
without me’. In Scotland, this is expressed as 
the concept of a ‘mutual’ health service. 

Achieving patients’ active engagement and 
involvement in their healthcare has become 
a key goal for policy-makers and is central to 
government plans for the NHS. This includes 
ideas of shared decision-making, self-care/
self-management and personalised care 
planning. 

Financial and service pressures mean 
that patient engagement is now seen as 
a necessary part of a more modern and 
efficient health service rather than as a ‘nice 
to have’ extra.

Research shows that engagement improves 
patients’ knowledge, experience and 
satisfaction, reduces costs through greater 
self-care/self-management and more 
appropriate use of services, and leads to 
improved health behaviours and adherence 
to treatment.

Patients’ ability to engage depends on 
finding and using health information to 
increase their understanding, and being 
supported to develop the motivation, 
confidence and care skills needed to actively 
manage and improve their own health. There 
is clear evidence that more active patients 
enjoy better health outcomes and incur 
lower costs.

Investing in high quality consumer health 
information and support, therefore, is not 
only the right thing to do from an ethical 
standpoint as a crucial element of patient-
centred care; it is also a financial and clinical 
imperative.

More needs to be done to encourage patient 
involvement. In England, the Care Quality 
Commission has concerns about people not 
being properly involved in decisions about 
their care. 

Delivering a positive experience of care for 
patients is as important as the treatments 
they receive. Information is central to this and 
is one of the eight areas that the National 
Quality Board’s NHS Patient Framework sets 
out for measuring patient experience in 
England.

Achieving better patient experience is not 
just important on moral grounds. It also 
brings wider benefits in terms of improved 
outcomes and reduced service costs. 
Research also shows that health services 
which score well on patient experience also 
perform well on clinical quality. 

Such findings endorse the view that access to 
good quality health information, education 
and support is key to unlocking what has 
been termed the ‘blockbuster drug’ of 
patient engagement.

Context
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The advantages of improving access 
to good quality information (and the 
equally clear drawbacks of not doing 
so) are so great that consumer health 
information services must be properly 
planned and appropriately resourced. 
This requires dedicated budgets, clear 
lines of responsibility, accountability and 
governance. To do any less will continue 
to diminish patients’ experiences of 
healthcare, compromise their safety, 
health status and wellbeing, and waste 
increasingly scarce public resources.

Policy framework

Information, and access to it, is now firmly 
embedded in health policy across the UK - 
including in the NHS Constitution and the 
Health and Social Care Act 2012 (in England), 
the Patient Rights (Scotland) Act 2011, 
Together for Health (in Wales), Quality 2020 
(Northern Ireland) and in professional codes 
of conduct.

There is a greater focus on quality through 
schemes such as the Information Standard, 
and delivery channels for information via 
Information Prescriptions, NHS Direct, NHS 
Choices and its future integrated customer 
services platform. These are echoed via NHS 
inform in Scotland and NHS Direct Wales.

The Power of Information, the ten-year 
information strategy from the Department 
of Health, published in May 2012, sets out 
a framework for transforming information 
within the NHS and establishing it in England 
as a service in its own right.

Current practice

PiF’s survey work shows that two-thirds of 
those working within NHS trusts report that 
patient information is rising in importance in 
their organisation.

Yet, despite this, investment in the 
development and delivery of health 
information is often uncoordinated and in 
many cases absent. Many trusts have no 
central budget for patient information, and 
one quarter have no organisational standards 
for information provision. 

The information landscape
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Patients want and need effective 
communication so that they are able to make 
informed choices about their healthcare.  
The Department of Health says that high 
quality information empowers people to 
make effective choices.

Yet a fifth of patients say they were not given 
enough information about their condition or 
treatment while in hospital and only half felt 
they were definitely involved as much as they 
wanted to be in decisions about their care. 

Family doctors are the preferred source of 
health information for most people. Yet one-
in-six people (17%) do not feel that their GP 
is good at explaining tests and treatments, 
and one-in-four (24%) do not feel their GP is 
good at involving them in decisions about 
their care. 

Increasingly, people are looking to websites, 
digital sources and apps for information. The 
main benefits are convenience, coverage and 
anonymity. However there are concerns about 
the quality, readability, reliability, relevance 
and currency of some web-based health 
information and the ability of some people 
to access it - the so-called ‘digital divide’.  

Research highlights the importance of 
clinicians and specialist support staff acting 
as an ‘infomediary’ for their patients/clients - 
signposting them towards, and helping them 
to acquire, the high quality health information 
and support they need. Without appropriate 
guidance and support, there are concerns 
that information will not only fail to have the 
desired impacts, it could also serve to widen 
existing health inequalities.
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Low health literacy is a significant problem 
and is closely associated with significant 
health inequalities. Access to appropriate and 
meaningful information is particularly difficult 
for those who need it most. This challenge is 
now even more important with the increased 
emphasis on self-management for long-term 
conditions and personal responsibility for 
maintaining good health.

To have substantial effects, information first 
has to be successfully communicated - so 
that it translates to greater patient knowledge 
and understanding which is crucial to 
achieving patients’ more active engagement 
and behaviour change. The benefits are 
so powerful that some researchers have 
developed the concept of ‘information 
therapy’ and argue that information is as 
important to health as any drug, medical test 
or surgery. 

By failing to provide patients with all the 
information and support they need to 
maintain their own health and to actively 
participate in decisions about their healthcare, 
the health service is compromising all three 
key dimensions of quality care - patient 
experience, patient safety and clinical 
effectiveness. 

For the taxpayer and service users generally, 
such information failings carry high costs in 
terms of reduced efficiency, effectiveness 
and economy. There is also substantial 
evidence that failures in patient-doctor 
communications result in higher levels of 
complaint and increased claims of negligence 
and expensive legal challenge. 

Clinicians’ failure to fully inform and involve 
patients in decisions about their care has 
been described by the Kings Fund as ‘a silent 
misdiagnosis’, every bit as dangerous as failing 
to diagnose disease correctly. Addressing this 
could save the NHS billions of pounds.

Quality matters

PiF wants everyone to be able to access 
relevant, high-quality information and 
support to help them understand their 
care and make confident, informed 
decisions about their health and 
wellbeing.

High quality means effective information, 
which meets the needs of users and which 
empowers them to make choices and take 
control of their health and wellbeing. High 
quality information is accurate, evidence-
based and developed with users.

The better the quality, the more useful, 
relevant and accessible the information is, and 
the more effective it will be in encouraging 
self care, effective long-term condition 
management and healthy lifestyle choices.

Information needs to be embedded within 
care pathways and become an integral part 
of consultations between patients and their 
health and social care professionals. It must 
be supported in its delivery by people who 
are properly trained to source and give 
information based on accurate assessments 
of health literacy. Its impact must be properly 
evaluated. 
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This project considers the benefits 
of providing quality information to 
improve consumers’ knowledge and 
understanding, facilitate patients’ 
active engagement in maintaining 
and improving their own health, and 
informed participation in key decisions 
about their healthcare.

It presents the business case for investing in 
consumer health information and support, 
and reviews the detailed evidence regarding 
the beneficial impacts this can have on:

• service utilisation and health costs
• patients’ experience of healthcare
• patients’ health behaviour and status.

Additional evidence is presented as to what 
works best in improving consumers’ access 
to and effective use of health information, 
together with recommendations for further 
work.

The Case for Information
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A simplified model of the Case for Information

Increased satisfaction and 
reduced anxiety and stress

More shared decision-making
More self-management 
of long-term conditions

More self-care of minor ailments

Good communications and support

To help people understand 
and make effective use of 

relevant health information;  
and to help inform choices

Greater patient engagement

Better quality care

Education and support

To increase people’s ability, 
confidence and motivation to 

change their behaviour, and to 
help inform choices

‘Infomediaries’

Health information specialists and 
health and care staff - providing 

information, signposting and 
navigation services

Quality consumer 
health information

Available in a variety of formats, 
throughout the health and 

wellbeing journey

Support resources

Decision aids; community-based 
self-management education; 
health coaching; telephone 

counselling etc

Enhanced patient experience Improved patient safetyGreater clinical effectiveness

Lower costs
 Reduced demand for GP services and unplanned care

 More appropriate use of services,
including screening rates 

 Fewer hospital admissions and less time in hospital

 Less major surgery

 Reduced variation in procedures

 Safer, more efficient use of medicines

 Greater productivity, lower staff turnover,
less absenteeism

 Reduced litigation and claims for compensation

Better outcomes
 Treatment in line with patient preferences

 Better adherence to treatment

 Safer, more effective use of medicines

 Healthier behaviours

 Improved health, quality of life and
psychological wellbeing

 Increased self-monitoring

 Greater health literacy

 Reduced health inequalities

 Fewer complaints and medical errors
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There are good business reasons to 
justify health commissioners and 
provider bodies investing more money 
in consumer health information and 
support.

• Improving health information raises 
quality and is key to unlocking patient 
engagement - The 2002 Treasury report 
by Sir Derek Wanless estimated that 
maximising patient engagement could 
generate potential annual savings of 
£30 billion by 2022.

• Better health information can have 
significant impacts on service use and 
reduce costs - This includes reducing 
the numbers electing for major surgery, 
wasted medications, demand for 
GP consultations, A&E attendances, 
emergency admissions, re-admissions 
and the amount of time spent in hospital, 
as well as reducing compensation and 
litigation costs. Emergency admissions 
among people with long-term conditions 
that could be effectively managed in 
primary care cost the NHS £1.4 billion 
annually; and more than £1 billion is 
currently wasted through low adherence 
to, and the misuse of, prescribed 
medicines.

• Ending the ‘silent misdiagnosis’ could 
save the NHS billions of pounds - 
Correctly diagnosing patients’ preferences 
could save the NHS billions of pounds 
because well-informed patients choose 
fewer treatments, and involving people 
in decisions about their healthcare helps 
to reduce unwarranted variations in 
treatment. 

• Making greater use of e-communication 
channels could deliver very substantial 
capacity savings in primary care - 
One analysis suggests that if 10% of GP 
attendances for minor ailments could be 
avoided through online self-care advice, 
annual savings would be around £830m.

• Increasing the self-management of 
long-term conditions can yield significant 
returns on investment - The management 
of long-term conditions accounts for 70% of 
total health spending. In giving rise to the 
greatest pressure on health resources, it also 
presents the greatest scope for reducing 
costs. Evidence from the Expert Patients 
Programme found that 50% of participants 
reported having subsequently made 
fewer GP visits, while 35% reported having 
reduced their medications. Overall, for an 
investment cost of £400 per attendee, the 
research estimated an average net saving of 
£1,800 per chronically ill patient per year.

• Actively engaged patients incur lower 
costs - Evidence from the United States 
shows that more active participants in 
treatment decisions and self-management 
incur significant lower costs, overall and 
for different long-term conditions. More 
actively engaged patients are also less 
likely to experience a medical error or be 
readmitted within 30 days of discharge.  
A study for the Commonwealth Fund 
found the cost of health care to be 21% 
higher for the least activated patients than 
for the most activated.

The business case for investing in consumer health information
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• Increasing active participation among 
patients with low health literacy will 
generate the greatest returns - In the 
UK, patients with low health literacy have 
poorer health status and incur higher 
health costs than other patients. Improving 
engagement among patients with low 
health literacy would not only deliver much 
greater savings than for any other group, it 
would also help reduce health inequalities.

• Current payment schemes provide little 
incentive to enhance patient experience, 
including through improved information 
and support - Yet research shows that 
information provision increases patients’ 
satisfaction and their positive experiences 
of healthcare. This will be far more 
important in the reformed health service.

In the UK, patients with low health 
literacy have poorer health status 
and incur higher health costs 
than other patients. Improving 
engagement among patients with 
low health literacy would not only 
deliver much greater savings than for 
any other group, it would also help 
reduce health inequalities.

• There are clear links between patient 
experience, quality and financial health -
Evidence from the United States clearly 
demonstrates a positive association between 
excellent patient experience and the 
market performance and financial health of 
providers, as well as a positive association 
between quality and financial performance.

• Positive patient experience and feedback 
will attract customers and reassure 
commissioners - With the introduction of 
greater competition, choice and transparency 
into the UK health system, providers are more 
likely to focus on improving their patients’ 
experience. From a business perspective, this 
is both a major risk-management issue and a 
significant opportunity.
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Providing consumers with high 
quality, accessible health information 
and support not only enhances their 
experience of healthcare, it also helps to 
facilitate greater patient engagement in 
managing and improving their health. 
This reduces costs and improves the 
utilisation of appropriate services and 
treatments.

• More appropriate screening rates - 
Targeted health information, reminder 
letters and decision aids can help to 
increase or reduce the uptake of screening 
tests, as appropriate. 

• Reductions in major surgery - People 
who are sufficiently well-informed and 
motivated to get involved in decision-
making are often more risk averse than 
clinicians and less likely to choose major 
surgery.

• Reduced variation in procedures - 
Shared decision-making assists in reducing 
unwarranted variation in clinical practice 
and procedures of limited clinical value.

• Reduced demand for primary care -
Patients who assume more active 
responsibility for managing and 
maintaining their health help to reduce 
the demand for GP consultations.

• More appropriate use of services - 
Effective health information and support 
helps to facilitate better adherence to 
treatment and medication regimens, and 
to reduce A&E attendances and unplanned 
hospital admissions.

• Reduced medical errors, malpractice 
claims and litigation costs - Poor doctor-
patient communications and poor 
survey results for patient experience are 
associated with increased numbers of 
complaints and higher litigation costs. 

• Fewer hospital admissions - Emergency 
admissions among people with long-
term conditions that could be effectively 
managed in primary care cost the NHS 
£1.4bn annually. Self-management 
education and structured discharge 
planning can reduce unplanned 
hospitalisations, re-admissions and 
subsequent length of stay.

Patient engagement, service utilisation and health costs
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Providing consumers with high quality 
and accessible health information helps 
to enhance patients’ experience of care. 
Understanding and acting to improve 
patients’ experiences of care is core 
business for the NHS and an important 
motivator for staff. It forms part of the 
statutory duty of quality for board 
members - both a ‘must do’ and the right 
thing to do. 

• Improved knowledge, understanding 
and recall - Patients are unable to act 
to help maintain or improve their health 
unless they understand and can remember 
important information about their 
condition. 

• Increased shared decision-making - 
Information is a pre-requisite for patients to 
be able to participate in shared decision-
making.

• Greater self-management and self-care -
Information, alongside education and 
support, enables patients to take on 
greater personal responsibility for 
managing and maintaining their health.

• More realistic expectations about 
potential health outcomes - Information 
helps to engender more realistic 
expectations about the likely outcomes of 
treatment. This can also help to increase 
satisfaction. 

• Improved confidence in the doctor-
patient relationship - Information 
empowers patients and can improve 
their confidence in care and in their 
relationships with health professionals.

• Improved psychological wellbeing - 
Feeling well-informed can help reduce 
patients’ fear and anxiety levels and 
increase feelings of being in control.

• Reduced stress and improved 
relationships - Information and support 
that also addresses broader issues such as 
financial worries can help to reduce stress, 
improve relationships and aid recovery. 

• Better quality of life - Information 
provision can make a significant difference 
to patients’ overall wellbeing by helping to 
improve physical and mental health and 
their ability to look after themselves.

• Increased patient engagement - 
Knowledge and understanding is an 
essential pre-requisite for patients 
becoming more actively engaged in 
their healthcare. Well-informed patients 
are also better equipped and prepared 
with questions to make the most of 
consultations with health professionals.

• Increased patient satisfaction - Providing 
high quality accessible information helps 
to increase patients’ satisfaction with 
care, while lack of information can lead to 
misconceptions, anxiety and fear. Feeling 
well-informed correlates strongly with 
patients’ overall rating of their experience.
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Patient engagement, health behaviour and status
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By enhancing patient experience and 
facilitating greater patient engagement 
in healthcare, high quality and accessible 
health information also helps to improve 
patients’ health behaviour and status.

• Reduced health inequalities - Successful 
initiatives to increase active participation 
in their own healthcare among patients 
with low health literacy will improve health 
behaviours and help to reduce inequalities.

• Increased self-care for minor ailments -
Increased self-care for minor ailments would 
generate substantial capacity savings in 
primary care and allow GPs to spend more 
time assisting patients with more complex 
health needs. 

• Increased self-management of long-term 
conditions - Care for the chronically ill 
accounts for 70p out of every £1 spent in the 
NHS. Increasing self-management through 
patient information, education and support 
is therefore a key objective of UK health 
policy. This can improve people’s quality of 

life and health outcomes, at the same time as 
reducing or constraining costs through more 
appropriate patterns of service use.

• Improved adherence to treatment and 
medications - Poor understanding of 
doctors’ instructions and concerns over 
side-effects cost the NHS about £500m per 
year, with this problem being greatest among 
ethnic minorities and deprived communities. 
Information and self-management education 
programmes provide important support for 
tackling these problems and reducing their 
cost.

• Increased patient safety - Well-informed, 
actively involved patients are in a much 
better position to give or withhold their 
informed consent to any treatment or 
procedure, and to protect their own personal 
safety. 

• Protection against harmful treatments -
Well-informed, engaged patients are less 
likely to seek out potentially dangerous 
alternative therapies.

Increased self-care for minor 
ailments would generate substantial 
capacity savings in primary care 
and allow GPs to spend more 
time assisting patients with more 
complex health needs.
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Information is best understood as part of 
a broader process of communication with 
health professionals, to supplement their 
clinical judgment and advice. Evidence 
from this review points to the most 
effective ways of providing consumer 
health information and maximising its 
impacts.

• One size does not fit all and no one 
method suits everyone - Consumer health 
information has the greatest effects when it 
is tailored to reflect an individual’s particular 
needs and circumstances.

• Quality is paramount - High-quality 
information that accords with PiF’s 
guidelines or the Information Standard is 
essential to empowering users to make 
choices and take control of their health and 
wellbeing.

• Information must be converted into 
knowledge and understanding - Effective 
communication with patients is vital to 
adding value to information and facilitating 
behaviour change.

• Written information aids recall and 
understanding - Supplementing verbal 
communication with some form of written 
information is most effective in improving 
patients’ knowledge and recall.

• Information needs change over time - 
Patients need access to the right amount of 
health information and support, at the right 
time, at all stages of their ‘patient journey’.

• Simpler materials, visual aids and 
alternative formats are needed to 
address health literacy - The accessibility 
and presentation of materials can aid 
understanding and application of health 
information. 

• Web-based solutions are not the only 
answer - The digital divide and many 
people’s preferences for hard copy mean 
that health information must continue to 
be provided on paper and in other formats 
too.

• Patients need specialist support to 
help them access, understand and act 
upon reliable health information - 
The bewildering volume, complexity and 
poor quality of much health information 
highlights the importance of patients 
being able to draw on expert support. 
A collaborative, partnership-based 
approach works best.

• Information alone will only have a 
limited effect - To be truly effective, 
information needs to be provided in a 
context of more active encouragement, 
education and support. Such support is 
especially vital to those with low levels of 
health literacy and engagement - without 
it, there is a danger of widening health 
inequalities.

• Significant behaviour change will 
only be achieved by information plus 
more active educational support - 
People need more than just information 
to be motivated to become more 
actively involved in decisions about 
their healthcare and to assume - and 
sustain - greater personal responsibility 
for maintaining and improving their own 
health.

Providing health information - what works
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This report aims to: 

 identify, collate and document evidence on 
the benefits of providing, and the harms of 
not providing, high quality consumer health 
information and support to patients and 
their families, healthcare professionals and 
the wider healthcare system; 

 look at the business case for information 
provision, including any cost-benefit 
analyses; and 

 identify any gaps in evidence and areas 
where more work is needed. 

Consumer health information (CHI) is defined, 
in this research, as information and support 
provided to help patients, families and carers 
understand, manage and/or make decisions 
about their health, condition or treatment.  

High quality means effective information, 
which meets the needs of users and which 
empowers them to make choices and take 
control of their health and wellbeing. The 
better the quality, the more useful, relevant and 
accessible the information is, and the more 
effective it will be in encouraging self care, 
effective long-term condition management 
and healthy lifestyle choices. High quality 
information is accurate, evidence based and 
developed with users. 

It includes information produced in print, 
online and as audio and visual material which is 
accessed by patients (via websites or mobile 
apps for example) or given to them as part of 
their care. It also includes information provided 
through health information services such as 
helplines and hospital information centres, NHS 
111 and NHS Choices. 

 

 

 

 

 

 

For the purposes of this research we have not 
included other forms of information provided 
under the Government’s transparency agenda, 
for example performance data, information to 
enable patients to choose a healthcare 
provider or gain access to their records. We 
have also not included consumer information 
relating to public health or social care.   

	
  

1  The project brief 
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Methodology 

Our research methodology included an 
extensive review of the academic and grey 
literature relating to consumer health 
information. This was supplemented by a series 
of in-depth, individual telephone interviews 
with health policy-makers, researchers, 
information specialists, commissioners and 
providers. The interviewees were selected for 
their knowledge, experience and interest in the 
subject, and to provide views from a 
reasonably representative range of bodies 
across the new health service. 

Academic literature review 

The academic literature search was performed 
using the PubMed database to identify relevant 
articles from peer-reviewed journals. A first 
search for “consumer health information” (in 
the title or abstract) identified 199 articles, 24 of 
which were selected for more detailed study. 
This search was expanded using the ‘Related 
Articles’ function in PubMed to retrieve nine 
more articles of interest. 

This initial search was supplemented by two 
further searches, both filtered to only include 
“reviews”. The first of these additional searches 
for “patient information” identified 394 reviews, 
with 16 being identified as relevant to this 
review; the second search for “consumer health 
info*” returned 34 reviews, 21 of which were 
selected for further study. Of the 37 review 
articles generated by these additional searches, 
eight were duplicates of studies previously 
identified. 

The overall total of 72 studies identified for 
closer review by these original searches was 
further expanded in the course of the work 
through cross-references in the articles and 
additional citations in the grey literature. 

 

 

 

Grey literature review 

Grey literature can be broadly understood to 
include all published information except peer-
reviewed books and journals. It comprises a 
wide range of material including government 
documents, strategy consultations and 
proposals, research and technical reports, 
statistical bulletins, conference proceedings 
and websites. 

Details of relevant sources attached to the 
‘Invitation to Tender’ document and additional 
‘evidence’ provided by the Patient Information 
Forum formed the starting point for our grey 
literature review. Extensive additional sources 
were identified through related citations, 
individual commendations, key websites and 
the news media. 

This aspect of the work also entailed a 
thorough review of all the legal, policy and 
financial ‘levers’ that have an important bearing 
on patients’ access to high quality health 
information (the results of which are 
summarised in an appendix). 

Limitations of the research 

An exhaustive review of all the evidence 
pertaining to consumer health information, 
and further searches of additional databases, 
were beyond the scope of this project. 
Nonetheless, a very extensive and up-to-date 
range of evidence has been considered, 
including over 170 academic research articles 
and more than 200 documents from the grey 
literature. This is in addition to a wealth of 
detailed information provided by members of 
the Patient Information Forum, and the expert 
knowledge and insights provided by each of 
the interviewees. 

 

 

 

 

 
 

2  Our approach 
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Yet despite collating, reviewing and 
summarising such a vast array of materials, it 
must also be acknowledged that some of the 
research around the impacts of consumer 
health information is of variable quality. 
Research studies rarely include any details 
about the costs of different initiatives so it can 
sometimes be difficult to assess their wider 
applicability to more general settings. 

The nature of the information materials 
employed is similarly varied, and it is often 
difficult to separate out any particular impacts 
of the information elements within multi-
faceted interventions. The ‘default’ position 
regarding the extent and nature of information 
routinely provided to any control group is 
frequently not described, and nor is any 
definition of quality made explicit. 

That said, this review has drawn on the highest 
quality evidence available, including from 
systematic and major reviews of the literature 
wherever possible. In so doing, it has amassed 
a wealth evidence to suggest that investing in 
high quality consumer health information and 
support is not only the right thing to do from 
an ethical standpoint as a crucial element of 
patient-centred care, it is also a financial and 
clinical imperative. 

Structure of the report and framework for 
analysis 

This review first considers the changing 
organisational and policy context for consumer 
health information. It highlights both the 
growing emphasis on patient experience as a 
key aspect of improving quality, and the 
increasing pressures on scarce health resources 
that require patients to become more actively 
engaged in managing their health. 

It goes on to review the current information 
landscape across the UK. Despite the growing 
importance of consumer health information, 
this section reveals a number of shortcomings 
in the organisation and delivery of current 
information services and identifies some 
particular challenges for the future. 

 

 

The third main section of the report considers 
the case for information in far greater detail. As 
a framework for analysis, this section first details 
the business case for investment. It 
subsequently reviews the detailed evidence 
regarding the beneficial impacts consumer 
health information and support can have on: 

 service utilisation and health costs 

 patients’ experience of healthcare 

 patients’ health behaviour and status. 

The last part of the report presents an overview 
of what works best to increase the 
effectiveness and impacts of consumer health 
information. This includes details of key levers 
for making the case for information, PiF’s vision 
for the future, and of the key quality standards 
that information and support must attain to be 
fully effective. 

Finally, recommendations are made for further 
work and research.
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Healthcare in the UK is changing 

This report is published as the NHS in England 
adjusts to another round of large-scale 
reorganisation. From April 2013, over 160 
organisations, including primary care groups, 
were abolished and replaced by 211 clinical 
commissioning groups and a host of new 
regional and national organisations. Public 
health responsibilities have been devolved to 
local government. 

The way in which resources and financial 
incentives operate across the NHS in England 
has changed fundamentally. These changes are 
as a result of a policy framework, set out three 
years ago in the White Paper, Equity and 
Excellence: Liberating the NHS,1 to improve the 
quality and efficiency of services through 
increased competition, choice and 
personalisation. 

In Scotland, responsibility for the protection 
and improvement of the population’s health 
and for delivering the high quality, patient-
centred care rests with 14 regional NHS Boards, 
seven Special NHS Boards and one public 
health body. One of the three main ‘quality 
ambitions’ set out in the Healthcare Quality 
Strategy for Scotland2 is to develop mutually 
beneficial partnerships which respect individual 
patients’ needs and values and also recognize 
the importance of clear communication and 
shared decision-making. 

 

 

 

 

 

Following the reorganisation of NHS Wales in 
October 2009, Together for Health3 was 
published in 2011 and outlines a five-year 
vision based around community services. This 
places prevention, quality and transparency at 
the heart of healthcare to make health better 
for everyone, enhance access and patient 
experience, and improve health outcomes 
through better service safety and quality. 

Since April 2009, responsibility for arranging 
and commissioning services in Northern 
Ireland rests with the Health and Social Care 
Board. Consultation on major reforms to the 
province’s health and social care system – as 
set out in Transforming Your Care: Vision to 
Action4 – ended in March 2013. Key proposals 
in the document include a shift from hospital 
care to more primary and community-based 
services, a network of hospitals working more 
closely together, and the establishment of 17 
new integrated care partnerships to improve 
patient experience locally. 

Finances are tighter than ever 

Financial pressures resulting from increased 
demand as a result of demographic change, 
the rise in patients with long-term conditions 
and higher patient expectations of treatment 
options such as new drug therapies are all 
contributing to the squeeze on spending in the 
NHS. 

Alongside the major structural changes, NHS 
organisations in England are tasked with 
delivering £20bn of efficiency savings by 2015 
through the transformational programme of 
QIPP - Quality, Innovation, Productivity and 
Prevention. Although the structures for delivery 
of health services in Scotland, Wales and 
Northern Ireland are different, many of the key 
drivers are the same. The challenge for all those 
working in health services is to provide high 
quality, patient-centred care in the face of 
rising demand and tightening financial 
constraints. 

 
 

Information, combined with the right 
support, is the key to better care, better 
outcomes and reduced costs. 

Equity and Excellence: Liberating the NHS – 
2010 White Paper 

3  Context 
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Demand from patients is set to increase. The 
House of Lords Select Committee on Public 
Service and Demographic Change reports that 
half of those born after 2007 can expect to live 
to over 100.5 In evidence to the Committee, 
Professor Carol Jagger of Newcastle University 
forecast that unless treatment and cures were 
improved, the incidence of the five most 
common chronic conditions among the over 
65s – arthritis, heart disease, stroke, diabetes 
and dementia – will increase by 25% by 2020, 
and by more than 50% by 2030.6 

Patients are at the centre of health  
policy-making 

All UK nations share one overarching stated 
principle in delivering healthcare – to put the 
patient first. 

In England, the intention is that shared 
decision-making should be the norm – ‘no 
decision about me, without me’. This golden 
thread of a patient-centred experience runs 
through everything from the original 2009 NHS 
Constitution to the 2010 White Paper Equity 
and Excellence, Liberating the NHS, the 2012 
Health and Social Care Act and in all 
operational guidance on health service 
commissioning and delivery for the NHS.  

It was re-emphasised in the findings of the final 
report of the Mid Staffordshire NHS Foundation 
Trust Public Inquiry in 2013, which contained 
290 recommendations to create a common 
patient-centred culture across the NHS.7 

 

 

 

 

 
In Scotland, the watchword is ‘mutuality’, with 
the Healthcare Quality Strategy aiming to 
create a mutual NHS in Scotland where staff, 
patients and carers fully understand their rights 
and responsibilities, and what they should expect 
from their NHS. A mutual NHS is an underpinning 
requirement of person-centred healthcare in 
Scotland.8 These principles are enshrined in The 
Patient Rights (Scotland) Act 2011. 

	
  
Similar themes of improving quality and the 
patient experience are also found in Together 
for Health, the Welsh Government’s vision for 
the NHS, and in the strategic priorities of the 
Northern Ireland Executive’s Department of 
Health, Social Services and Public Safety. 

The healthcare patients receive should… 

consider their needs, consider what would 
be of optimum benefit to them, encourage 
them to take part in decisions about their 
health and wellbeing, and provide 
information and support for them to do so. 

The Patient Rights (Scotland) Act 2011 

Getting information and communication 
better will be crucial for driving quality and 
reducing waste and duplication in the 
current financial squeeze – a critical 
underpinning of health promotion, 
self-care, self-management, quality 
improvement and integrated care. 

Information: A report from the NHS Future 
Forum, 2012 

People must always come before numbers. 
Individual patients and their treatment are 
what really matters. Statistics, benchmarks 
and action plans are tools not ends in 
themselves. They should not come before 
patients and their experiences. This is what 
must be remembered by all those who design 
and implement policy for the NHS. 

Final report of the Mid Staffordshire NHS 
Foundation Trust Public Inquiry, February 
2013 – Chair, Robert Francis QC 
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A push for patients to engage in their own 
healthcare 

Alongside the drive for patient-centred care, 
and the enshrinement of patients’ rights in 
legislation and policy guidance, comes a focus 
on patient engagement and the responsibility 
everyone has for their wellbeing. The NHS 
Constitution asks of patients that they should 
recognise that you can make a significant 
contribution to your own, and your family’s, good 
health and wellbeing and take personal 
responsibility for it.9 

The Patient Rights (Scotland) Act 2011 and its 
accompanying Charter of Patient Rights and 
Responsibilities requires that patients take 
some responsibility for their own health and 
take an active part in discussions and decisions 
about their healthcare and treatment.10 

This is also echoed In Wales where Together for 
Health includes a commitment to forge a new 
partnership with the public to increase patient 
engagement while, in Northern Ireland, Quality 
2020 aims to empower people to take greater 
responsibility for their own health and well-
being. 

Patient engagement is an umbrella term that 
encompasses a number of closely related 
concepts that provide a practical framework for 
supporting and empowering people to 
become more actively involved in decisions 
and actions about health and healthcare.11  

Patient engagement includes: 

 Shared decision-making – which involves 
patients (and their carers) becoming active 
partners with clinicians in considering 
treatment options, with the aim of reaching 
mutual agreement on the best course of 
action;12 

 Self-care / self-management – where 
patients are encouraged and supported to 
take greater personal responsibility for 
maintaining and improving their health;  

 Personalised care planning – which sees 
patients jointly agreeing a care plan for 
managing their long-term condition 
(including advanced planning for terminal 
care). 

A consensus has emerged that, as far as 
possible, patients should become active 
partners in their health and healthcare. 
Research evidence for the Health Foundation 
shows that such engagement improves 
patients’ knowledge, experience and 
satisfaction, reduces costs through greater self-
care and more appropriate utilisation of 
services, and leads to improved health 
outcomes with improved health behaviours 
and treatment adherence.13  

If once this kind of patient engagement was 
seen as a ‘nice to have’, financial and service 
pressures dictate that it is now seen as a 
necessary part of a more modern and efficient 
health service. Achieving patient engagement 
has therefore become a key goal for policy-
makers and is central to the government’s 
plans for the NHS.14  

In particular, there is a strong emphasis on 
increasing self-management in the reform of 
care for the chronically ill. This is unsurprising 
given that 20 million people in the UK with a 
long-term condition15 currently account for 
70% of all health and social care expenditure16, 
with their number also being projected to 
increase by 50% over the next twenty years.17 

Self-management support can be viewed in 
two ways: as a portfolio of techniques and tools 
to help patients choose healthy behaviours; 
and, as a fundamental transformation of the 
patient–caregiver relationship into a 
collaborative partnership.18 

 

 

 

The wider quality and economic case for 
good information is often insufficiently 
appreciated. Good information and 
communication promote health literacy, 
treatment adherence, self-management, 
shared decision-making, confidence and 
realistic expectations. 

Information: A report from the NHS Future 
Forum, 2012 
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The Patient Activation Measure (PAM) – 
developed by Judith Hibbard and colleagues at 
the University of Oregon – can be used to 
assess people’s knowledge, confidence and 
skills for self-management.19 It is built on a four-
stage model of patient activation: 

Stage 1 – believing that the patient role is 
important 

Stage 2 – having the confidence and 
knowledge necessary to take action 

Stage 3 – actually taking action to maintain 
and improve one’s health 

Stage 4 – staying the course, even under 
stress. 

A national survey by the Picker Institute Europe 
found that activation levels are generally lower 
among people who are elderly, from deprived 
areas and/or who left school at 16. The capacity 
for self-management was also least evident 
amongst those with poorest health, and fewer 
people with long-term conditions had 
progressed to more advanced stages of self-
management.20 Subsequent research evidence 
has demonstrated that patients with low 
activation scores incur higher health costs,	
  21 
are more likely to be readmitted to hospital 
within 30 days of discharge, experience more 
medical errors, experience poorer co-
ordination of care, and are more likely to suffer 
an adverse health consequence because of 
poor communication among providers.22 

Patients need information in order to 
engage 

Angela Coulter (2012) identifies a number of 
distinct roles that engaged patients can play as 
active ‘co-producers’ of health by: 

 understanding the causes of disease and 
the factors that influence health 

 self-diagnosing and treating minor 
conditions 

 knowing when to seek advice and 
professional help 

 choosing appropriate healthcare providers 

 selecting appropriate tests and treatments 
 

 monitoring symptoms and treatment 
effects 

 being aware of safety issues and preventing 
errors 

 coping with the effects of chronic illness 
and self-managing their care 

 adopting healthy behaviours to prevent 
occurrence or recurrence of disease.23 

Patients’ ability, motivation and confidence to 
enact these roles depends on acquiring crucial 
health information to increase their knowledge 
and understanding of their condition and, also, 
to encourage and support them to develop the 
confidence and self-care skills needed to 
actively manage their health. 

Most patients now expect to be given good 
quality information about their condition and 
treatment options, and the potential risks and 
benefits of different procedures. They want 
clinicians to take account of their preferences 
and some expect to be actively engaged in the 
decision-making process, or to take decisions 
themselves24. Although not everyone wants or 
is necessarily able to play an active role in their 
healthcare, most surveys suggest that the 
majority of patients do want to participate in 
decisions about their care and many people 
express disappointment about the lack of such 
opportunities.25  

	
  
 

Information can bring enormous benefits. It 
is the lifeblood of good health and wellbeing, 
and is pivotal to good quality care. 

The Power of Information, Department of 
Health, 2012 

An NHS that gives patients and the public 
more information and choice, works in 
partnership and has quality of care at its 
heart. 

Lord Darzi – High Quality Care for All: NHS 
Next Stage Review, 2008 
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However, despite the well-documented 
benefits, patient involvement is another area 
where significant progress still needs to be 
made, along with the provision of essential 
information.26 Concerns about people not 
being properly involved in decisions about 
their care were highlighted in the Care Quality 
Commission’s most recent report on the state 
of health and social care in England.27 

Information is the key to improving patient 
experience 

In introducing his final report of the NHS Next 
Stage Review, Lord Darzi stated that: 

High quality care should be as safe and 
effective as possible, with patients treated with 
compassion, dignity and respect. As well as 
clinical quality and safety, quality means care 
that is personal to each individual.28 

This definition of quality as consisting of the 
three (inter-related) domains of patient safety, 
clinical effectiveness and patient experience 
has subsequently been enshrined in the Health 
and Social Care Act 2012. Improving patients’ 
experience of healthcare is not just important  
from an ethical perspective, it can also bring 
very practical benefits in terms of improved 
outcomes and reduced service costs.29 
Delivering a positive experience of care for 
patients is just as important as the treatments 
they receive.30 

	
  
Improving access to, and understanding of, 
good quality health information is integral to 
delivering high quality, person-centred 
healthcare that places a premium on 
enhancing patient experience. The crucial 
importance of health information is reflected in 
the Picker Institute Europe’s Principles of 
Patient-Centred Care31 which have formed the 
basis for the National Quality Board’s NHS 
Patient Framework.32 

 

One of the eight areas that this new NHS 
framework sets out for measuring patient 
experience is: 

Information, communication and education on 
clinical status, progress, prognosis, and 
processes of care in order to facilitate 
autonomy, self-care and health promotion. 

The value of information to patient experience 
is not, however, confined to this particular 
aspect of experience. It is also intrinsic to a 
number of other key areas highlighted by the 
framework, including: 

 respecting patient autonomy and 
facilitating shared decision-making 

 helping to ensure the co-ordination and 
integration of care services 

 underpinning emotional support and the 
alleviation of fear and anxiety 

 involving family and friends in decision-
making 

 promoting successful transitions in care 
away from the clinical setting. 

In defining nine criteria for a high-performing 
health system, the King’s Fund also emphasises 
patient experience and the key role consumer 
health information plays in this, stating that: 

A high-performing health system delivers a 
positive patient experience. This includes giving 
patients choices and involving them in 
decisions about their care, providing the 
information they need, and treating them with 
dignity and respect.33 

We believe good information is vital to good 
health. 

Together for Health Public Information 
Delivery Plan, 

Welsh Government, May 2012 
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Again, the critical role of information is not just 
confined here to enhancing patient experience 
but is equally relevant to ensuring high 
performance in all the eight other areas of the 
model – in: 

 improving access to services 

 enhancing patient safety 

 promoting health 

 supporting self-management of long-term 
conditions 

 increasing clinical effectiveness 

 underlining equity 

 ensuring efficiency 

 delivering accountability. 

The key characteristics of high quality, patient-
centred care services that are identified in all 
such frameworks accord closely with research 
evidence of what is most important to patients 
in their experiences of healthcare. Based on an 
extensive review of the literature, existing 
studies provide a consistent picture of what 
matters most to patients and reflect the high 
value individuals place on being well informed 
- by: 

 getting clear explanations of what will 
happen during an operation or procedure 

 being told the risks and benefits of any 
treatment in a way they can understand 

 getting clear explanations of their condition 
or treatment 

 being told how an operation or procedure 
has gone in a way they can understand 

 being treated as an individual with dignity 
and respect.	
  34 

Voluntary organisations providing advice and 
support to people with a very wide range of 
different medical conditions also emphasise 
the importance patients attach to being 
treated as a person, feeling well-informed and 
being involved in decisions about their care.35 
These findings highlight the importance of 
recognising the particular importance patients 
attach to the ‘nature of care’ and to the more 
‘relational’ aspects of their experience, 
alongside the functional aspects and content 
of their treatment.36 

Improving patient experience has wider 
benefits 

The importance of attending to the ‘how’ as 
well as the ‘what’ of health and social care has 
been a cornerstone of UK health policy since 
the late 1990s, and care, compassion and 
respect for patients are enshrined in the value 
statements of the health professions.37 

Although the inclusion of patient experience is 
most often justified on moral and ethical 
grounds for its intrinsic value, there is also a 
strong justification on more utilitarian grounds 
as a means of improving both patient safety 
and clinical effectiveness. 

A systematic review by Doyle and colleagues of 
evidence from over 500 studies demonstrates 
consistent positive associations between 
patient experience and patient safety, clinical 
effectiveness and resource use for a wide range 
of outcomes measures, settings and 
conditions.38  

Out of 378 studies which presented sufficient 
information for categorisation, 312 (83%) 
showed positive associations (where a better 
patient experience is associated with safer or 
more effective care) for the following 
outcomes: 

 objectively measured health status 

 self-reported health and wellbeing 

 adherence to treatment (including 
medication) 

 preventative care 

 healthcare resource use 

 adverse events 

 technical quality of care. 

Further evidence of the positive association 
between patient experience and the clinical 
quality of services in general practice is 
provided by Raleigh and Frosini’s analysis of 
Quality Outcomes Framework and GP Patient 
Survey data for 2010/11 for all general practices 
in England.  
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In general, they found that practices that 
scored well on patient experience also 
performed well on clinical quality. Similarly, 
patients’ responses to questions about their 
satisfaction with information received also 
consistently showed a clear positive link with all 
process and outcome measures of the quality 
of clinical care.39 

A focus on patient satisfaction and experience 
can also deliver business benefits for health 
providers, enabling them to increase value by 
delivering higher quality services at the same or 
reduced cost – including through: 

 higher employee morale, lower staff 
turnover and reduced absenteeism 

 improved productivity, reduced waste and 
greater efficiency 

 avoided costs (e.g. enhanced recovery 
reducing lengths of stay) 

 more timely responses/actions to minimise 
the escalation of issues 

 enhanced organisational reputation.40 

Doyle and colleagues believe that clear health 
information and empathetic, two-way 
communication that respects patients’ beliefs 
and concerns are essential to realising these 
very significant and much wider benefits of 
enhancing patients’ experience – suggesting 
that this: 

…could lead to patients being more informed 
and involved in decision-making and create an 
environment where patients are more willing to 
disclose information. Patients could have more 
‘ownership’ of clinical decisions, entering a 
‘therapeutic alliance’ with clinicians. This could 
support improved and more timely diagnosis, 
clinical decisions and advice and lead to fewer 
unnecessary referrals or diagnostic tests. 
Increased patient agency can encourage 
greater participation in personal care, 
compliance with medication, adherence to 
recommended treatment and monitoring of 
prescriptions and dose.41 

 

 

 

Therefore, as well as contributing to patient 
experience, providing access to good quality 
health information and support is also key to 
unlocking (what some have termed) the 
‘blockbuster drug’ of patient engagement in 
healthcare.42  
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Patient information is now on the agenda 

Information, and access to it, is now firmly 
embedded in health policy across the UK. The 
NHS Constitution includes a commitment to 
shared decision making as one of its seven 
overarching principles. The Health and Social 
Care Act 2012 enshrined the legal foundation 
for the Constitution and placed new duties on 
the NHS Commissioning Board and clinical 
commissioning groups to promote it. 

A new, strengthened constitution to reflect 
more clearly that the NHS supports individuals 
to manage their own health and involves them, 
their families and carers in decisions that affect 
them was launched very recently, in March 
2013.43 Under the constitution, patients have 
the rights: 

 to be given information about the test and 
treatment options available to them, what 
they involve, and their risks and benefits 

 to be involved in discussions and decisions 
about their health and care, including end 
of life care, and to be given information to 
enable them to do this. 

The constitution also commits the NHS: 

 to inform patients about the healthcare 
services available, locally and nationally 

 to offer patients easily accessible and 
relevant information in a form they can 
understand – to enable patients to 
participate fully in healthcare decisions and 
to support them in making choices 

 to involve patients in discussions about 
planning their care, and to providing a 
written record of the agreed care plan if 
requested. 

 

It also reminds staff of their own responsibilities 
to involve patients fully in decisions about 
prevention, diagnosis, and their individual care 
and treatment. 

In Scotland, the Patient Rights (Scotland) Act 
2011 includes the right that the healthcare 
patients receive should consider their needs, 
consider what would be of optimum benefit to 
them, encourage them to take part in decisions 
about their health and wellbeing, and provide 
information and support for them to do so.44 

In 2006, the Northern Ireland Executive’s 
Department of Health, Social Services and 
Public Safety published Quality Standards for 
Health and Social Care - Supporting Good 
Governance and Best Practice.  These set out 
the standards that people can expect from 
Health and Personal Social Services in Northern 
Ireland. 

The standards are presented in relation to five 
key quality themes, one of which is Effective 
Information and Communication. This includes 
providing: 

a range of published up-to-date information 
about services, conditions, treatment, care and 
support options available, and how to access 
them both in and out of service hours, which 
are subject to regular audit and review. 

The Welsh Assembly Government launched a 
revised set of standards for health services in 
Wales in 2010, Doing Well, Doing Better: 
Standards for Health Services in Wales. These 
require health services in all healthcare settings 
to ensure they comply with the standards to 
make improvements to their services. Standard 
9 relates specifically to information, stating that 
organisations and carers must: 

…recognise and address the needs of patients, 
service users and their carers by: 

 providing timely and accessible information 
on their condition, care, medication, 
treatment and support arrangements;  

 providing opportunities to discuss and agree 
options. 

The rights of patients set out in the NHS 
Constitution are vital. They must be 
delivered. 

Everyone counts: Planning for Patients 
2013/14, NHS Commissioning Board 

4  The information landscape 
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Professional codes of conduct now mandate 
information provision as a key part of ethical 
behaviour and to seek informed consent from 
patients. For example, the General Medical 
Council guidance on Good Medical Practice 
states that clinicians must give patients the 
information they want or need in a way they can 
understand. It also obliges doctors to work in 
partnership with patients, sharing with them the 
information they will need to make decisions 
about their care, including their condition, its likely 
progression and the options for treatment, 
including associated risks and uncertainties.45 

The General Pharmaceutical Council’s 
Standards of Conduct, Ethics and Performance 
requires pharmacy professionals to explain the 
options available to patients and the public, 
including the risks and benefits, to help them 
make informed decisions and requires them to 
make sure the information given is impartial, 
relevant and up to date.46 

In setting standards for the conduct and 
behaviour of nurses and midwives, the Nursing 
and Midwifery Council’s guidance places a 
similar emphasis on nursing staff acting as an 
advocate for those in your care, helping them 
to access relevant health and social care, 
information and support.47  

It also highlights the importance of sharing 
information in a way that patients can 
understand and of upholding people’s rights to 
be fully informed in decisions about their care. 

There is now, in most areas, a greater focus on 
quality and delivery channels for information.  

The Information Standard voluntary quality 
mark scheme, set up by the Department of 
Health, has supported enhanced organisational 
credibility and reputation, greater clarity 
around information production costs, cost 
savings due to improved internal processes 
leading to more efficient ways of working, and 
reduced risk of litigation due to a clearly 
defined information audit trail.48  

NHS Choices, and its proposed integrated 
customer services platform is based on the 
principle of producing information once and 
using it repeatedly across different platforms. 

The Power of Information, the ten-year 
information strategy from the Department of 
Health, published in May 2012, sets out a 
framework for transforming information for the 
NHS, public health and social care in England.49  

PiF’s own NHS Trusts in England Survey (2010) 
shows that two thirds of those working within 
the NHS report that patient information is rising 
in importance in their organisation.50 

However, in highlighting that good 
information, well used, is a crucial component 
of improving health, wellbeing and the quality 
of care, the NHS Future Forum also emphasises 
that it is both increasingly feasible and 
necessary to turn the vision in the 
Government’s ‘information revolution’ into a 
reality.51	
  

The main levers for making the Case for 
Information 

The appendix to this report contains a list of 
the main levers which can be used by anyone 
seeking to make the case for the provision of 
high quality consumer health information. It is 
not an exhaustive list and policy and legal 
requirements change over time. Web 
references are given where appropriate and it is 
important to check for relevant updates. The 
table on the next page summarises the 
information at a glance. 
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Lever Key points

Moral and ethical levers

The Report of the Mid Staffordshire Foundation Trust 
Public Inquiry (the ‘Francis Inquiry’), 2013

The main thrust of the 290 recommendations of the 
Inquiry was to create a common, patient-centred 
culture across the NHS. The provision of the right 
information to patients is a vital part of this.

Informed consent: guidance from health departments 
and professional bodies

The principle of consent is an important part of medi-
cal ethics, human rights law and specific legislation 
on issues like Human Tissue and Mental Capacity.

Policy and legislative levers

NHS Constitution (England), 2009, updated 2013 A commitment to the principle of shared decision-
making. Rights for patients and pledges from the 
NHS on provision of accessible, reliable and relevant 
information to support consent, informed choice and 
involvement in healthcare. 

White Paper: Equity and Excellence: Liberating the 
NHS, (England) 2010

Commits to shared decision-making as the norm – ‘no 
decision about me without me’. Says that information, 
combined with the right support, is key to better care 
and outcomes and reduced costs.

Quality 2020 (Northern Ireland), 2010 Ten-year strategy for healthcare, including a require-
ment that all patients should be fully involved in deci-
sions affecting their treatment, care and support.

Together for Health (Wales), 2011 Five-year vision placing prevention, quality and trans-
parency at the heart of healthcare.

20:20 Vision for Healthcare (Scotland) 2010 Strategic narrative underpinning healthcare policy, 
placing the person at the centre of all decisions. 

Health and Social Care (Reform) Act (Northern Ireland) 
2009

Introduced a new statutory Duty of Involvement.

Patient Rights (Scotland) Act 2011 With associated Charter of Patient Rights and Respon-
sibilities 2012, aims to support people to become 
more involved in their health and healthcare.

Health and Social Care Act 2012 (England) Strengthens the legal foundation of the NHS Consti-
tution and creates a new duty on commissioners to 
promote involvement in healthcare by patients and 
carers.

NHS Mandate (2012) and Outcomes Framework (2013 
– 2014)

Set out the outcomes and indicators to hold NHS 
England to account, based round five domains of 
high quality care, including patient experience. 

Care Quality Commission guidance on compliance 
(England)

Three of CQC’s essential standards are relevant to 
patient information, and CQC guidance includes a 
section on involvement and information.

NHS Litigation Authority Risk Management Standards Of the six standards, two relate to patient information. 
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Service priorities

The Power of Information, 2012 (England) Ten-year information strategy that states that ‘infor-
mation is an essential service in its own right’. A key 
element is the new NHS web portal due to go live 
during 2013.

Together for Health Public Information Delivery Plan, 
2012 (Wales)

Aims to make substantial improvements in the way 
people can access health information.

Everyone Counts: Planning for Patients 2013/14 
(England)

The planning framework under which Clinical Com-
missioning Groups are expected to operate, which 
emphasises that the rights of patients set out in the 
NHS Constitution must be delivered.

The Healthcare Quality Strategy, 2010 (Scotland) Builds on the proposal in an earlier policy document 
to create a ‘mutual’ NHS Scotland and emphasises the 
importance of clear communication and explanation 
about healthcare.

Achieving Excellence: the Quality Delivery Plan for the 
NHS in Wales, 2012-2016

Details how quality assurance and improvement ar-
rangements will operate and raises the importance of 
good quality health information.

National Institute of Health and Clinical Excellence 
(NICE) Guidelines

NICE produces three sets of guidance relevant to the 
provision of information (clinical, commissioning and 
quality standards). There is a specific quality standard 
on patient experience which includes a strong focus 
on information.

Information Standard (England) Voluntary quality mark scheme set up by the Depart-
ment of Health to help the public identify sources of 
evidence-based health and social care information. 

National Service Framework for Long-term 
Conditions, 2005 (England)

Sets out quality requirements, many of which focus 
on the importance of information provision.

Designed to Improve the Management of Chronic 
Conditions in Wales, 2007

States that effective communication and information 
systems form the basis of good service delivery and 
patient care in managing chronic conditions in the 
community.

Financial levers

Quality and Outcomes Framework (QOF), (UK) Part of the General Medical Services Contract, a 
voluntary incentive scheme for GP practices in the 
UK. Some clinical domains include references to the 
importance of information provision.

Commissioning for Quality and Innovation (CQUIN) 
Framework (England) 

Links a proportion of providers’ income to local quality 
improvement goals. Patient experience is one of three 
areas of focus. 

Quality, Innovation, Productivity and Prevention 
(QIPP) (England)

Coming to an end, a national programme to improve 
the quality of care delivered in the NHS while making 
up to £20bn of efficiency savings to be reinvested in 
frontline care. Some programmes have focused on 
issues such as shared decision-making.



Patient Information Forum: Making the Case for Information   34 

Yet there is still some way to go 

Despite all the positive statements and policy 
about the importance of having well informed 
patients, substantial progress still needs to be 
made in many parts of the UK where 
investment in the development and delivery of 
health information is uncoordinated and in 
many cases absent. Results from PiF’s survey 
reveal that many trusts in England do not have 
a centrally held budget for patient information 
and, where there is one, this often represents a 
very small percentage of the trust’s overall 
budget. One quarter of trusts have no trust-
wide standards that directorates and clinical 
teams must conform to. The lack of any real 
‘place’ for health information to sit, plus the 
part-time, wide-ranging and lone nature of 
many information roles highlight its low 
priority.52 

In the current financial climate, cutting 
information provision is seen as an easy win for 
NHS organisations faced with hard budget 
choices. This is exacerbated by the fact that 
investment may be necessary in one area but 
return on that investment may not be evident 
until further along the patient journey. In 
today’s cost-focused NHS, shared benefits are 
not necessarily front of mind.  

As a result, information is still seen as a nice to 
have rather than an essential component of a 
quality health service. Many health 
organisations have no strategy for health 
information, no quality assurance standards or 
processes, and no dedicated budgets or staff. 
Information often has no home within NHS 
organisations (including within primary care 
and clinical commissioning groups as well as in 
hospitals) and it is often an 'add on' to the work 
of clinical governance, communications or 
patient and public involvement teams. 
Provision is patchy across different types of 
healthcare organisations, geographical regions 
and conditions. 

Despite the work of the Patient Information 
Forum and others, there is no shared definition 
of consumer health information. Talk about 
‘information’ is often really about the 
transparency agenda - access to records and 
performance data for example.  While these 
aspects are very important, they sometimes 

take precedence over more basic health 
information needs from patients.  

The Power of Information strategy was an 
important statement of intent from the 
Department of Health and asserted the 
benefits of information as the lifeblood of good 
health and wellbeing.53 Yet it was a high level 
strategy and did not include the detail of how 
and what should be delivered in the way of 
good quality consumer health information.  

While charities and other third sector 
organisations have embraced the quality 
assurance process of the Information Standard, 
NHS organisations have been slower to 
accredit information provision, and there has 
also been low commercial sector use of the 
Standard.  As a result, money is often wasted 
through inefficient production of poor quality 
information and unnecessary duplication. 

There is also no audit trail to show what 
information is provided to which patients in 
which context. Substitute the word ‘medicine’ 
for ‘information’ and this would be seen as 
negligent. Yet information continues to be 
regarded as relatively unimportant. 

There has been a huge range of innovation in 
the production and provision of online health 
information, yet there is still insufficient 
recognition of the continuing need for face-to-
face support to help people access, navigate 
and understand the information available. 

There are issues of inequality relating to access 
to and understanding of technology (the 
‘digital divide’), issues of ‘health literacy’ 
(understanding and using the health 
information provided), as well as problems of 
basic literacy. For example, Professor Gill 
Rowlands, Professor of Health Disparities at 
London South Bank University, has highlighted 
that a standard of NVQ level 2 literacy and 
numeracy (i.e. that of a 14-16 year-old) is 
required to understand a BMI (body mass 
index) chart. Yet the National Literacy Trust 
reports that one in six people in the UK have a 
literacy level below that expected of an 11 
year-old.  

The Health Foundation, in its work on Helping 
People Help Themselves makes the point that 
information is a necessary but not sufficient 
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ingredient of self-care and that information 
without support could even widen existing 
health inequalities.54 Information plus support 
is seen as the key to achieving the necessary 
behaviour change.  

Patient satisfaction with information and 
communication 

Despite a significant fall in the past year, overall 
public satisfaction with the way the NHS runs 
remains at a historically high level.55 However, 
although patient ratings of care for hospital, 
primary care and community mental health 
services are also positive, there has been no 
discernible improvement in these measures 
over time.56  

This is likely, in part, to reflect patients’ 
continuing concerns over not receiving 
sufficient information about their healthcare.57 
Recent results from the National Patient Survey 
Programme showed that 21% of patients 
stated that they were not given enough 
information about their condition or treatment 
while in hospital; and only 52% felt that they 
were definitely involved as much as they 
wanted to be in decisions about their care.58 
Similarly, in primary care, only half of patients 
were satisfied with the information they 
received from their GP practice.59  

Research has revealed that nearly six out of ten 
cancer patients would like to receive more 
information than they are given.60 A lack of 
information, explanation and support has also 
been cited as the greatest cause of anxiety and 
stress in cancer patients.61 Recent studies have 
also highlighted similar information and 
communication deficits in the care of people 
with multiple sclerosis.62 

Patients attach great priority to good 
communications so that they are able to make 
informed choices about their healthcare.  

Patients have to make many decisions about 
their healthcare, and it is self-evident that they 
cannot express informed preferences unless 
they have been provided with sufficient and 
appropriate information.63 Reliable information 
is also essential to help patients understand 
their health problems and to know how to deal 
with them.64 Yet problems relating to poor 
communications and inadequate information 
are still one of the most common causes of 
(rising) formal complaints in the health 
service65 and remain the greatest source of 
patient dissatisfaction.66  

What information do patients want? 

High quality information is essential for 
improving access to healthcare – increasing 
consumers’ awareness and understanding of 
available services and, also, their ability to 
successfully navigate the system.67  

A focus group study identified a wide range of 
more specific reasons why people need good 
information.68 Most of these reasons are 
directly related to their condition and 
treatment options, reflecting patients’ desire to 
be involved in decisions and to: 

 understand what is wrong with them 

 gain a realistic idea of their prognosis 

 know when to seek professional help 

 be able to make the most of consultations 
with clinicians 

 understand the processes and likely 
outcomes of possible tests and treatments 

 assist in their own self-care 

 seek reassurance and help to cope 

 help others (e.g. family, friends and/or 
employers) to understand what is wrong  

 legitimise help-seeking and concerns 

 identify the ‘best’ healthcare providers. 

High quality information empowers people. 
With poor information they cannot make 
effective choices; and without information 
they have no real choices at all. 

Better information, better choices, better 
health: Putting information at the centre of 
health, Department of Health, 2004  
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In addition to such ‘medical’ concerns, the 
same research also revealed patients’ wider 
interests in accessing information that helps 
them to: 

 learn about available services and sources of 
help 

 identify further information and self-help 
groups. 

Evidence for these further requirements is 
provided by a review by MacmiIlan Cancer 
Support which highlights particular gaps in the 
provision of information about cancer, 
regarding patients’ broader emotional, financial 
and social concerns.69 People are concerned 
with the impacts of their illness on their 
everyday life, and many patients with serious 
long-term conditions experience substantial 
stress around relationship and financial issues.70 
Once these pressures are eased, patients are 
more able to deal with their illness and 
treatment. 

Sources of health information 

In addition to verbal communication during 
consultations, patient information is made 
available in a wide variety of formats using 
different media – from simple photocopies and 
printed leaflets to more complex websites and 
interactive multimedia. 

Information	
  provided	
  by	
  health	
  professionals	
  

Consumers vary enormously in what they need 
to know at any time about their health.71 This is 
affected by a number of factors including their 
personal characteristics, circumstances and 
beliefs, their health condition and whatever 
stage they may have reached in their ‘patient 
journey’.  

Family doctors are consistently identified as 
being the preferred source of health 
information for most people.72 This reflects the 
high trust and regard in which they are 
generally held – as confirmed by the latest 
Oxford Internet Survey which showed that 
doctors are still the most trusted individuals 
people have contact with.73 

 

 

Information needs therefore change, and not 
always in a predictable way, with different kinds 
of information being more important at 
different times. When it comes to information, 
one size does not fit all. Consequently, the 
timing and amount of information provided is 
as important as its quality and content.74 A key 
task for health professionals therefore is 
continually re-assessing their patients’ needs 
for information and support so that they can 
offer this in timely stages or layers in 
accordance with individual patient’s changing 
requirements.75 This requires sensitivity to 
patients’ emotional state, and an 
understanding of their levels of health literacy 
and engagement, and where they are on their 
health journey. 

While the vast majority of people have trust 
and confidence in their family doctor, around 
one-in-six (17%) do not feel that their GP is 
good at explaining tests and treatments, and 
one-in-four (24%) do not feel that their GP is 
good at involving them in decisions regarding 
their care.76  

Evidence from two major research studies 
conducted for the Department of Health also 
points to significant failings in information 
provision at all stages of the patient experience 
in both hospital and community settings77, 
including inadequate information being 
provided about treatment options and on the 
availability of local services and support.78 This 
leads Smith and Duman (2009) to highlight an 
apparent mismatch between the high levels of 
trust generally placed in doctors and cultural 
flaws in the medical profession that result in 
unmet patient needs for information.79  

The ‘baby boomer’ generation, when they get 
older, are going to be more demanding, 
health literate and potentially litigious if they 
don’t get what they need.  The message to 
clinicians and organisations is ‘get with the 
programme now, as your patients will 
demand this stuff anyway.’ 

Jo Ellins, Principal Consultant, GHK 
Consulting, and former Lecturer at the Health 
Services Management Centre, University of 
Birmingham 
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The Future Forum also highlights a highly 
consistent message from patients and 
voluntary organizations that many health 
professionals do not always display the 
behaviours, skills and attitudes that are 
conducive to good communication, 
information sharing and shared 
decision-making.80 In its recommendations to 
Government, the Forum consequently 
highlights the importance of education and 
training for healthcare professionals being far 
more geared towards excellence in 
communication and health coaching skills.81 

In response to such requirements and to help 
develop mutuality, NHS Scotland has 
established ‘The Knowledge Network’. This is an 
online knowledge management platform that 
provides high quality information and learning 
resources for health and social care staff. This 
includes a training module on ‘information 
partnership’ and a dedicated ‘information 
literacy’ portal.82 

Health	
  information	
  online	
  

Increasingly, people are looking to specialist 
health websites and apps for information. 
Digital health – or ‘e-health’ – is a rapidly 
growing market and, in September 2011, some 
9,000 health-related apps were available to 
consumers83.  

Very recently, the NHS launched its own Health 
Apps Library of validated tools to help 
consumers manage their health, and the NHS 
Choices website currently gets around 24 
million unique visits per year.84 

Data from the 2011 Oxford Internet Survey 
reveal that nearly three-quarters (73%) of the 
British adult population (and exactly the same 
proportion of households) now has internet 
access. Almost all adults (97%) now own a 
mobile phone, with around half (49%) using a 
smart phone for email and to access the 
internet.  

Information seeking has become a common 
activity for all internet users, and the proportion 
of users searching for health information on the 
net nearly doubled from 37% in 2005 to 71% by 
2011 – with younger, more affluent and better  

educated people being the most active 
online.85 The survey provides further evidence 
of a continuing ‘digital divide’ and highlights 
the danger that increasing reliance on web-
based health information resources could 
reinforce or even further exacerbate existing 
health inequalities. 

Research by Powell and colleagues (2011) 
established four main reasons why people seek 
health information online:  

 the desire for reassurance 

 the desire for greater understanding to 
supplement other information 

 the desire for a second opinion to confirm 
or challenge other information 

 perceived external barriers to accessing 
information from traditional sources.  

The main benefits of obtaining web-based 
information clustered around three themes – 
convenience, coverage and anonymity.86 A 
literature review by McMullan (2006) found that 
the majority of internet searches relate to 
specific medical conditions and are carried out 
by patients either before a consultation, to help 
them manage their own health or to decide 
whether they might need professional help or, 
after a consultation, for reassurance or because 
they are dissatisfied with the information 
provided by their clinician.87 

Any view as to the many benefits of online 
consumer health information must be 
balanced with an awareness of some of the 
drawbacks. First – and aside from issues 
regarding access – as with much printed 
media, there are concerns about the quality, 
readability, reliability, relevance and currency of 
a lot of web-based health information. 

A number of evaluation studies have reported 
that both written and web-based consumer 
health information materials are of variable and 
often poor quality88 – frequently omitting 
relevant data, failing to give a balanced view, 
and ignoring uncertainties.89 A systematic 
review of research evaluating the quality of 
online health information resources found that 
around one-third contained inaccurate 
information.90  
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While the internet now affords consumers 
unprecedented access to health information 
this does not automatically enhance patient 
choice as, for many, the sheer volume can be 
overwhelming, conflicting and, ultimately, very 
confusing.91 

There is also a danger that policies and 
initiatives which emphasise the provision of 
online information to support ‘independent’ 
choice-making by patients run the risk of 
overlooking the continuing importance of both 
personal support and professional-patient 
interactions. This could lead to a deterioration 
in both decision quality and patient 
experience.92 

With the development of more interactive 
applications, many people increasingly value 
and benefit from direct online communication 
with their peers. This may involve the use of 
social media or participation in dedicated 
forums where patients can share their own 
questions, thoughts and feelings about their 
illness, and learn from the experiences of others 
in a similar position. Healthtalkonline 
(www.healthtalkonline.org) is one example of 
a charity-run website where people can watch 
video, listen to audio clips or read about 
people's experiences of a wide range of 
conditions, treatment choices and support. 

A major research study conducted for the 
National Institute for Health Research 
highlighted the increased significance of 
‘personal experiences’ information to people’s 
decision-making.93 While the researchers found 
a strong consensus among participants that 
‘general facts’ should underpin informed 
decisions, it was also evident that ‘personal 
experiences’ information can also help support 
decision-making in a number of ways. This 
includes by helping people to: 

 recognise decisions that need to be 
thought about 

 identify possible options 

 appraise options and make a selection (for 
example by helping to: think ‘what it might 
be like’; identify possible sources of decision 
support; and identify and consider different 
ways of reasoning about issues) 

 support coping – including living with 
decisions made. 

Although participants were able to exercise 
some discrimination in accessing and ‘using’ 
personal experiences information, the authors 
emphasise the need for care when it is used in 
resources for patients. 

Supporting patient choice 

In order to become actively engaged in their 
healthcare and to participate fully in decisions 
concerning their care, patients require access 
to good quality health information and any 
additional support that may be required to 
increase their knowledge and understanding. 
Unfortunately, the tight time constraint on 
clinical consultations substantially inhibits the 
amount of information health professionals are 
able to share with their patients in any 
encounter. 

This dilemma has led some commentators to 
recommend clinicians adopting a more 
collaborative, participatory style which would 
see them acting as more of an ‘infomediary’ for 
their patients – signposting them towards and 
helping them acquire the high quality health 
information and support they need, and also 
helping them to relate it to their own situation. 

	
  

For many health professionals, including 
doctors, the emphasis may be ‘less on trying 
to know all the answers and more on 
knowing how to help the patient find them 
out’. Never before have good 
communication skills been so vital, or 
involving patients in their own care and 
treatment so important. 

The State of Medical Education and Practice 
in the UK, General Medical Council 2011 

http://www.healthtalkonline.org
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This need to provide timely, personalised 
assistance to help patients and their carers 
access high quality health information that 
addresses their needs has led the Picker 
Institute to recommend the establishment of a 
new information signposting and navigation 
service in each local area, and specialist training 
to help health professionals assess, understand 
and respond effectively consumers’ health 
information needs.94  McMullan has also 
emphasised the importance of clinicians 
responding positively to patients’ desire and 
search for greater knowledge and 
understanding, including by guiding them to 
reliable, high quality sources of consumer 
health information.95 

As an example of how good quality health 
information and support might be experienced 
by a patient, we have reproduced here an 
illustrative example of a ‘perfect’ patient 
information journey. This was originally created 
by PiF with assistance from Macmillan Cancer 
Support for inclusion in the NHS Future 
Forum’s report to the Secretary of State for 
Health on information.96 
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A perfect patient information journey? 

Maria is 34 years old. She has been encouraged throughout her life to take responsibility for her 
health. She attended an enlightened school that encouraged physical exercise, regardless of 
sporting prowess, and incorporated health literacy into the curriculum. She is therefore aware of 
what is normal for her body and of where to access information if she needs it. 

Recently, she has noticed that unexpected things have been happening: she has been dropping 
pencils or tripping over things that are not there. Maria looks at a symptom-checker on the 
internet, but decides that the things she has been experiencing are too infrequent to be a concern 
just at the moment. One morning, Maria wakes up with blurred vision. She is shocked and scared 
by this, but manages to get an emergency appointment to see her optician. Her optician tells Maria 
that it is likely to be a temporary blurring due to optic neuritis, but suggests that she visits her GP in 
case it is a sign of something more serious. 

Maria rings her GP practice and gets an appointment to visit her GP. By now, her vision is getting 
better. She makes a note of ‘optic neuritis’ in her personal health record. Her GP listens to her story 
and proposes a referral to a neurologist. The GP explains to Maria that she has a choice of a 
consultant-led team and that there is an information advisor in the GP practice who can help her to 
choose a consultant. The GP also suggests information sources that she may find helpful. Maria 
spends some time with the information advisor, reviews options on an online information 
intermediary tool and makes an appointment with a consultant-led team. 

Whilst waiting for her appointment with the neurologist, Maria decides to do some research of her 
own. The GP mentioned that the optic neuritis may be a sign of multiple sclerosis, so Maria rings 
the MS Society helpline one evening after work. 

At Maria’s appointment with the neurologist, she shares the notes on her personal health record, so 
that the consultant can see details of when she dropped things unexpectedly as well as the date 
when she had the optic neuritis and how long the blurred vision lasted. The neurologist advises 
Maria that tests will be needed to establish a diagnosis; the neurologist suggests that Maria 
watches a YouTube video about having an MRI scan. 

The diagnosis of multiple sclerosis takes some time, but Maria is supported through it by her 
Clinical Nurse Specialist. Once she has a diagnosis, she is given an information prescription which 
contains short pieces of information from charities that has been compiled for her, with details 
about information centres, support groups, voluntary sector organisations and online forums. As 
well as including health information, information is also provided on social issues such as 
employment and finances. The information prescription has been emailed to her, so she forwards it 
to her brother in Australia, so that he knows what is happening. She also uses the information 
prescription to help her to work out the questions she wants to ask at her information centre. 

Maria is keen to stay in control of her life. She asks at a self-help group and through online forums 
about other people’s experiences of living with multiple sclerosis and about the treatment options. 
She uses experience gathered from the forum and self- help group to help her to ask questions 
about treatment options and to support her choices. 

She chooses to take a treatment that she needs to inject herself. She agrees with her Clinical Nurse 
Specialist that she will keep in touch mostly by email, but she also has the option of speaking on 
the telephone or making an appointment. Maria uses a treatment diary on her mobile phone to 
help her to monitor her treatment. She also sets up a personal health diary so that she can track her 
mood and her fatigue over time. 

Above all, Maria continues to ask questions, to access and share information, and to make her own 
decisions about living with multiple sclerosis. 
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Ensuring informed consent 

Failure to provide full and balanced 
information to patients about the risks and 
uncertainties of any proposed treatment can 
give rise to unrealistic expectations. In some 
cases, this can also lead to costly legal action.97 
It is also not possible for patients to give their 
informed consent to treatment unless they 
have been fully informed about the potential 
risks and outcomes of the options available to 
them in a way that they can understand. 

Obtaining informed consent protects the 
patient for whom treatment is planned by 
ensuring that the correct treatment decision is 
made for that individual. The well-informed 
patient may also be better equipped to guard 
against medical error, thereby enhancing their 
personal safety.98 The importance of patients 
giving their valid consent is enshrined as a right 
in the NHS Constitution.99 However, the 
consent process is often approached by 
medical teams as a bureaucratic hurdle to be 
overcome, and frequently in a manner that 
leaves the patient feeling disempowered – by 
signing a form that they may not have even 
read, and often not understanding the 
procedure for which they have just 
consented.100 

Failure to obtain consent that is truly informed 
increases the risk of expensive litigation for 
health providers. There is currently some £4bn 
of related outstanding NHS liabilities.101 
Assisting patients with informed decision-
making is also a professional obligation for 
surgeons but their appreciation of patients’ 
information needs appears to be poor.102 
However, successfully communicating risk and 
obtaining truly informed consent requires 
good communication skills and effective 
educational resources for patients with 
different levels of health literacy.103  

Clinicians therefore need to develop and use 
effective communication techniques and 
appropriate decision aids to ensure that their 
patient achieves true autonomy in making 
decisions.104 By ensuring truly informed 
consent in this way, health providers will not 
only enjoy fewer claims of malpractice, they  

will also increase patients’ satisfaction with 
their treatment choices and their overall 
experience of care.105 

Improving health literacy 

Health literacy is not just about individuals’ 
ability to read and make sense of health 
information. According to the definition 
adopted by the World Health Organisation, 
addressing health literacy is an empowerment 
strategy. Ensuring that people are able to 
access, understand, appraise and utilise health 
information effectively is the cornerstone for 
their active and informed engagement in 
healthcare and in decisions relating to this.106  

Although functional health literacy is closely 
related to general literacy and numeracy skills, 
it is context specific. This means that: 

…an individual may be capable of 
understanding everyday sources of 
information, but struggle to make sense of 
health-related materials which routinely 
contain unfamiliar vocabulary or concepts. 
Basic literacy strategies will need to be 
supplemented by specific initiatives to identify 
and target those with communication 
difficulties arising from low health literacy.107 

Health literacy describes people’s ability to 
make sound health decisions in the context of 
everyday life.108 Low health literacy 
compromises people’s ability to understand 
their own health needs and to navigate 
complex healthcare systems, with profound 
consequences for their health and finances. 

Low health literacy represents a very significant 
problem and challenge in the UK. Around 7 
million adults (20%) cannot read or understand 
simple instructions or labels such as those 
found on medicine bottles, while around half 
the population would be unlikely to 
understand cancer information brochures 
routinely used in hospital settings.109 More 
recent research regarding women with breast 
cancer established that 19% of those in the 
study would have been unable to understand 
and consequently act on the written 
information that they were given.	
  110  
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Patients with low health literacy: 

 have poorer health status 

 experience higher rates of hospitalisation 
and emergency admissions, and have 
longer stays 

 are less likely to adhere to treatments and 
self-care plans 

 have more medication and treatment errors 

 make less use of preventative services and 
more use of unplanned services 

 have less knowledge of disease-
management and healthy living behaviours 

 have decreased ability to communicate 
with health professionals and participate in 
decision-making 

 are less able to make appropriate health 
decisions 

 incur substantially higher health costs. 

Those most affected by low health literacy 
include people who are: older, from ethnic 
minority backgrounds, with a low level of 
educational attainment and/or who suffer 
socio-economically deprivation.111 Low health 
literacy is therefore closely associated with 
significant health inequalities between 
different groups in the UK; and one key 
objective for health literacy interventions is to 
help reduce such inequalities in health and 
access to healthcare services by targeting 
consumer health information and education at 
low literacy, hard-to-reach and disadvantaged 
groups.112 

Successfully addressing health literacy issues is 
of crucial importance to, and a fundamental 
part of, the consumer health information 
challenge – to help turnaround the ‘reverse 
information law’ whereby access to appropriate 
and meaningful information is particularly 
difficult for those who need it most.113 In a 
second report of its Primary Care Review, the 
Patients Association recently issued an urgent 
‘call to action’ to tackle this very serious 
problem – by demanding greater coherence 
and resourcing of public education and 
awareness campaigns / initiatives with the aim of 
improving health literacy.114 

 
This challenge is now taking on even greater 
importance with the increased emphasis in 
health policy on self-management for long-
term conditions and personal responsibility for 
maintaining good health.115 

A successful response to this critical challenge 
must include having consumer health 
information materials available that have been 
specifically written and designed to be 
accessible to people with low health literacy 
levels. Providing user-friendly information in 
other formats including through DVDs, digital 
television and websites can also improve 
accessibility for many people with low 
literacy,116 although there is inevitably a 
concern that those with the greatest need for 
such health information and education are the 
least likely to have access to such 
technologies.117  

However, the information consumers need to 
make choices about their healthcare can be 
quite complex, and information without good 
communication is of little or no value. In 
addition to the help that they may receive from 
their doctors, some patients will therefore need 
further guidance and support to understand 
and make effective use of it. Different 
approaches to providing this include face-to-
face advice, telephone support by trained 
advisors, translation and interpretation services, 
patient decision aids, and community-based 
self-management education programmes.118 

We are not going to be able to meet the 
challenge of saving £20bn unless we stop 
seeing patients simply as passive 
consumers of healthcare. We have to see 
them as a resource and help them become 
mature consumers by helping to drive up 
their health literacy and ability to seek the 
right sort of help when they need it. 

Mark Davies, Executive Medical Director, 
NHS Health and Social Care Information 
Centre 
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Investing in health information 

The preceding discussion has highlighted the 
vital role that health information plays in the 
delivery of high quality, patient-centred care by 
helping to enhance patient experience, patient 
safety and clinical effectiveness. In 
underpinning a positive experience of 
healthcare, the provision of consumer health 
information is also a major factor in facilitating 
the active engagement of people in their 
healthcare and treatment in order to: 

 increase patient satisfaction and staff morale 

 increase health literacy 

 facilitate shared decision-making 

 promote greater self-management and 
self-care 

 encourage more appropriate service use 

 increase productivity and efficiency, and 
reduce overall costs 

 enhance patient safety 

 improve health behaviours and outcomes 

 reduce health inequalities. 

To have such substantial and far-reaching 
effects, however, information has to be 
successfully communicated so that it translates 
to greater patient knowledge and 
understanding. 

The immediate impacts and associated 
benefits of this are so powerful that Don 
Kemper and Molly Mettler of Healthwise 
developed the concept of ‘information therapy’ 
as a strategy for enhancing consumer access to 
health information. In asserting that 
information is as important to patient’s health as 
any drug, medical test or surgery they argue that 
patients should be prescribed accessible, 
accurate, evidence-based information as an 
important part of their treatment.119 Rather 
than patients being given information about 
their care, this approach posits consumer 
health information as itself a key component of 
the treatment process.120 

 
 

 

Quality health information for, from and about 
patients and the support to understand it is 
certainly the lifeblood of modern, patient-
centred services. Information is so intrinsic to 
the delivery and improvement of high quality 
care that it is now recognised, in policy terms at 
least, as an essential service in its own right.121 
However, despite previous policy exhortations, 
strategies, action plans and statements of 
principle, patients are still dissatisfied with the 
amount of information they receive, and also 
want greater involvement in decisions about 
their healthcare and treatment. 

The significant advantages of improving access 
to good quality information (and the equally 
clear drawbacks of not doing so) are so great 
that consumer health information services 
must now be properly planned and 
appropriately resourced. At a minimum, this 
requires dedicated budgets and clear lines of 
responsibility and accountability. Given our 
current state of knowledge, to do any less 
would be to continue to diminish patients’ 
experiences of healthcare, to compromise their 
safety, health status and wellbeing, and to 
waste increasingly scare public resources. 

The harms of not investing in health 
information and support 

With information being the lifeblood of good 
health and wellbeing,122 and the key to 
providing better quality care, better outcomes 
and reduced costs,123 then the consequences 
of failing to provide patients with high quality 
information and support may be extremely 
serious. According to the NHS Future Forum: 

Information for patients and service users is an 
integral part of care. Like medicine, good 
information can heal but poor information or 
poor handling of information can harm. We 
need to regard poor information as poor 
quality care and as such a potential breach of 
the minimum standards that the NHS 
Constitution is intended to safeguard.124 

Information is an essential service in its own 
right, allowing us to understand our own 
health, choose healthier lifestyles, and choose 
the treatment and support that is right for us. 
The Power of Information, Department of 
Health, 2012 
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Having insufficient information is likely to 
increase any patient’s fear, anxiety and stress 
levels. However, for someone who is 
chronically ill, a lack of information and support 
about how best to manage their condition 
could very well lead to poorer health, increased 
pain and discomfort and greater adverse 
effects on their daily life; and, for someone with 
an acute complaint, inadequate information 
may lead them to receive more expensive and 
invasive treatment that they might well not 
have chosen had they had better information 
about care options, outcomes and evidence125. 

For the health service, the existing information 
failures can only result in increased, unplanned 
demand and higher costs. By failing to provide 
patients with all the information and support 
they need to maintain their own health and to 
actively participate in decisions about their 
healthcare, the health service is also 
compromising all three key dimensions of 
quality care – patient experience, patient safety 
and clinical effectiveness. For individual 
patients, the impact of not being properly 
informed and involved can, potentially, be 
devastating. For the taxpayer and service users 
generally, such information failings also carry 
very high costs in terms of reduced efficiency, 
effectiveness and economy. 

A recent report from the King’s Fund presents a 
comprehensive analysis of why patients’ 
preferences matter so much. The authors 
describe how clinicians’ failure to fully inform 
and involve patients in decisions about their 
care amounts to ‘a silent misdiagnosis’.126 This 
failure to diagnose patients’ treatment 
preferences can be every bit as dangerous as 
failing to diagnose disease correctly. They 
argue that ending the silent misdiagnosis 
would not only ensure that patients will get the 
medicine they would choose if they were 
properly informed, it could also save the NHS 
billions of pounds - because well-informed 
patients choose fewer treatments, and 
involving people in decisions about their 
healthcare helps to reduce unwarranted 
variations in treatment. 

 

 

Pointing to examples of ‘breathtaking gaps’ 
between what patients actually want and what 
doctors think they want, Mulley and colleagues 
call for a coordinated effort across the NHS to 
tackle this serious defect in clinical decision-
making.127 

Any failure to invest in providing appropriate 
support to aid patients’ knowledge and 
understanding, and to assist them in 
developing the confidence, ability and 
motivation to assume greater responsibility for 
their own health, could also have serious 
implications for health inequalities. In 
identifying information as a health and care 
service in its own right, The Power of 
Information strategy also underlines the crucial 
importance of appropriate support in using 
information [being] available for those who need 
it, so that information benefits everyone and helps 
reduce inequalities.128 Given the digital divide 
and the generally lower levels of health literacy 
and patient engagement among 
disadvantaged people and those with the 
poorest health, there is a danger that 
information minus support could actually 
exacerbate existing health inequalities. 

There is also substantial evidence that failures 
in patient-doctor communications result in 
higher levels of complaint and increased claims 
of negligence. The Citizens Advice Bureau 
estimate that communication or information 
failures account for at least one-in-five of all 
patients’ complaints. Overall, the number and 
cost of negligence claims paid by the NHS 
Litigation Authority has risen from £0.6 billion 
in 2006/7 to £1.3 billion in 2011/12129 and,  

…the NHS must recognise the need for new, 
dedicated teams focused on gathering and 
disseminating information. It must also aid 
commissioners in shifting their focus, from 
trying to calculate need to trying to 
eliminate preference misdiagnoses, so that 
patients receive the care they need (and no 
less), and the care they want (and no more). 

Patients’ Preferences Matter, Al Mulley & 
colleagues, King’s Fund, 2012 
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at the end of March 2012, there were just over 
22,500 ‘live’ claims130, with total outstanding 
liabilities of £18.9 billion.131 

Not having access to quality information and 
the support to understand it also means that 
patients will be more likely to seek information 
elsewhere from less trustworthy sources. 
Unreliable information can lead to incorrect 
self-diagnosis and/or increased feelings of 
anxiety and stress.132  
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A simplified model of the Case for Information

Increased satisfaction and 
reduced anxiety and stress

More shared decision-making
More self-management 
of long-term conditions

More self-care of minor ailments

Good communications and support

To help people understand 
and make effective use of 

relevant health information;  
and to help inform choices

Greater patient engagement

Better quality care

Education and support

To increase people’s ability, 
confidence and motivation to 

change their behaviour, and to 
help inform choices

‘Infomediaries’

Health information specialists and 
health and care staff - providing 

information, signposting and 
navigation services

Quality consumer 
health information

Available in a variety of formats, 
throughout the health and 

wellbeing journey

Support resources

Decision aids; community-based 
self-management education; 
health coaching; telephone 

counselling etc

Enhanced patient experience Improved patient safetyGreater clinical effectiveness

Lower costs
 Reduced demand for GP services and unplanned care

 More appropriate use of services,
including screening rates 

 Fewer hospital admissions and less time in hospital

 Less major surgery

 Reduced variation in procedures

 Safer, more efficient use of medicines

 Greater productivity, lower staff turnover,
less absenteeism

 Reduced litigation and claims for compensation

Better outcomes
 Treatment in line with patient preferences

 Better adherence to treatment

 Safer, more effective use of medicines

 Healthier behaviours

 Improved health, quality of life and
psychological wellbeing

 Increased self-monitoring

 Greater health literacy

 Reduced health inequalities

 Fewer complaints and medical errors
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This report outlines a compelling case for 
investing a greater amount of dedicated 
resources in improving access to high quality 
consumer health information and support. 
While it may not be possible to quantify the 
overall return on investment that this could 
generate, the savings potential of actively 
engaging informed patients in their healthcare 
is clearly enormous.  

This conclusion accords with the 2002 Treasury 
report by Sir Derek Wanless which argued that 
the only sustainable option for the longer-term 
future of the NHS lay in his ‘fully engaged 
scenario’. Wanless estimated that maximising 
patient engagement could generate potential 
annual savings of £30 billion (16% of the total 
budget) by 2022.133 However optimistic that 
figure may be, the dividend created by an NHS 
that addresses health literacy and promotes 
self-care, self-management and shared 
decision-making, and which integrates services 
around patients certainly amounts to billions of 
pounds.134 As Al Mulley and colleagues 
comment: 

Health care may be the only industry in which 
giving customers what they really want would 
save money. Well-informed patients consume 
less medicine – and not just a little bit less, but 
much less. When doctors accurately diagnose 
patient preferences, an enormous source of 
waste – the delivery of unwanted services – is 
eliminated… [When] doctors accurately 
diagnose the preferences of patients struggling 
with long-term conditions, those patients are 
far more likely to keep their conditions under 
control, leading to fewer hospitalisations and 
emergency department visits.135 

There are therefore incontrovertible business 
reasons to justify health commissioners and 
provider bodies investing more money in 
consumer health information and support. 
These are summarised below: 

	
  

Improving health information raises quality 
and is key to unlocking patient 
engagement 

 Improving access to health information 
increases patients’ knowledge and 
understanding and enhances their 
experience of care. Combined with 
appropriate education and support, it is also 
key to unlocking patient engagement – 
facilitating patients more active 
involvement in their healthcare and 
contributing to associated improvements in 
patient safety and clinical effectiveness, the 
other two pillars of quality. Investing in 
information must therefore be seen as core 
business for health organisations – both a 
‘must do’ and the right thing to do.136 

Better health information can have 
significant impacts on service use and 
reduce costs  

 The preceding analyses have highlighted 
the positive impacts that quality health 
information and support can have on 
service utilisation and costs, including 
through: 

- reductions in unwarranted treatment 
and the numbers electing for major 
surgery 

- lower demand for GP consultations from 
people with minor ailments 

- reduced compensation and litigation 
costs 

- possible reductions in A&E attendances, 
emergency admissions, re-admissions 
and time spent in hospital 

- reduced wastage of prescribed 
medicines (which currently costs the 
NHS over £1 billion annually).137 

5  The business case for investing in consumer 
health information 
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 The relative cost of different health services 
(to the taxpayer)138 

Nil Self-care 

46p Accessing NHS Choices 

£16 Calling NHS Direct 

£32 Stepping into a GP surgery 

£111 Stepping into A&E 

£455 Calling an ambulance 

Ending the ‘silent misdiagnosis’ could save 
the NHS billions of pounds 

 Correctly diagnosing patients’ preferences 
could save billions of pounds because well-
informed patients choose fewer treatments, 
including less major surgery. 

 Involving people in decisions about their 
healthcare – ensuring that they only get 
treatment that they need and the care that 
they want – helps to reduce unwarranted 
variations in treatment. 

Making greater use of e-communication 
channels could deliver very substantial 
capacity savings in primary care 

 Although it is not possible to quantify the 
effects at a local level, the scale of the 
potential capacity savings in relation to GP 
consultations for minor ailments is 
considerable. One analysis suggests that if 
10% of GP attendances for minor ailments 
could be avoided through online self-care 
advice, savings could be around £830m; if a 
similar proportion were transferred to 
NHS111, the cost could be around £570m 
less.139 

 The potential for such channel shift, 
especially among younger, healthier people 
should not be under-estimated. A recent 
survey of NHS Choices users found that one 
third of respondents said that using the site 
decreased their number of GP visits.140 

 

 

Increasing the self-management of long-
term conditions can yield significant 
returns on investment 

 It is in the self-management of long-term 
conditions that the greatest pressure on 
health resources arises and, consequently, 
where there is the greatest scope for 
reducing costs. As highlighted in the 
previous section, the weight of research 
evidence points to the need for multi-
faceted information and education 
strategies to increase patients’ 
understanding, motivation, skills and 
confidence to assume more responsibility 
for maintaining their own health. 

 The chronically ill already account for two-
thirds of overall health costs, including 
around 80% of GP consultations and 60% of 
hospital bed days.141 With their numbers 
projected to rise by more than 50% over the 
next 20 years142, the need for investing 
more resources in enabling and supporting 
self-management could not be more 
urgent. According to the Wanless report, 
every £100 spent on promoting the full 
engagement of patients in their own 
healthcare should generate a 50% return on 
investment.143 

 Evidence of the clear economic benefits of 
investing in community-based self-
management education comes from the 
Expert Patients Programme (EPP). Research 
into the impacts of the EPP on 1,000 people 
who had participated in the programme 
during the previous two years found, for 
example, that 50% of participants reported 
having subsequently made less GP visits, 
while 35% reported having reduced their 
medications. Overall, for an investment cost 
of £400 per attendee, the research 
estimated an average net saving of £1,800 
per chronically ill patient per year.144 
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 It is also clear from the research that 
attending a lay-led, self-management 
education course can trigger a cycle of 
positive re-enforcement that produces 
long-term changes in behaviour and 
confidence and reverses previous cycles of 
dependency and helplessness. In addition 
to the key economic benefits of reduced 
service demands/costs, the EPP was also 
found to generate a broader social return 
on investment – the key universal benefits 
being:  

- improved and new relationships with 
family and friends 

- increased engagement in volunteering 

- positive employment-related 
outcomes.145 

Actively engaged patients incur lower costs 

 An additional incentive for investing more 
resources in promoting patient 
engagement comes from research evidence 
from the United States which shows that 
more ‘activated’ participants in treatment 
decisions and self-management incur lower 
costs. This was true overall and for different 
long-term conditions. Patients with the 
lowest activation levels had 21% higher 
costs than those with the highest levels.146 
Less engaged patients are around twice as 
likely to be readmitted to hospital within 30 
days of discharge, and to experience a 
medical error, than the more engaged.147   

Increasing active participation among 
patients with low health literacy will 
generate the greatest returns 

 In the UK, patients with low health literacy 
have poorer health status and incur higher 
health costs than other patients. They are 
less engaged in their health, less likely to 
adhere to treatment and self-care plans, less 
able to participate in decision-making and 
less able to maintain their own health. 
However, improving engagement among 
patients with low health literacy would not 
only deliver much greater savings than for 
any other group, it would also assist in 
reducing health inequalities. 
 

 There is evidence that patient engagement 
can be increased among those with low 
levels of involvement, and that ‘patient 
activation scores’ could be used to target 
information and education initiatives where 
the benefits and return would be 
greatest.148 

Current payment schemes provide little 
incentive to enhance patient experience, 
including through improved information 
and support 

 Patients want more information about their 
health and treatment options and, as 
already noted several times, meeting this 
demand increases satisfaction and 
contributes to patients enjoying a more 
positive experience of care. Although 
current payment schemes provide very little 
financial incentive for health providers to 
improve patient experience, such 
considerations will take on far greater 
importance in the reformed health service. 

There are clear links between patient 
experience, quality and financial health 

 In the United States, there is evidence of a 
positive association between excellent 
patient experience and the market 
performance and financial health of 
providers.149 Similarly, there is also 
increasing evidence of a positive association 
between quality and financial 
performance.150  

Positive patient experience and feedback 
will attract customers and reassure 
commissioners 

 With the introduction of greater 
competition, choice and transparency into 
the UK health system, health providers will 
need to become much more concerned for 
their reputation. With greater 
encouragement and the increased 
willingness of people to comment on and 
rate their experiences of healthcare online, 
providers are now likely to focus far more 
sharply on improving their patients’ 
experience. 
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 From a business perspective, this is both a 
major risk-management issue and a 
significant opportunity. Good feedback 
from consumers is an excellent marketing 
tool but any shortcomings in any aspect of 
the quality of care provided – but 
particularly in patient experience – may lose 
a provider custom and also damage its 
standing with local commissioners.151 
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Providing consumers with high quality and 
accessible health information not only 
enhances patient experience, it also helps to 
facilitate greater patient engagement in 
healthcare. 

This section summarises the key benefits to 
service utilisation and health costs that are 
associated with increasing patients’ active 
engagement in their healthcare. Detailed 
references to supporting research evidence are 
given in a table at the end of the section. 

More appropriate screening rates 

 Targeted health information, reminder 
letters and decision aids can help to 
increase or reduce the uptake of screening 
tests, as appropriate.  

Reductions in major surgery 

 People are sufficiently well-informed and 
motivated to get involved in decision-
making are often more risk averse than 
clinicians and less likely to choose major 
surgery. 

Reduced variation in procedures 

 By ensuring that patients only get the care 
they want and need, shared decision-
making assists in reducing unwarranted 
variation in clinical practice and procedures 
of limited clinical value. 

Reduced demand for primary care 

 Patients who assume more active 
responsibility for managing and maintaining 
their health help to reduce the demand for 
GP consultations. 

More appropriate use of services 

 Better adherence to treatment and 
medication regimens helps to reduce A&E 
attendances and unplanned hospital 
admissions which are both costly and 
disruptive to elective care. Increased self-
management and self-care will alter the 
pattern of resource use. 

Reduced medical errors, malpractice claims 
and litigation costs 

 Poor doctor-patient communications and 
poor survey results for patient experience 
are associated with higher complaints and 
litigation costs. Issues relating to informed 
consent are less likely to arise among 
patients who are more engaged in their 
healthcare, or when clinicians have checked 
that their patients fully comprehend the 
proposed treatment and any associated 
risks. 

Fewer hospital admissions 

 Emergency admissions among people with 
long-term conditions that could be 
effectively managed in primary care cost the 
NHS £1.4bn annually. Self-management 
education and structured discharge 
planning can reduce unplanned 
hospitalisations, readmissions and 
subsequent length of stay. 

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

6  Patient engagement, service utilisation 
and health costs 
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Key benefits Detailed evidence Source
More appropriate 
screening rates

Invitation letters were most effective in improving screening 
rates for cervical cancer

Forbes et al, 
2002152 

Information that is tailored to specific risk groups generally 
increases the uptake of screening, however it is presented

Edwards et al, 
2013153

The use of a decision aid results in significantly fewer men 
deciding to be screened for prostate cancer

Whelan et al, 
2002154

Decision aids reduced the number of men having a PSA test 
after one year

Evans et al, 
2005155 

The use of more detailed decision aids reduced the number of 
women choosing menopausal hormones

Stacey et al, 
2011156 

Reductions in major 
surgery

Patients involved in decision making are less likely to choose 
major surgery

Stacey et al, 
2008157

The use of decision aids reduces the number of patients electing 
for major surgery, without any adverse effect on health outcomes

Stacey et al, 
2011158

Reduced demand 
for primary care

The use of NHS Choices results in reduced demand for primary 
care, especially among younger, healthier users – leading to 
estimated annual capacity savings of £94m pa

Murray et al, 
2011159

The use of digital TV may reduce the number of GP visits Nicholas et al, 
2002160

More appropriate 
service use

Short video clips about living with advanced dementia can 
help older people to decide whether to opt for life-prolonging 
treatment or comfort care only 

Volandes et 
al, 2011161 

Reduced medical 
errors, malpractice 
claims and litigation

Patient experience is positively associated with lower risk of 
malpractice claims in primary care

Browne et al, 
2010162 

Better communication with patients reduces litigation costs Eastaugh, 
2004163

Honest disclosure of medical errors has been found to increase 
patient satisfaction and trust, and to reduce the likelihood of 
litigation

Mazor et al, 
2004164

Reduced medical 
errors, malpractice 
claims and litigation

Some evidence than an emphasis on improved communication, 
patient engagement and family involvement can reduce 
adverse events and malpractice claims

Charmel & 
Frampton, 
2008165

Fewer hospital 
admissions

Some evidence that giving patients verbal plus written 
information at discharge can reduce the rate of return visits to 
hospital

Johnson et al, 
2003166

Personalised information booklets improved self-management 
and reduced hospital admissions for patients with asthma

Osman et al, 
1994167

A mailed health promotion programme with individualised 
education letters reduced the amount of time spent in hospital 
by patients with Parkinson’s disease

Montgomery 
et al, 1994168

A patient-centred approach combined with guidebooks and self-
written management plans resulted in fewer hospital admissions 
among patients with ulcerative colitis and Crohn’s disease 

Kennedy & 
Robinson et 
al, 2003169

Structured, individualised discharge planning is effective in 
reducing unplanned re-admissions

Shepperd et 
al, 2010170
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Providing consumers with high quality and 
accessible health information helps to enhance 
patients’ experience of care.  Understanding 
and acting to improve patients’ experiences of 
care is core business for the NHS and an 
important motivator for staff. It forms part of 
the statutory duty of quality for board 
members – both a ‘must do’ and the right 
thing to do.171  
This section summarises the key benefits to 
health processes that are associated with 
enhancing patient experience. Detailed 
references to supporting research evidence are 
presented in a table at the end of the section. 

Improved knowledge, understanding and 
recall 

 This is the most fundamental reason for 
providing consumer health information and 
support. Patients are unable to act to help 
maintain or improve their health unless they 
understand and can remember important 
information about their condition.  

Increased shared decision-making 

 Ensuring patients are well-informed is a pre-
requisite for them becoming more actively 
involved in their healthcare and their ability 
to participate in shared decision-making. 

Greater self-management and self-care 

 Patient information, education and support 
can give people the knowledge, skills and 
confidence they require to take on greater 
personal responsibility for managing and 
maintaining their own health. 

More realistic expectations about potential 
health outcomes 

 Providing full and balanced information to 
patients about the potential benefits and 
risks of different procedures helps to 
engender more realistic expectations about 
the likely outcomes of treatment. This can 
also help to increase satisfaction.  

	
  

	
  

	
  

Improved confidence in the doctor-patient 
relationship 

 Access to good quality health information 
empowers patients and can improve their 
confidence in care and in their relationships 
with health professionals 

Improved psychological wellbeing 

 Increased knowledge and feeling well-
informed can help to reduce patients’ fear 
and anxiety levels (which can delay healing) 
and increase feelings of being in control. 

Reduced stress and improved relationships 

 Serious diseases can place enormous 
pressure on relationships, while financial 
worries can affect people’s ability to cope 
with their illness. Information and support 
that also addresses these broader issues can 
help to reduce stress, improve relationships 
and aid recovery.  

Better quality of life 

 Information provision can make a significant 
difference to patients’ overall wellbeing by 
helping to improve their physical and 
mental health and their ability to look after 
themselves. 

Increased patient engagement  

 Improving patients’ knowledge and 
understanding and their experience of care 
supports their becoming more actively 
engaged in maintaining their health. Well-
informed patients are better equipped and 
prepared with questions to make the most 
of consultations with health professionals. 

Increased patient satisfaction 

 Improving communications and providing 
high quality accessible information helps to 
increase patient satisfaction with care, while 
lack of information can lead to 
misconceptions, anxiety and fear. Feeling 
well-informed correlates strongly with 
patients’ overall rating of their experience. 

7  Enhancing patient experience 
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Key benefits Detailed evidence Source

Improved 
knowledge, 
understanding and 
recall

Written information (as an adjunct to professional 
consultation and advice) improves health knowledge and 
recall – especially when it is personalised to the individual

McPherson 
et al, 2001172 

Patients offered personalised materials are more likely to use 
them, find them relevant, show them to others and feel that 
they have learnt something new

Jones et al, 
2006173

Combination of verbal and written information has greater 
impact on knowledge outcomes and satisfaction than verbal 
information alone. It is more than just a ‘nice thing to do’.

Johnson et 
al, 2003174 

Decision aids perform better than ‘usual care’ interventions by 
increasing people’s knowledge

Stacey et al, 
2011175

Users felt better informed about their health condition after 
using a DiTV service. They also obtained information on 
conditions they would not ask their GP about.

Nicholas et 
al, 2002176

Users of health websites report better understanding of 
health problems, and gain access to information not provided 
by their GP

Nicholas et 
al, 2004177

Improved 
knowledge, 
understanding and 
recall

Audiotapes of consultations have a small but significant effect 
on patient knowledge and satisfaction. Summary letters can 
also be effective but patients prefer audiotapes.

Gaston & 
Mitchell, 
2005178

Audiotapes or written summaries of (key points in) 
consultations improved recall and satisfaction with 
information received.

Scott et al, 
2003179

Increased shared 
decision-making

Decision aids improve patients’ perception of risk, increase 
their involvement in decision-making, lower decisional 
conflict and reduce the proportions of people remaining 
undecided

Stacey et al, 
2011180

Greater self-
management and 
self-care

Personalised information booklets increase patient’s 
confidence to self-care

Little et al, 
2001181

Internet information can have positive effects on self-efficacy 
and task behaviour

Eysenbach, 
2003182

Access to information in alternative formats can have 
beneficial impacts on self-efficacy and health behaviour

Bessell et al, 
2002183

Self-management education for arthritis patients increased 
self-efficacy, enhanced control, helped to reduce symptoms 
of pain and fatigue, and improved psychological wellbeing

Barlow et al, 
1998184
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Key benefits Detailed evidence Source

More realistic 
patient 
expectations

Interventions designed to assist decision-making can improve 
knowledge, increase patient involvement, and help patients 
to develop more realistic expectations of the potential 
benefits and harms of different procedures and treatments

O’Connor et 
al, 2003185

Failure to provide full and balanced information about 
the risks and uncertainties of procedures can give rise to 
unrealistic expectations and lead to costly legal action

Coulter, 
2002186

Improved 
confidence in the 
doctor-patient 
relationship

Internet information empowers patients to make health-
related decisions and improves confidence in the doctor-
patient encounter

Eysenbach, 
2003187

Decision aids can have a positive effect on patient-
practitioner communication

Stacey et al, 
2011188

Improved 
psychological 
wellbeing

Cancer patients who are well-informed are better able to 
understand and participate in their care plan, experience less 
anxiety, and are more likely to cope with their illness

Manning 
& Dickens, 
2006189

Information provision led to enhanced control and decreased 
anxiety

Ream & 
Richardson, 
1996190

Some evidence that patients’ sense of control can be 
improved and their anxiety levels reduced by pre-operative 
information and education

McDonald et 
al, 2004191

Some evidence that written information can reduce anxiety 
levels for patients with advanced cancer

Gaston & 
Mitchell, 
2005192

Provision of technical information can reduced fear and 
uncertainty, and potential harmful self-management

Couldridge 
et al, 2001193

Patient decision aids can reduce decisional conflict around 
choices without increasing anxiety levels

Garrud et al, 
2001194

Reduced stress 
and improved 
relationships

Take home information materials can be shared with friends 
and family at home, thereby increasing levels of practical and 
emotional support

Gaston & 
Mitchell, 
2005195

Combined information and education may improve family 
functioning

Forster et al, 
2012196

Better quality of life With the right information and support, patients are better 
equipped to look after themselves and their quality of life is 
much improved

Jones et al, 
2006197

Cancer survivors who received sufficient information reported 
a better quality of life

Husson et al, 
2011198

From a psychological point of view, there is evidence that 
information and understanding is related to wellbeing, quality 
of life, coping, control and self-efficacy

Couldridge 
et al, 2001199

Radiation therapy patients most frequently perceived that 
better information and communication, including for family 
and friends, would have improved their wellbeing

Mackezie et 
al, 2013200
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Key benefits Detailed evidence Source

Increased patient 
engagement

Internet information can empower people to make health-
related decisions and improves confidence in the doctor-
patient encounter

Eysenbach, 
2003201

Increased patient 
engagement

Interactive web-based interventions have a beneficial impact 
on empowerment for patients with chronic conditions

Kuijpers et al, 
2013202 

Increased patient 
satisfaction

Patients value good inter-personal communications with 
health service personnel

Leatherman 
and 
Sutherland, 
2007203

Reinforcing verbal communication with written information 
at discharge increases satisfaction

Johnson et 
al, 2003204

Providing access to information in alternative formats has 
demonstrated high user satisfaction

Nguyen et al, 
2004205

Audio recordings of health information were consistently 
reported to increase patient satisfaction (and have positive 
impacts on self-care measures)

Santo et al, 
2005206

Audio recordings of consultations have a small but significant 
effect on patient knowledge and satisfaction

Gaston & 
Mitchell, 
2005207
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By enhancing patient experience and 
facilitating greater patient engagement in 
healthcare, high quality and accessible health 
information also helps to improve patients’ 
health behaviour and status. 
This section summarises the key benefits to 
health behaviour and status that may be 
associated with increasing patients’ active 
involvement in healthcare. Detailed references 
to supporting research evidence are given in a 
table at the end of the section.  

Reduced health inequalities 

 Patients from ethnic minorities, deprived 
areas or with only a basic education are 
most likely to have low health literacy, low 
levels of engagement, poorer health, and an 
increased risk of hospitalisation. Successful 
initiatives to increase active participation in 
their own healthcare among patients with 
low health literacy will improve health 
behaviours and help reduce inequalities. 

Increased self-care for minor ailments 

 It is estimated that the total cost of GP 
consultations and associated prescriptions 
for minor ailments (like coughs, colds, sore 
throats and indigestion) is £2bn. Increased 
self-care for such minor ailments would 
generate substantial capacity savings and 
allow GPs to spend more time assisting 
patients with more complex health needs.  

Increased self-management of long-term 
conditions 

 Even though the great majority of care for 
long-term conditions is undertaken by 
patients themselves and their families, care 
for the chronically ill accounts for £2 out of 
£3 spent in the NHS. Increasing self-
management is therefore a key objective of 
UK health policy, with evidence also 
suggesting that it can improve people’s 
quality of life as well as their health 
outcomes and service use. 

 

Improved adherence to treatment and 
medications 

 Improving adherence to treatment and 
medications is crucial to achieving better 
health outcomes, especially for those with 
the poorest health. Information and self-
management education programmes 
provide important support for this. Poor 
understanding of doctors’ instructions and 
concerns over side-effects cost the NHS 
about £500m pa, with this problem being 
greatest among ethnic minorities and 
deprived communities 

Increased patient safety  

 Well-informed and actively involved 
patients are in a much better position to 
give or withhold their informed consent to 
any treatment or procedure, and to protect 
their own personal safety. Patients with low 
health literacy are more at risk unless 
deliberate measures are taken to ensure 
adequate comprehension of treatment 
options and regimes.  

Protection against harmful treatments 

 Active, well-informed patients are less likely 
to seek out potentially dangerous 
alternative therapies. 

8  Patient engagement, health behaviour 
and status 
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Key benefits Detailed evidence Source

Reduced health 
inequalities

The health benefits can be greater for disadvantaged groups 
when access barriers are overcome because they have most 
to gain from health information and education

Gustafson et 
al, 2002208

Increased self-care 
for minor ailments

Access to alternative format information and education 
resources can have beneficial impacts on self-efficacy and 
health behaviour

Bessell et al, 
2002209

Increased self-
management 
of long-term 
conditions

Audio recordings of consultations were consistently reported 
to have positive impacts on self-care measures

Santo et al, 
2005210

Participants in self-management education experienced small 
to moderate positive effects on their health

Warsi et al, 
2004211

Adherence to 
treatment and 
medications

Patient experience is positively associated with better 
adherence to treatment and improved health outcomes

Browne et al, 
2010212

Pre-operative information and education for orthopaedic 
patients can improve knowledge and performance of 
exercises

Johansson et 
al, 2005213

Older people with diabetes who had attended self-
management education were more likely to self-monitor 
blood glucose levels, take appropriate medications and go for 
regular eye tests

Millar et al, 
2010214

Short-term adherence to medication can be improved by 
written information, personal phone calls and counselling

Haynes et al, 
2008215

A combination of strategies incorporating information, 
reminders and patient reinforcement are likely to be more 
effective in improving adherence to medication

Schedlbauer 
et al, 2010216

Increased patient 
safety

Providing detailed information about medicines, and 
especially easier to read materials, can lead to significant 
improvements in medical errors

Ioannidis & 
Lau, 2001217

Increased patient 
safety

Involving patients in hospital in decisions about their 
healthcare can help to improve patient safety, as well as their 
experience of care

Weingart et 
al, 2011218

Well-informed patients may be better equipped to guard 
against medical error – thus enhancing their own safety

Benjamin, 
2003219
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It is important to be aware of the context for 
health information provision or information-
seeking behaviour. It may be best understood 
as part of a broader process of communication 
with health professionals to supplement their 
clinical judgment and advice. Based on an 
overview of the evidence, this section 
highlights some key messages about the most 
effective ways of enhancing the impacts of 
consumer health information. 

One size does not fit all and no one method 
suits everyone – personalisation increases 
impact 

 There a wide variety of ways that consumer 
health information can be made available 
through print and electronic media. Patients 
also vary widely in their individual 
characteristics, circumstances, preferences 
and beliefs, so no one method of providing 
information could ever suit everyone or be 
equally effective in different situations. 
Consumer health information has the 
greatest effects when it is tailored to reflect 
an individual’s particular needs and 
circumstances.220 

Quality is paramount 

 It is obvious that for consumer health 
information to have any beneficial impact, 
however it is provided, it needs to conform 
with the highest quality standards – for 
example, in accordance with the PiF 
guidelines detailed earlier in this report or 
the new Information Standard. 

Information must be converted into 
knowledge and understanding 

 Information by itself carries little benefit. To 
make a difference and have any effect on 
behaviour, it must be first translated into 
knowledge and understanding. How well 
information is communicated to patients is 
therefore critical to realising this added 
value. 
 

Written information aids recall and 
understanding 

 Research evidence suggests that 
supplementing verbal communication with 
some form of written information is not just 
‘a nice thing to do’ but is most effective in 
improving patients’ knowledge, 
understanding and recall, as well as their 
satisfaction with information received.221  

Information needs change over time 

 When it comes to consumer health 
information, one size very clearly does not 
fit all. Just as information preferences may 
vary substantially between people, so too 
can any one person’s requirements for 
information change over time. A key task for 
health professionals therefore lies in 
assessing and addressing their patients’ 
varied requirements for health information. 
This will help ensure that patients have 
access to the right amount of quality health 
information, at the right time, at all stages of 
their ‘patient journey’. 

 An exemplar of a ‘perfect information 
journey’ created by the Patient Information 
Forum was included in the NHS Future 
Forum’s recent report setting out 
recommendations and advice to 
Government on its new information 
strategy.222  

Simpler materials, visual aids and 
alternative formats are needed to address 
health literacy 

 To respond to and help address the 
problems of low health literacy, a range of 
accessible health information materials is 
required – suitable for people with different 
levels of functional health literacy. 
Presentation is also important – health 
information should be inviting and 
encourage people to apply it in practice. 
Visual aids and simple diagrams can also 
help improve accessibility, and sometimes it 
may be necessary to simplify written 
instructions.223 

 

9  Providing health information - what works 

 



Patient Information Forum: Making the Case for Information   66 

 For many people, and particularly those 
with low health literacy, presenting health 
information in alternative formats may also 
aid understanding. There is clear research 
evidence that interactive websites, short 
video clips, audio recordings of 
consultations and other multimedia 
interventions can be effective in increasing 
knowledge, satisfaction and patients’ ability 
to make informed decisions.224, 225 

 One good example of the benefits of 
utilising alternative formats is provided by a 
free, multilingual audiovisual resource that 
was created by the Roy Castle Lung Cancer 
Foundation. Lung cancer patients who 
viewed the DVD reported dramatic 
improvements in every outcome measured, 
including: their understanding of the role of 
the multidisciplinary team, their optimism 
about diagnosis, and their understanding 
and acceptance of the proposed treatment 
plan. 226 

Web-based solutions are not the only 
answer – people need paper and other 
formats too 

 Despite strong evidence of the many 
advantages offered by electronic 
communications, it is important not to 
become over-reliant on web-based 
solutions to the health information 
challenge. Printed information may still be 
the preferred medium for some, including 
many of the e-literate, and there is a 
continuing digital divide in the UK – with 
over one quarter of adults and households 
not having internet access.227  Even among 
those with access, a lot of consumers will 
continue to need guidance to identify the 
most useful and reliable internet resources 
and, possibly, closer support to make 
effective use of the information they access. 

 The continuing importance of printed 
resources is further highlighted by a recent 
evaluation by Macmillan Cancer Support of 
their own information materials. This found, 
across all age groups, that the self-assessed 
outcome scores were significantly higher for 
patients who read the information in 
booklets than they were for those who 
accessed the same information online. 228 

Patients need specialist support to help 
them access, understand and act upon 
reliable health information 

The vast amount of health information on the 
internet and its variable quality also means that 
it can be overwhelming, confusing and, at 
worst, potentially harmful. This underlines the 
potential value to patients of expert assistance 
from health information specialists, as well as 
from clinicians, nurses and other healthcare 
staff who are able to take on an ‘infomediary’ 
role as part of a more collaborative, 
partnership-based approach to care.229 

Information alone will only have a limited 
effect 

 It is important to be realistic about how 
much difference information the passive 
provision of information alone can make. 
Providing accessible information can help 
to improve people’s health literacy, 
including their ability to navigate the 
complex health system and access relevant 
services. As well as improving knowledge, 
understanding and recall, better health 
information also helps to improve patients’ 
experience of care and their satisfaction 
with services – but, to be truly effective, it 
needs to be provided in a context of more 
active encouragement, education and 
support. 230 

Significant behaviour change will only be 
achieved by information plus more active 
educational support 

 Being well-informed is an essential pre-
requisite for patient engagement but, 
generally, is not sufficient by itself. People 
also need to be motivated to become more 
actively involved in decisions about their 
healthcare and to assume greater personal 
responsibility for maintaining their own 
health. Greater self-efficacy and confidence 
is also required for patients to take on the 
mantle of increased self-care for minor 
ailments and, for those with long-term 
conditions, increased self-management. 231 
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 Information provision alone is unlikely to be 
sufficient to motivate the behaviour change 
needed to make a significant difference to 
health outcomes. 232 A more effective 
approach could be characterised as 
‘information plus’. This would see 
information being supplied or accessed in 
the context of more active educational 
support with an emphasis on encouraging 
behaviour change. Such support might be 
provided, for example, through prescribing 
a decision aid, individual coaching support, 
or by referring patients to some form of self-
management education programme. 
Evidence suggests that multifaceted 
information and education strategies that 
focus on self-efficacy and behaviour change 
are likely, with regular refreshers, to be more 
effective in motivating and sustaining 
patient’s active engagement in their 
healthcare and treatment. 233 
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PiF wants everyone to be able to access 
relevant, high-quality information and support 
to help them understand their care and make 
confident, informed decisions about their 
health and wellbeing. 

To do this, information needs to be planned, 
developed and disseminated well; it needs to 
be embedded within care pathways and 
become an integral part of consultations 
between patients and their health and social 
care professionals; it must be supported in its 
delivery by people who are properly trained to 
source and give information based on accurate 
assessments of health literacy; its impact must 
be properly evaluated.  

More specifically: 

 Information is an intervention that impacts 
health & wellbeing and it contributes to all 
three aspects of quality: clinical 
effectiveness, safety and patient experience.  

 Information must adhere to quality 
standards. It should be user tested, co-
designed and co-produced where possible. 
Information must also be designed to meet 
different levels of health literacy.  

 Information production is a highly skilled 
activity and those who do it need an 
infrastructure and learning and 
development opportunities. 

 Information provision must be integrated 
into health & care delivery.  Healthcare 
providers should have a Board Director 
responsible for the provision and 
monitoring of information and support for 
people, with dedicated personnel and 
resources to deliver it. 

 Health and care professionals should offer 
information as part of a shared decision 
making process. The most helpful 
information and support is personalised to 
the person receiving it: one size does not fit 
all. 

 

 

 

 The impact of information provision must 
be measured. The information given to an 
individual should be recorded in their care 
record. It is not enough to measure the 
volume of information provided: behaviour 
change and financial impact should be 
measured too. 

10  The Patient Information Forum’s view 
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PiF believes that the provision of high quality 
health information and support is one of the 
most important aspects of an effective, ethical 
and empowering healthcare service.  The 
better the quality, the more useful, relevant and 
accessible the information is, and the more 
effective it will be in encouraging self care, 
effective long-term condition management, 
and healthy lifestyle choices. 

Although there isn’t one set of golden rules 
that can be applied to every resource and 
development process there are some key 
factors on which consensus has been reached. 
The main ones are that information should be: 

 evidence based, accurate and reliable – 
factually correct and consistent, produced 
by an individual or organisation with 
appropriate qualifications  

 comprehensive – covers all aspects of the 
condition, service, etc 

 balanced and non-judgmental – not 
favouring any particular option(s) 

 peer reviewed - by relevant health and 
other professionals and by patients and the 
public, a robust review process 

 current – up to date with stated publication 
and review dates 

 clear – understandable and straightforward, 
developed with a specific audience in mind   

 relevant – targeted to its audience and users 
are involved in development and 
production  

 accessible – a range of formats, effectively 
disseminated, pitched at the right level(s) 

 readable – easy to read, informal, active 

 transparent – in terms of authorship and 
sponsorship  

 complementary – supports the decision 
making process and the health 
professionals/patient relationship  

 delivered, supported and evaluated by 
health, care and other professionals. 

 

11  Quality standards 
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This report has presented a wealth of 
compelling evidence in support of health 
organisations investing more resources in 
ensuring that quality health information and 
the support to use it effectively is available for 
everyone. Yet, as major reforms of the health 
service come into effect and despite repeated 
policy commitments, health information is still 
far from being properly established as a key 
service in its own right.	
  
Nationally, the ‘information revolution’ is largely 
focused on providing shared access to patient 
records, increasing online transactions, and 
promoting greater data transparency to 
enhance accountability and help drive patient 
choice (of provider). By the end of 2013, the 
new national online portal (to ‘replace’ NHS 
Choices) should be up and running, bringing 
together quality-assured information on health 
and social care. 

Patients, however, will need far more 
information and support than will be available 
through these national initiatives if they are to 
take on more responsibility for managing their 
own health and become fully involved in key 
decisions about their healthcare. There is an 
urgent requirement, therefore, to transform the 
current patchwork of poorly supported and 
largely uncoordinated information provision 
into coherent, properly planned and 
adequately resourced local services capable of 
making a crucial contribution to maintaining 
and improving the quality of patient-centred 
care in the face of unprecedented demand and 
financial pressures. 

Consequently, future research and learning 
should focus on identifying and evaluating the 
detailed characteristics of quality information 
services. Providing quality information and 
support will be a new area for many 
organisations and very little guidance and few 
tools currently exist which would help them 
address this challenge with any confidence of 
success.234  

 

 

Such future work may wish to look at a broader 
definition of ‘consumer health information’ – 
taking in, for example, any additional needs 
arising from providing patients with online 
access to their own health records and the 
increasing amounts of data that will be made 
available to enhance provider choice. It should 
also have a clearer focus on assessing the costs 
and benefits of health information and 
education initiatives to assist with making an 
even stronger economic and business case. In 
particular, it may be helpful to focus on: 

 identifying successful information and 
support strategies for improving health 
literacy and patient engagement – 
especially among those with low measures 
of patient activation 

 the benefits of continuing to provide health 
information in a variety of formats and 
through a range of channels including 
direct, face-to-face support for those who 
need it 

 the roles and status of specialist information 
staff in: 

- producing and disseminating health 
information 

- supporting the information activities of 
other healthcare professionals 

- liaising with other organisations, 
including the voluntary sector, to 
increase the quality and range of 
available services and reduce any 
unnecessary duplication or wasted effort 

- providing direct support to individual 
patients to help them access and make 
effective use of health information and 
support most relevant to their situation 

- successful approaches to overcoming 
any organisational, professional and/or 
cultural barriers to establishing well-
managed, properly resourced 
information services, and to achieving 
high-level support. 

12  Recommendations for further work 
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Future work should also consider the 
requirements of new clinical commissioning 
groups for guidance and advice on how best to 
secure the provision of quality health 
information and support locally. This might 
explore how commissioning can ensure how 
appropriate health information and support is 
built into care pathways – especially at key 
decision points. Another possibility would be 
to consider how a requirement to meet certain 
quality standards for health information and 
support – perhaps linked to the NICE measures 
for patient experience235 – could be built into 
local contract and payment processes. Finally, 
CCGs will also need to consider the pivotal 
roles that primary care, carers and the voluntary 
sector can play as providers of health 
information, guidance, support and 
advocacy.236 
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This appendix lists a selection of the main 
levers which can be used by anyone 
seeking to make the case for the provision 
of high quality consumer health 
information. It is not an exhaustive list and 
policy and legal requirements change over 
time. Web references are given where 
appropriate and it is important to check for 
relevant updates. 

We are very grateful to PiF members Greta 
Hughson (NAM), Rachel Iredale (Tenovus) and 
Leona O’Reilly (NDR-UK) for their help in 
drawing up this list. 

Moral and ethical levers 

 The Report of the Mid Staffordshire 
Foundation Trust Public Inquiry (the ‘Francis 
Inquiry’), 2013 

 Guidance on informed consent from the 
Department of Health (2009) 

Policy and legislative levers 

 The NHS Constitution (England) 

 2010 White Paper Equity and Excellence: 
Liberating the NHS (England) 

 Quality 2020 (Northern Ireland) 

 Together For Health (Wales) 

 20:20 Vision for Healthcare (Scotland) 

 Health and Social Care (Reform) Act 
(Northern Ireland) 2009 

 The Patient Rights (Scotland) Act 2011 

 The Health and Social Care Act 2012 
(England) 

 The NHS Mandate and Outcomes 
Framework (England) 

 Care Quality Commission (CQC) Guidance 
about compliance (England) 

 NHS Litigation Authority (NHSLA) Risk 
Management Standards 2012-13 

	
  

	
  

	
  

Service priorities 

 The Power of Information, 2012 (England) 

 Together for Health Public Information 
Delivery Plan, 2012 (Wales) 

 Everyone counts: Planning for Patients 
2013/14 (England) 

 The Healthcare Quality Strategy for NHS 
Scotland, 2010 

 Achieving excellence - The quality delivery 
plan for the NHS in Wales 2012 – 2016 

 National Institute of Health and Clinical 
Excellence (NICE) Guidelines 

 Information Standard (England) 

 The National Service Framework for Long-
term Conditions, 2005 (England) 

 Designed to Improve the Management of 
Chronic Conditions in Wales, 2007 

Financial levers 

 Quality and Outcomes Framework (QOF) 

 Commissioning for Quality and Innovation 
(CQUIN) Framework (England) 

 Quality, Innovation, Productivity and 
Prevention (QIPP) (England) 

Appendix Main levers to support the Case for 
Information 
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Moral and ethical levers 
 
The Francis Inquiry 

The Report of the Mid Staffordshire Foundation 
Trust Public Inquiry (the ‘Francis Inquiry’) in 
2013 heard specific problems about 
communication including lack of information 
about patients’ care or condition, lack of 
involvement in decisions, reluctance to give 
information or the provision of wrong 
information. The main thrust of the 290 
recommendations of the Inquiry was to create 
a common, patient-centred culture across the 
NHS. The conclusions of the Inquiry included 
the observation that: 

The provision of the right information to 
patients and their families at the right time is 
vital. This requires staff to possess it, and pass it 
on to colleagues to ensure continuity and 
consistency. Information needs to be delivered 
with sensitivity and due regard for the patients 
as valued individuals. 

www.midstaffspublicinquiry.com  

 
Informed consent 

Consent is required from a patient regardless of 
the treatment, from blood test to organ 
donation. The principle of consent is an 
important part of medical ethics and the 
international human rights law. This principle 
reflects people’s right to determine what 
happens to their own bodies, and is a 
fundamental part of good practice. A 
healthcare professional (or other healthcare 
staff) who does not respect this principle may 
be liable both to legal action by the patient 
and to action by their professional body. 
Employing bodies may also be liable for the 
actions of their staff.  

For consent to be valid, it must be given 
voluntarily and freely, without pressure or 
undue influence being exerted on the person 
either to accept or refuse treatment. The 
consent must be given by an appropriately 
informed person who has the capacity to 
consent to the intervention in question. 

 

 

 
 

The Department of Health (2009) and 
professional bodies have produced 
comprehensive guidance about consent. 

The GMC provides guidance on the type of 
information that patients may need to know 
before making a decision, and recommends 
that doctors should do their best to find out 
about patients’ individual needs and priorities 
when providing information about treatment 
options. It advises that discussions should focus 
on the patient’s individual situation and risk to 
them and sets out the importance of providing 
the information about the procedure and 
associated risks in a balanced way and 
checking that patients have understood the 
information given. 

Compliance with the Human Rights Act is 
largely reflected in existing good ethical 
practice, but all health practitioners should be 
aware of the Human Rights Act and ensure that 
they act in compliance with it. The British 
Medical Association (BMA) has a handbook of 
ethics and law that gives advice on how the 
Human Rights Act relates to a range of relevant 
issues. 

Other relevant legislation relating to consent 
includes The Human Tissue Act 2004 and The 
Mental Capacity Act 2005. 

www.gov.uk/government/publications/referen
ce-guide-to-consent-for-examination-or-
treatment-second-edition  

	
  

	
  

 

http://www.gov.uk/government/publications/reference-guide-to-consent-for-examination-or-treatment-second-edition
http://www.midstaffspublicinquiry.com
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Policy and legislative levers 
 
The NHS Constitution 

The NHS Constitution, first published in 2009, 
includes a commitment to shared decision 
making as one of its seven overarching 
principles.  

There are also rights for patients, and pledges 
from the NHS, in the Constitution around 
information issues in the sections on respect, 
consent and confidentiality, informed choice, 
and involvement in your healthcare and in the 
NHS. 

The Constitution was strengthened and re-
issued in early 2013 to reflect feedback from 
consultation, advice from the NHS Future 
Forum, and the recommendations of the 
Francis Inquiry. The Constitution states that the 
overriding value should be that patients are put 
first, and everything done by the NHS and 
everyone associated with it should be informed by 
this ethos. 

A key pledge, in Section 3 of the Constitution, is 
that the NHS commits: 

to offer you easily accessible, reliable and 
relevant information in a form you can 
understand, and support to use it. This will 
enable you to participate fully in your own 
healthcare decisions and to support you in 
making choices. This will include information 
on the range and quality of clinical services 
where there is robust and accurate information 
available. 

www.gov.uk/government/publications/the-
nhs-constitution-for-england  

 
2010 White Paper – Equity and Excellence: 
Liberating the NHS 

The White Paper explicitly states: We will put 
patients at the heart of the NHS, through an 
information revolution and greater choice and 
control. 

It commits to shared decision-making 
becoming the norm – ‘no decision about me 
without me.’ 

 

 

 
The White Paper also says that: 

International evidence shows that involving 
patients in their care and treatment improves 
their health outcomes, boosts their satisfaction 
with services received, and increases not just 
their knowledge and understanding of their 
health status but also their adherence to a 
chosen treatment. It can also bring significant 
reductions in cost, as highlighted in the 
Wanless Report, and in evidence from various 
programmes to improve the management of 
long-term conditions… 

It goes on to state that: Information, combined 
with the right support, is the key to better care, 
better outcomes and reduced costs. 

www.gov.uk/government/publications/liberati
ng-the-nhs-white-paper  

 
Quality 2020 

This is the 10 year strategy for healthcare in 
Northern Ireland. It includes a requirement that 
all patients and clients are entitled to be treated 
with dignity and respect and should be fully 
involved in decisions affecting their treatment, 
care and support. It goes on to say that there is 
abundant evidence that such an approach 
delivers improved health and wellbeing… 

www.dhsspsni.gov.uk/quality_2020_-_a_10-
year_quality_strategy_for_health_and_ 
social_care_in_northern_ireland.pdf  

 
20:20 Vision for Healthcare 

In Scotland, the 2020 strategic narrative 
underpinning health policy focuses on 
prevention, anticipation and supported self-
management. It places the person at the centre 
of all decisions. It provides a context for the 
implementation of the associated Quality 
Strategy. 

www.scotland.gov.uk/Topics/Health/Policy/202
0-Vision  

 

http://www.gov.uk/government/publications/liberating-the-nhs-white-paper
http://www.scotland.gov.uk/Topics/Health/Policy/2020-Vision
http://www.dhsspsni.gov.uk/quality_2020_-_a_10-year_quality_strategy_for_health_and_social_care_in_northern_ireland.pdf
http://www.gov.uk/government/publications/the-nhs-constitution-for-england
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Together for Health 

Together for Health, published in 2011 by the 
Welsh Government, outlines a new, five-year 
vision for the NHS to 2016, based around 
community services and placing prevention, 
quality and transparency at the heart of 
healthcare. 

http://wales.gov.uk/topics/health/publications/
health/reports/together/?lang=en  

 
Health and Social Care (Reform) Act 
(Northern Ireland) 2009 

The HSC Reform Act introduced a new 
statutory Duty of Involvement for all the main 
health and social care bodies in Northern 
Ireland. This required them to involve people at 
a personal and public level in making decisions 
about service design and delivery.  

www.legislation.gov.uk/nia/2009/1/contents  

 
The Patient Rights (Scotland) Act 2011 

In Scotland, the Patient Rights (Scotland) Act 
2011 and the associated Charter of Patient 
Rights and Responsibilities 2012 aim to 
improve patients’ experiences of using health 
services and to support people to become 
more involved in their health and healthcare. 
The Act includes the right that the healthcare 
patients receive should consider their needs, 
consider what would be of optimum benefit to 
them, encourage them to take part in decisions 
about their health and wellbeing, and provide 
information and support for them to do so.  

www.legislation.gov.uk/asp/2011/5/contents  

www.scotland.gov.uk/Topics/Health/Policy/Pat
ients-Rights/Patients-Rights-Charter  

	
  

	
  

	
  

	
  

	
  

	
  

The Health and Social Care Act 2012 

The Health and Social Care Act 2012 
strengthens the legal foundation of the NHS 
Constitution and places new duties on the NHS 
Commissioning Board and clinical 
commissioning groups to promote it. Section 
23 creates a new duty on commissioners to 
promote the involvement of individuals, their 
carers and representatives in decisions about 
their own care and treatment.  

www.legislation.gov.uk/ukpga/2012/7/content
s/enacted  

 
The NHS Mandate and Outcomes 
Framework  

The NHS Mandate (published in November 
2012) is the first mandate between the 
government and NHS England and sets out the 
ambitions for the health service from April 2013 
to March 2015. It is essentially a more public-
facing version of the NHS Outcomes 
Framework 2013 to 2014 (also published in 
November 2012). 

This sets out the outcomes and indicators used 
to hold NHS England to account for 
improvements in health outcomes, as part of 
the Government’s mandate. 

Indicators are grouped around five domains, 
derived from the definition of high quality care 
first set out by Lord Darzi – clinical 
effectiveness, patient experience and patient 
safety. The second indicator on long-term 
conditions includes ensuring that people feel 
supported to manage their condition. 

www.gov.uk/government/uploads/system/upl
oads/attachment_data/file/127193/mandate.p
df.pdf  

www.gov.uk/government/publications/nhs-
outcomes-framework-2013-to-2014  

http://wales.gov.uk/topics/health/publications/health/reports/together/?lang=en
http://www.scotland.gov.uk/Topics/Health/Policy/Patients-Rights/Patients-Rights-Charter
http://www.gov.uk/government/uploads/system/uploads/attachements_data/file/127193/mandate.pdf.pdf
http://www.legislation.gov.uk/ukpga/2012/7/contents/enacted
http://www.legislation.gov.uk/nia/2009/1/contents
http://www.legislation.gov.uk/asp/2011/5/contents
http://www.gov.uk/government/publications/nhs-outcomes-framework-2013-to-2014
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Care Quality Commission (CQC) Guidance 
about compliance 

The CQC is the independent regulator of health 
and social care services in England. It checks 
that services meet the standards set by the 
government. 

Three of the sixteen essential standards 
checked by the CQC are of particular relevance 
to patient information. These are: 

 Outcome 1: Respecting and involving 
people who use services 

 Outcome 2: Consent to care and treatment 

 Outcome 9: Management of medicine 

The CQC has produced a guide for service 
providers, which summarises guidance on 
compliance. It includes a section on 
Involvement and information.  

www.cqc.org.uk/organisations-we-
regulate/registered-services/guidance-
meeting-standards  

 
NHS Litigation Authority (NHSLA) Risk 
Management Standards 2012-13 

The NHSLA sets out risk management 
standards, reviewed annually, against which 
healthcare services are assessed. Of the six 
standards, two relate to patient information. 

Standard 5 (Acute, community and non-NHS 
providers) includes a provision that providers 
must have an approved documented process for 
obtaining consent. The NHSLA’s Annual Report 
states that: Analysis of the NHSLA claims 
database shows a significant number of claims 
where consent is an issue. The majority of these 
are in relation to surgical procedures or 
treatments. A major factor is the apparent lack of 
adequate, clear information for patients, due to 
issues with verbal or written communication, or 
competence contributing to these failures. 

Standard 6 (Mental health & learning 
disability) includes a provision that 
organisations providing mental health and 
learning disability services must have an 
approved documented process for managing the 
risks associated with patient information. 

 

The rationale behind this standard is stated as: 

Communicating clear and accessible 
information to all groups of patients is crucial 
to facilitating choice and working in 
partnership to achieve the best outcome. 
Among the core principles for promoting choice 
is acknowledging that people have the right to 
choose their treatment, and that choice applies 
across the spectrum of care. 

www.nhsla.com/Safety/Standards/Pages/Hom
e.aspx  

http://www.nhsla.com/Safety/Standards/Pages/Home.aspx
http://www.cqc.org.uk/organisations-we-regulate/registered-services/guidance-meeting-standards
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Service priorities 
 
The Power of Information: putting all of us 
in control of the health and care 
information we need 

The ten-year information strategy from the 
Department of Health was published in May 
2012 and sets out a framework for transforming 
information for the NHS, public health and social 
care. 

It states, in the Executive Summary, that: 

Information can bring enormous benefits. It is 
the lifeblood of good health and wellbeing, and 
is pivotal to good quality care. It allows us to 
understand how to improve our own and our 
family’s health, to know what our care and 
treatment choices are and to assess for 
ourselves the quality of services and support 
available. 

In Chapter 1, it asserts that: 

Information is an essential service in its own 
right, allowing us to understand our own 
health, choose healthier lifestyles, and choose 
the treatment and support that is right for us. 

As of April 2013, work is underway to develop a 
new NHS web portal, a key element of the 
Power of Information strategy. This is planned 
to go live by the end of the year. 

This new customer service platform will include 
the migration to NHS Choices of certain 
content from other NHS websites, and 
integration with web services from other NHS 
organisations, such as NHS 111. A new ‘app 
store’ of NHS-accredited smartphone and 
tablet apps has been launched and the whole 
project will go hand in hand with future plans 
for the Information Standard itself. 

www.gov.uk/government/publications/giving-
people-control-of-the-health-and-care-
information-they-need  

	
  

	
  

	
  

	
  

	
  

	
  

Together for Health Public Information 
Delivery Plan, May 2012 

In Wales, the Together for Health Public 
Information Delivery Plan aims to make 
substantial improvements in the way people 
can access health information, making it easier 
to find more, reliable, and up-to-date 
information and, also, to understand it quickly, 
by seeing it presented in a more user-friendly 
way. 

http://wales.gov.uk/docs/dhss/publications/12
0525planen.pdf  

 
Everyone counts: Planning for Patients 
2013/14 – NHS England 

This is the planning framework under which 
Clinical Commissioning Groups are expected to 
operate, based on the NHS Outcomes 
Framework and the NHS Constitution. The first 
point made in the document, under the 
heading Listening To Patients, is that: ‘The 
rights of patients set out in the NHS 
Constitution are vital. They must be delivered.’  

www.commissioningboard.nhs.uk/everyoneco
unts/  

 
The Healthcare Quality Strategy for NHS 
Scotland 

This builds on an earlier policy document 
(Better Health, Better Care) which set out the 
proposal to create a mutual NHS in Scotland 
where staff, patients and carers fully 
understand their rights and responsibilities, and 
what they should expect from their NHS. The 
Quality Strategy builds on this and emphasises 
the importance of Clear communication and 
explanation about conditions and treatment.  

www.scotland.gov.uk/Resource/Doc/311667/0
098354.pdf  

http://wales.gov.uk/docs/dhss/publications/120525planen.pdf
http://www.commissioningboard.nhs.uk/everyonecounts/
http://www.scotland.gov.uk/Resource/Doc/311667/0098354.pdf
http://www.gov.uk/government/publications/giving-people-control-of-the-health-and-care-information-they-need
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Achieving excellence - The quality delivery 
plan for the NHS in Wales 2012 – 2016 

The plan details how new quality assurance 
and improvement arrangements will operate 
to 2016 and raises the importance of good 
quality health information. 

http://wales.gov.uk/topics/health/publications/
health/strategies/excellence/?lang=en  

 
National Institute of Health and Clinical 
Excellence (NICE) Guidelines 

NICE produces three sets of guidance relevant 
to the provision of information. 

Clinical guidelines: NICE produces clinical 
guidelines for specific health conditions, which 
include the importance of giving information 
to patients. There is also a specific clinical 
guideline, CG138, on Patient experience in 
adult NHS services: improving the experience 
of care for people using adult NHS services, 
published February 2012. This reflects good 
practice in giving patients information about 
their treatment and care on issues like 
personalised information, participating in care, 
shared decision making and patient education. 

http://publications.nice.org.uk/patient-
experience-in-adult-nhs-services-improving-
the-experience-of-care-for-people-using-adult-
cg138    

 
Commissioning: On a topic-specific basis, 
NICE commissioning guides provide support 
for the local implementation of NICE guidance, 
support commissioners with QIPP priorities and 
signpost to case examples, NICE Quality 
Standards and other relevant supporting 
information. Many of these reference provision 
of personalised information and education. 

www.nice.org.uk/usingguidance/commissionin
gguides/bytopic.jsp  

	
  

	
  

	
  

	
  

	
  

Quality Standards: The Health and Social Care 
Act 2012 includes new duties on quality. As 
part of this duty, the NHS Commissioning 
Board will have to have regard to NICE quality 
standards. Those published to date emphasise 
the importance of patient information and 
shared decision-making.  

Related to CG138, Quality Standard 15 for 
Patient experience in adult NHS services sets 
out 14 quality statements to provide 
commissioners and providers with clear 
guidance on the components of a good 
patient experience. Although all are relevant, 
the following statements relate directly to the 
provision of health information and support: 

 Statement 2 - Patients experience effective 
interactions with staff who have 
demonstrated competency in relevant 
communication skills. 

 Statement 4 - Patients have opportunities to 
discuss their health beliefs, concerns and 
preferences to inform their individualised 
care. 

 Statement 5 - Patients are supported by 
healthcare professionals to understand 
relevant treatment options, including 
benefits, risks and potential consequences. 

 Statement 6 - Patients are actively involved 
in shared decision making and supported 
by healthcare professionals to make fully 
informed choices about investigations, 
treatment and care that reflect what is 
important to them. 

 Statement 13 - Patients' preferences for 
sharing information with their partner, 
family members and/or carers are 
established, respected and reviewed 
throughout their care. 

 Statement 14 - Patients are made aware of 
who to contact, how to contact them and 
when to make contact about their ongoing 
healthcare needs. 

http://publications.nice.org.uk/quality-
standard-for-patient-experience-in-adult-nhs-
services-qs15/introduction-and-overview  

	
  

	
  

http://wales.gov.uk/topics/health/publications/health/strategies/excellence/?lang=en
http://www.nice.org.uk/usingguidance/commissioningguides/bytopic.jsp
http://publications.nice.org.uk/patientexperience-in-adult-nhs-services-improving-the-experience-of-care-for-people-using-adult-cg138
http://publications.nice.org.uk/qualitystandard-for-patient-experience-in-adult-nhs-services-qs15/introduction-and-overview
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Quality Standard 15 provides similar guidance 
for Service user experience in adult mental 
health. 

http://publications.nice.org.uk/quality-
standard-for-service-user-experience-in-adult-
mental-health-qs14/introduction-and-overview   

 
Information Standard 

The Information Standard is a voluntary quality 
mark scheme, set up by the Department of 
Health in England, to help the public identify 
sources of evidence-based health and social 
care information.  The scheme evaluates the 
systems used by information producers 
(including NHS bodies, local authorities, 
businesses and charities) and accredits 
organisations with robust systems – rather than 
evaluating individual resources. Stated benefits 
include enhanced organisational credibility and 
reputation, greater clarify around information 
production costs, costs savings due to 
improved internal processes leading to more 
efficient ways of working, and reduced risk of 
litigation due to a clearly defined information 
audit trail. 

www.theinformationstandard.org  

 
The National Service Framework for Long-
term Conditions 

Published in 2005 by the Department of Health 
in England, the framework document sets out 
requirements to support people with long-
term neurological conditions to live as 
independently as possible. In presenting the 
guidance the DH suggests it can be applied to 
anyone living with a long-term condition, and 
commissioners are encouraged to use the 
framework in planning services for people with 
other long-term conditions.  

The document sets out ‘quality requirements’, 
and the first of these, described as 
underpinning all the others, is focused on 
patient-centred care. The importance of 
information provision is highlighted in several 
of the quality requirements (QR), but this QR 
sets out that people with long-term  

 

neurological conditions should have the 
information they need to make informed 
decisions about their care and treatment and, 
where appropriate, to support them to manage 
their condition themselves. 

http://webarchive.nationalarchives.gov.uk/+/w
ww.dh.gov.uk/en/Publicationsandstatistics/Pub
lications/PublicationsPolicyAndGuidance/Brow
sable/DH_4106042  

 
Design to Improve The Management of 
Chronic Conditions in Wales  

This 2007 document states that effective 
communication and information systems form 
the basis of good service delivery and patient 
care in managing chronic conditions in the 
community – noting that identifying 
information needs, accessing and analysing 
relevant data and using this to plan and 
commission services will need to be 
strengthened. 

www.wales.nhs.uk/documents/Chronic_Condit
ions_English.pdf  

http://www.wales.nhs.uk/documents/Chronic_Conditions_English.pdf
http://webarchive.nationalarchives.gov.uk/+/www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/Browsable/DH_4106042
http://www.theinformationstandard.org
http://publications.nice.org.uk/quality-standard-for-service-user-experience-in-adult-mental-health-qs14/introduction-and-overview
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Financial levers 
 
Quality and Outcomes Framework (QOF) 

Introduced in 2004 as part of the General 
Medical Services Contract, the QOF is a 
voluntary incentive scheme for GP practices in 
the UK, rewarding them for how well they care 
for patients. Some clinical domains, such as on 
epilepsy and mental health, and an 
organisational domain on smoking cessation, 
include references to the importance of 
information provision. 

www.nhsemployers.org/Aboutus/Publications/
Documents/qof-2013-14.pdf  

 
Commissioning for Quality and Innovation 
(CQUIN) Framework  

The CQUIN payment framework in England 
links a proportion of providers’ income to local 
quality improvement goals. Indicators are set in 
local areas, but the schemes are advised to 
address three areas: safety, effectiveness and 
patient experience. 

The CQUIN for 2013/14 is set at a 2.5 per cent 
value for all healthcare services commissioned 
through the NHS Standard Contract. One fifth 
of this is to be linked to the national CQUIN 
goals.  

National goals with some relevance to CHI are:  

 Set a trajectory for 2013/14 for increasing 
planned use of telehealth/telecare 
technologies. 

 Establish a 2012/13 baseline and a trajectory 
for improvement to reduce inappropriate 
face-to-face contact. 

 Demonstrate that plans have been put in 
place to ensure that for every person who is 
admitted to hospital where there is a 
diagnosis of dementia, their carer is sign-
posted to relevant advice and receives 
relevant information to help and support 
them. 

www.england.nhs.uk/wp-
content/uploads/2013/02/cquin-guidance.pdf	
  

	
  

 

 

Quality, Innovation, Productivity and 
Prevention (QIPP) 

QIPP is a national programme to improve the 
quality of care the NHS delivers while making 
up to £20 billion of efficiency savings by 2014-
15, which will be reinvested in frontline care. 

There are 12 workstreams, 5 of which relate to 
commissioning care. One of these is on long-
term health conditions and part of its focus is 
on supporting people to understand and 
manage their own conditions. Another is about 
‘Right Care’, developing work around shared 
decision-making.  

www.evidence.nhs.uk/qipp  

 

 

 

 

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

	
  

https://www.evidence.nhs.uk/qipp
http://www.england.nhs.uk/wp-content/uploads/2013/02/cquin-guidance.pdf
http://www.nhsemployers.org/Aboutus/Publications/Documents/qof-2013-14.pdf
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Going forward 
Recommendations for further work  

Health information is still far from being 
properly established as a key service in its 
own right. Nationally, the ‘information 
revolution’ is largely focused on providing 
shared access to patient records, increasing 
online transactions, and promoting greater 
data transparency to enhance 
accountability and help drive patient 
choice.  

Patients will need far more information and 
support than will be available through these 
national initiatives if they are to take on more 
responsibility for managing their own health, 
and become fully involved in key decisions 
about their healthcare.  

Future research and learning should focus on 
identifying and evaluating the detailed 
characteristics of quality information services, 
the roles and status of specialist information 
staff and successful approaches to establishing 
well-managed, properly resourced information 
services. 

It should also consider the requirements of 
new clinical commissioning groups for 
guidance and advice on how best to secure the 
provision of quality health information and 
support locally.  

Support, feedback and updating the report  

We, and are our members, are here to help.  
Please contact us at admin@pifonline.org.uk to 
discuss further. 

PiF are intending to produce regular updates of 
this report - to review and present the most up-
to-date evidence on the Case for Information. 

PiF would also welcome any comments on this 
report, and would ask anyone with any relevant 
information or research to contact Mark 
Duman, Chair of PiF, by sending an email to 
chair@pifonline.org.uk 
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