
4. Patient and family engagement Name Link Type of resource Source Description Language Cost Interlinking areas

4.1 Co-development of policies and programmes with patients
Crossing the Quality Chasm: A New Health System for the 21st 
Century

https://www.nap.edu/read/10027/chapter/2Book Institute of Medicine 
This report addresses quality problems additional to those identified in the first report "To Err is Human". As the patient safety report was a call for 
action to make care safer, this report is a call for action to improve the American health care delivery system as a whole, in all its quality dimen- 
sions, for all Americans.

English
Free 

(pay for hardback/
paperback)

 1.1, 1.2, 2.1, 2.2, 
4.1, 5.1, 6.5

4.1 Co-development of policies and programmes with patients
The Patient Voice in Value: The National Health Council Patient-
Centered Value Model Rubric

https://nationalhealthcouncil.org/wp-content/uploads/2019/12/Value-Rubric.pdfFramework
National Health 
Council

The purpose of the Value Model Rubric is to provide a tool that the patient community, physicians, health systems, and payers can use to evaluate 
the patient centeredness of value models and to guide value model developers on the meaningful incorporation of patient engagement throughout 
their processes.

English Free

4.1 Co-development of policies and programmes with patients
WHO community engagement framework for quality, people-
centred and resilient health services 

https://apps.who.int/iris/bitstream/handle/10665/259280/WHO-HIS-SDS-2017.15-eng.pdf?sequence=1&isAllowed=yFramework WHO

This workshop report details the process undertaken, the issues discussed and captures the key outputs. It is an essential go-to document that begins 
to articulate a broader, inclusive approach to enhance the health security of populations while aiding the recovery and resilience of communities and 
health systems. The merits of collaboration across the organization and partners to achieve the goal of the CEQ framework are undisputed and 
require the support of all.  

English Free

4.1 Co-development of policies and programmes with patients
Engaging patients, carers and communities for the provision of 
coordinated/integrated health services: strategies and tools

https://apps.who.int/iris/bitstream/handle/10665/369411/WHO-EURO-2015-6514-46280-66946-eng.pdf?sequence=1&isAllowed=yFramework WHO
The paper illustrates strategies aimed at engaging patients, their families, and carers to be an active part of health disease management and 
treatment, guiding them to make informed choices. Furthermore, it outlines strategies aimed at empowering populations to adopt responsible health 
lifestyles and act as protagonists in influencing determinants of health in a human-rights based approach to health. 

English Free

4.1 Co-development of policies and programmes with patients From vision to action: making patient-centred care a reality https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/Richmond-group-from-vision-to-action-april-2012-1.pdfFramework The King's Fund
This report identifies five key theems that health and social care systems should embrace to be sustainable and ensure quality. It then offers clear 
strategic directions tthat will have n impact on the quality and cost-effectiveness of care. 

English Free

4.1 Co-development of policies and programmes with patients
Partnering with Patients and Families to design a Patient- and 
Family-Centered health Care system: recommendations and 
Promising Practices

https://www.ipfcc.org/resources/PartneringwithPatientsandFamilies.pdfFramework/Compe
ndium

Institute for Patient- 
and Family-Centred 
Care

This report is based on the deliberations that took place at that meeting and on the recommendations that emerged from it. Its purpose is to provide 
guidance to key constituents in health care—patients and families, providers, administrators, educators, researchers, advocates, and funders—for 
advancing patient- and family-centered care, and specifically for creating partnerships with patients and families in quality improvement and health 
care redesign. Many of the report’s recommendations are illustrated by examples drawn from health facilities and other organizations that are 
making exemplary progress in partnering with patients and families.

English Free 2.3, 4.3, 5.1 

4.1 Co-development of policies and programmes with patients
The Guide to Improving Patient Safety in Primary Care Settings 
by Engaging Patients and Families

https://www.ahrq.gov/sites/default/files/wysiwyg/professionals/quality-patient-safety/patient-family-engagement/pfeprimarycare/pfepc-fullguide-final508.pdfGuidance
Agency for 
Healthcare Research 
and Quality

The Guide to Improving Patient Safety in Primary Care Settings by Engaging Patients and Families (the Guide) is a resource to help primary care 
practices partner with patients and their families to improve patient safety. The Guide includes materials and resources to help primary care 
practices implement patient and family engagement to improve patient safety.

English Free 3.5

4.1 Co-development of policies and programmes with patients Engaging Patients in Patient Safety – a Canadian Guide https://www.patientsafetyinstitute.ca/en/toolsResources/Patient-Engagement-in-Patient-Safety-Guide/Documents/EngagingPatientsInPatientSafety_EN_2020.pdfGuidance
Canadian Patient 
Safety Institute

The purpose of the guide is to help patients and families, providers and leaders work more effectively together to improve patient safety. The guide 
is an extensive resource that is based on evidence and leading practices.

English Free

4.1 Co-development of policies and programmes with patients Right here, right now: Taking co-production into the mainstream https://media.nesta.org.uk/documents/right_here_right_now.pdfGuidance NESTA & nef

This is the third report in a series of reports, and this one offers recommendations for the direction of travel for co-production, based on what we 
have learnt so far. They focus on three themes:

• Changing the way services are managed and delivered
• Changing the way services are commissioned

English Free

4.1 Co-development of policies and programmes with patients Public Services Inside Out: Putting co-production into practice https://media.nesta.org.uk/documents/public_services_inside_out.pdfGuidance NESTA & nef

This is the second of three reports on co-production from a partnership between nef (the new economics foundation) and NESTA. The first task is to 
understand the challenges faced by these practitioners as they have experienced them. As detailed in this report, these include difficulties in securing 
support from existing funding and commissioning, traditional approaches to audit and accountability in public services, and developing the 
professional skills required to bring these approaches into the mainstream.

English Free

4.1 Co-development of policies and programmes with patients
The Challenge of Co-Production: How equal partnerships 
between professionals and the public are crucial to improving 
public services

https://media.nesta.org.uk/documents/the_challenge_of_co-production.pdfGuidance NESTA & nef
This publication marks the beginning of a partnership between the nef (new economics foundation) and NESTA to develop the evidence base on co-
production – working with and learning from frontline practitioners in particular and from this to develop proposals to promote a more positive 
environment for co-production in our public services and in policymaking.

English Free

4.1 Co-development of policies and programmes with patients
Involving people in their own health and care: Statutory 
guidance for clinical commissioning groups and NHS England

https://www.england.nhs.uk/wp-content/uploads/2017/04/ppp-involving-people-health-care-guidance.pdfGuidance NHS
This guidance supports CCGs and NHS England to fulfil their legal duties to involve people in their health and care, so that people experience better 
quality care and improved health and wellbeing, and the system makes more efficient use of resources. The guidance sets out 10 key actions for CCGs 
and NHS England on how to involve people in their own health and care. 

English Free 2.2

4.1 Co-development of policies and programmes with patients
Person-centred care made simple: what everyone should know 
about person-centred care

https://www.health.org.uk/publications/person-centred-care-made-simpleGuidance
The Health 
Foundation

This seeks to provide a quick overview of person-centred care, offering a clear explanation of the principles, why it is important, how it has 
developed, and some examples to help those considering putting person-centred care into practice.It's written for anyone interested in health and 
health care, including health care professionals and those who use the NHS.

English Free 4.5

4.1 Co-development of policies and programmes with patients
Patients as partners: Building collaborative relationships among 
professionals, patients, carers and communities

https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/Patients_as_partners.pdfGuidance The King's Fund
What helps to build collaborative relationships among health and care professionals, patients, service users, carers and communities? This guide is a 
response to that question. It stems from an evolving body of our work focused on exploring and supporting shared leadership. It is reinforced by a 
growing consensus that health services, agencies, patients and communities need to work together more – and differently.

English Free

4.1 Co-development of policies and programmes with patients
Delivering better services for people with long-term conditions: 
Building the house of care

https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/delivering-better-services-for-people-with-long-term-conditions.pdfGuidance The King's Fund

The management of care for people with long-term conditions should be proactive, holistic, preventive and patient-centred. This report describes a 
co-ordinated service delivery model – the ‘house of care’ – that incorporates learning from a number of sites in England that have been working to 
achieve these goals. The house of care model differs from others in two important ways: it encompasses all people with long-term conditions, not 
just those with a single disease or in high-risk groups; and it assumes an active role for patients, with collaborative personalised care planning at its 
heart.

English Free 1.1

4.1 Co-development of policies and programmes with patients
Building Collaborative Teams: A workshop guide for service 
managers and facilitators

https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2019/01/Building-Collaborative-Teams-workshop-guide-2014-1.pdfGuidance & 
Toolkit

NHS: Integrated Care 
and Support 
Pioneers Programme

This guide is designed to help bring together either two or more teams or an already integrated team composed of various disciplines, to explore 
opportunities to improve care by joint working on an action plan.

English Free

4.1 Co-development of policies and programmes with patients
Personalised care and support planning handbook: The journey 
to person-centred care

https://www.england.nhs.uk/wp-content/uploads/2016/04/core-info-care-support-planning-1.pdfHandbook
NHS & Coalition for 
Collaborative Care

This handbook is one of three service components and provides an introduction to care and support planning. It has been updated for 2016 and 
contains links to practical guidance, case studies and theory on how to introduce care and support planning. 

English Free

4.1 Co-development of policies and programmes with patients
Framework on integrated, people-centred health services. In: 
Sixty- ninth World Health Assembly, Geneva, 23–28 May 2015

https://apps.who.int/gb/ebwha/pdf_files/WHA69/A69_39-en.pdf?ua=1Meeting Report WHO

The draft framework sets forth a compelling vision in which “all people have equal access to quality health services that are co-produced2 in a way 
that meets their life course needs, are coordinated across the continuum of care, and are comprehensive, safe, effective, timely, efficient and 
acceptable; and all carers are motivated, skilled and operate in a supportive environment”. The framework is based on experience and evidence 
gained recently in different countries and wide-ranging consultation with experts at the global, regional and national levels, informed by related 
global policy commitments, regional strategies and initiatives in the area of universal health coverage, health systems strengthening, social 

English Free

4.1 Co-development of policies and programmes with patients
What is the evidence on the economic impacts of integrated 
care?

https://apps.who.int/iris/bitstream/handle/10665/332002/Policy-summary-11-2077-1584-eng.pdf?sequence=1&isAllowed=yPolicy WHO

This report provides a summary of published reviews on the economic impacts of integrated care approaches. Given the wide range of definitions 
and interpretations of the concept, we propose a working definition that builds on the goal of integrated care and which considers initiatives seeking 
to improve outcomes for those with (complex) chronic health problems and needs by overcoming issues of fragmentation through linkage or 
coordination of services of different providers along the continuum of care.

English Free 1.2

4.1 Co-development of policies and programmes with patients
Evaluation of the first year of the Inner North West London 
Integrated Care Pilot

https://www.nuffieldtrust.org.uk/files/2017-01/evaluation-inner-north-west-london-integrated-care-pilot-web-final.pdfReport
Nuffield Trust & 
Imperial College

The North West London Integrated Care Pilot (ICP) is a large-scale innovative programme designed to improve the coordination of care for people 
over 75 years of age, and adults living with diabetes. The pilot aims to improve outcomes for patients, create integrated care outside the hospital, 
reduce unnecessary hosptial admissions and enable professionals to work across provider boundaries. This report presents the key findings from this 
pilot.  

English Free

4.1 Co-development of policies and programmes with patients
Making Shared Decision a Reality: No decision about me, 
without me

https://www.kingsfund.org.uk/sites/default/files/Making-shared-decision-making-a-reality-paper-Angela-Coulter-Alf-Collins-July-2011_0.pdfReport The King's Fund
The government wants shared decision-making to become the norm in the NHS, but there is confusion about why it is important, what it involves and 
what the implications might be for patients, clinicians and the wider health service. This report clarifies the concept and outlines the actions needed 
to make the aspiration a reality.

English Free

4.1 Co-development of policies and programmes with patients
Exploring patient participation in reducing health-care-related 
safety risks

https://apps.who.int/iris/bitstream/handle/10665/326442/9789289002943-eng.pdf?sequence=1&isAllowed=yReport WHO

The report presents an overview of legal aspects influencing patient safety and describes examples of patient involvement. It highlights the need to 
strengthen a continuum of information between various levels of care, including patient experiences, health literacy and engagement. The work is 
expected to contribute to the wider process of evidence collation aimed at finding efficient ways to build realistic and informed expectations of 
health care, while encouraging patients to be vigilant and knowledgeable to ensure maximum safety standards. Recommendations are formulated 

with respect to the macro, meso and micro levels of health service delivery.

English Free 1.2

4.1 Co-development of policies and programmes with patients Our Patient Engagement Strategy https://www.abpi.org.uk/media/nrsa312k/abpi-patient-engagement-strategy-june-2021.pdfStrategy

Association of the 
British 
Pharmaceutical 
Industry

Our strategy sets out how the ABPI will deliver  commitments to patient engagement and make sure that it is consistently at the heart of our work. English Free

4.1 Co-development of policies and programmes with patients
Universal Personalised Care: Implementing the Comprehensive 
Model

https://www.england.nhs.uk/wp-content/uploads/2019/01/universal-personalised-care.pdfStrategy NHS

The Comprehensive Model for Personalised Care has been co-produced with people with lived experience and a wide range of stakeholders and 
brings together six evidence-based and inter-linked components, each of which is defined by a standard, replicable delivery model.To meet the 
challenge and practically deliver personalised care by 2023/24 and beyond, we have set out 21 clear actions that will enable the Comprehensive 
Model to be delivered

English Free 4.5

4.1 Co-development of policies and programmes with patients
Patient and Public Involvement (PPI) Strategy - University 
Hospital of Leicester

https://www.leicestershospitals.nhs.uk/aboutus/our-purpose-strategy-and-values/patient-and-public-involvement-ppi-strategy/Strategy
NHS & Coalition for 
Collaborative Care

This updated PPI Strategy describes how they will undertake a complementary journey towards “co-producing”  Quality Improvement priority areas. 
Such an approach recognises that the vital “business intelligence” and partnership their patients can provide will positively influence their Quality 
Improvement journey and support them to provide the best hospital services for our local population.

English Free 1.1

4.1 Co-development of policies and programmes with patients Always Events Toolkit https://www.england.nhs.uk/publication/always-events-toolkit/Toolkit IHI & NHS

This Always Events Toolkit is designed to support leaders and point-of-care teams in partnering with patients/individuals and family members to co-
design, reliably implement, and spread care processes to dramatically improve care experiences for patients/individuals and family members. The 
authors of this toolkit have chosen to use the term point-of-care teams to describe individuals who work directly with patients, service users, and 
families. 

English Free 2.3, 

4.1 Co-development of policies and programmes with patients PFCC: Patient and Family-Centred Care toolkit https://www.pointofcarefoundation.org.uk/resource/patient-family-centred-care-toolkit/introduction/what-is-pfcc-and-why-is-it-needed/Toolkit
Point of Care 
Foundation

This toolkit is a step-by-step guide to improving processes of care and staff–patient interactions, using a technique called Patient and Family-Centred 
Care (PFCC). It offers a simple way for health care organisations to show their commitment to patients’ experience of the care they receive while also 
attending to the wellbeing of the staff who deliver that care.

English Free 4.2, 4.3

4.1 Co-development of policies and programmes with patients Experience-Based Co-Design Toolkit https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcd-toolkit/Toolkit
The Point of Care 
Foundation

Experience-based co-design (EBCD) is an approach that enables staff and patients (or other service users) to co-design services and/or care pathways, 
together in partnership. The approach is different to other service improvement techniques. The toolkit includes short videos from staff and patients 
involved in EBCD projects to help bring to life the successes and intense rewards of running this type of improvement project. It also includes 
downloadable resources such as template forms, letters, presentations and other materials to help you plan and carry out this approach.

English Free

4.1 Co-development of policies and programmes with patients Using Online Patient Feedback to Improve Care https://www.pointofcarefoundation.org.uk/resource/using-online-patient-feedback/Toolkit
The Point of Care 
Foundation

A guide supporting clinical, patient experience and quality teams to understand how to use online patient feedback to improve quality in healthcare. 
It is divided into 3 sections: 
- getting started with online feedback
- what we know about online feedback
- apply online feedback to improve care

English Free

4.1 Co-development of policies and programmes with patients Engaging Patients in Improving Ambulatory Care Toolkit https://www.youtube.com/watch?v=KWcXsgb4tec&t=126sVideo
Robert Wood 
Johnson Foundation

The Engaging Patients in Improving Ambulatory Care toolkit showcases patient engagement efforts from three alliances participating in Aligning 
Forces for Quality, the Robert Wood Johnson Foundation's signature effort to lift the quality of care in targeted communities across the United States.

English Free

4.1 Co-development of policies and programmes with patients Patient Engagement Webinar Series https://cepc.ucsf.edu/webinar-resourcesVideo/Webinars

Center for Excellence 
in Primary Care & 
Center for Care 
Innovatiosn

This is a five-part patient engagement webinar series. Each webinar in this series will focus on a different topic regarding patient engagement at the 
organizational level. The goal of this work is to promote best practices for how to support patient engagement within the primary care safety net 
setting. 

English Free 4.2, 4.3 

4.2 Learning from patient experience for safety improvement
The Patient Experience Book: A collection of the NHS Institute 
for Innovation and Improvement’s guidance and support

https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2017/11/Patient-Experience-Guidance-and-Support.pdfBook NHS
This book is for people with designated responsibility for improving patient experience – both as providers of services and as commissioners. It is 
intended to give you the evidence you need to influence others, both at management/board level and team level, to focus on improving patient 
experience.

English Free

4.2 Learning from patient experience for safety improvement
Good for Health, Good for Business: The Case for Measuring 
Patient Experience of Care

http://forces4quality.org/af4q/download-document/3212/Resource-Case%20for%20Patient%20Experience_branded2.pdfBrief
The Robert Wood 
Johnson Foundation 

This brief outlines the clinical and business benefits of measuring and addressing patient experience of care, and offers messages for conveying this 
information to stakeholders. 

English Free

4.2 Learning from patient experience for safety improvement No. 18 Measuring Patient Experience https://www.health.org.uk/sites/default/files/MeasuringPatientExperience.pdfEvidence Scan 
(guidance)

The Health 
Foundation

The experiences of patients and their family and friends are a key component of the quality of healthcare, and there is an increasing focus on 
improving patient experience. There are many approaches to measuring patient and carer experiences of health services. This evidence scan reviews 
published research about these approaches to help gain an understanding of the advantages and limitations of different methods.

English Free

4.2 Learning from patient experience for safety improvement
Patient experience in adult NHS services: improving the 

experience of care for people using adult NHS services
https://www.nice.org.uk/guidance/cg138/resources/patient-experience-in-adult-nhs-services-improving-the-experience-of-care-for-people-using-adult-nhs-services-pdf-35109517087429Guidance NICE

Taken together, the recommendations in this guidance capture the essence of a good patient experience. Their implementation will help to ensure 
that healthcare services are acceptable and appropriate, and that all people using the NHS have the best possible experience of care. The 

recommendations in this guidance are directed primarily at clinical staff, but patient experience is also significantly affected by contacts with non-
clinical staff such as receptionists, clerical staff and domestic staff. 

English Free

4.2 Learning from patient experience for safety improvement Using Patient Feedback https://www.nhssurveys.org/Filestore/documents/QIFull.pdfGuidance Picker Institute
This guide will explain the basic principles of gathering patient feedback and provides an overview of the different methods and techniques. It 
outlines what to do with feedback once you have collected it in order to bring about improvements to healthcare services. Our guidance is based on 
what patients say is important, and what healthcare staff tell us works effectively.

English Free 6.1

4.2 Learning from patient experience for safety improvement
Patient-reported experience and
outcome measures

https://www.aihw.gov.au/getmedia/31d2844d-323e-400a-875e-e9183fafdfad/aihw-aus-221-chapter-7-17.pdf.aspxReport
Australian Institute 
of Health and 
Welfare

This article presents information on the current and potential use of patient-reported experience and outcome measures in Australia. English Free

4.2 Learning from patient experience for safety improvement Learning from serious incidents in NHS acute hospitals https://www.cqc.org.uk/sites/default/files/20160608_learning_from_harm_briefing_paper.pdfReport
Care Qualiy 
Commission

One of the most common issues we find is the way that organisations investigate, communicate and learn when things go wrong. We wanted to get a 
better understanding of these issues, so we decided to carry out a review of a sample of serious incident investigation reports. We also wanted to 
test a method that we could use in our inspections and identify ways that we could help to encourage improvement.

English Free

4.2 Learning from patient experience for safety improvement
Key learning from the Dana-Farber Cancer Institute’s 10-year 
patient safety journey

http://www.ihi.org/resources/Pages/Publications/KeylearningfromtheDanaFarberCancerInstitutes10yearpatientsafetyjourney.aspxReport IHI

The tragic chemotherapy overdoses to Betsy Lehman and Maureen Bateman, which were discovered at the Dana-Farber Cancer Institute (DFCI) in 
February 1995, are well known to the cancer community and the public. With 2004 to 2005 marking the 10-year anniversary of these events, DFCI 
leadership assessed its patient safety learning. The six most critical elements of learning were as follows: the responsibility and power of all 
leadership to drive patient safety after the overdose and thereafter; the need for relentless vigilance every day to safety, risk, error, near miss, and 

English Free

4.2 Learning from patient experience for safety improvement Analysis of trends in NHS inpatient surveys 2005–13 https://www.kingsfund.org.uk/sites/default/files/2017-05/Patients-experience-summary-Kings-Fund-Dec-2015.pdfReport
King's Fund & Picker 
Institute

Patient surveys – recognised internationally as a key marker of the quality of care, and an important tool for improvement in the NHS – provide a 
unique perspective, complementing the wealth of other data on hospital performance gathered by trusts and regulators. The King’s Fund and Picker 
Institute Europe have analysed longitudinal inpatient survey data for acute trusts over a nine-year period (from 2005 to 2013), tje report is a 
summary of these findings. 

English Free 6.1?

4.2 Learning from patient experience for safety improvement
Report of the Mid Staffordshire NHS Foundation Trust Public 
Inquiry

https://www.gov.uk/government/publications/report-of-the-mid-staffordshire-nhs-foundation-trust-public-inquiryReport

Mid Staffordshire 
NHS Foundation 
Trust Public Inquiry 
2013

This is a summary of the Mid Staffordshire NHS FoundationTrust public inquiry with a set of recommendations from the lessons learned. English Free

4.2 Learning from patient experience for safety improvement
Going the Extra Mile: Improving the nation’s health and 
wellbeing through public involvement in research

https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdfReport
National Institute 
for Health Research 

The final report and recommendations to the Director General Research and Development / Chief Medical Officer (CMO) Department of Health of the 
‘Breaking Boundaries’ strategic review of public involvement in the National Institute for Health Research (NIHR)

English Free

4.2 Learning from patient experience for safety improvement NIHR Improving Care by using Patient Feedback: Themed Review https://content.nihr.ac.uk/nihrdc/themedreview-04327-PE/Patient-Feedback-WEB.pdfThemed Review NIHR
We wrote this review to bring together emergent themes and to provide practitioners, policy makers and the public with an overview of the findings 
of current NIHR-funded research and to influence debate, policy and practice on the use of patient experience data.

English Free

4.2 Learning from patient experience for safety improvement Friends and Family Test https://www.england.nhs.uk/fft/ Tool NHS
The Friends and Family Test (FFT) is an important feedback tool that supports the fundamental principle that people who use NHS services should 
have the opportunity to provide feedback on their experience. Listening to the views of patients and staff helps identify what is working well, what 
can be improved and how.

English Free 6.1

4.2 Learning from patient experience for safety improvement Just a Routine Operation https://www.youtube.com/watch?v=JzlvgtPIof4Video
NHS Institute for 
Innovation and 
Improvement

In Just A Routine Operation Martin talks about his experience of losing his wife during an apparently routine procedure and his hopes for making a 
change to practice in healthcare. As a result of his personal experience, Martin Bromiley founded the Clinical Human Factors Group in 2007. This 
group brings together experts, clinicians and enthusiasts who have an interest in placing the understanding of human factors at the heart of 

English Free 6.5

4.2 Learning from patient experience for safety improvement Using patient experience for improvement https://www.pointofcarefoundation.org.uk/resource/using-patient-experience-for-improvement/Webpage
The Point of Care 
Foundation

A guide supporting clinical, patient experience and quality teams to draw on patient experience data to improve quality in healthcare. Describes how 
to gather data, get started with quality improvement and finally improve care. 

English Free 4.1

4.2 Learning from patient experience for safety improvement
Chartered Institute of Ergonomics & Human Factors: Learning 
from adverse events

https://ergonomics.org.uk/asset/E066E3BC-0872-48BC-95905AE9A482D216/White Paper 
Chartered Institute 
of Ergonomics & 
Human Factors

This white paper shares the knowledge and experience of human factor sin incident prevention and management. IT is designed to help 
organisations to understand these key principles and human factors and ooffer practical guidance in how to improve the way adverse events are 
managed.

English Free 2.1, 2.4, 4.2

4.3 Patient advocates and patient safety champions Patients for Patient Safety: Parternships for Safer Health care https://cdn.who.int/media/docs/default-source/patient-safety/pfps/pfps_brochure_2013.pdfBrochure WHO

The Patients for Patient Safety programme is a core priority of the WHO Patient Safety Programme (PSP). Guided by an Advisory Group made up of 
patients and with the Secretariat based at WHO, the programme supports a global network.  Patients for Patient Safety is a unique approach within 
WHO to engage and empower patients in the belief that by sharing experiences and expertise, each individual and organization can learn and 
improve. Patients for Patient Safety (PFPS) uses the patient experience as a learning tool and promotes patient leadership and involvement in patient 
safety efforts at all levels.

English Free 7.3

4.3 Patient advocates and patient safety champions Canadian Patient Safety Officer Course https://www.patientsafetyinstitute.ca/en/education/psoc/Pages/default.aspxCourse
Canadian Patient 
Safety Institute

Providing an overview of the fundamentals of patient safety, the Canadian Patient Safety Officer Course equips healthcare professionals and leaders 
with the information, tools, and techniques to build a strong patient safety culture within their organizations. 

Engilsh
​$2,295 Canadian 
Student, $2,495 

International 
5.1

4.3 Patient advocates and patient safety champions A guide to support maternity safety champions https://www.england.nhs.uk/wp-content/uploads/2020/08/Maternity_safety_champions_13feb.pdfGuidance NHS
This guide will enable, support and empower you as a maternity safety champion, whether at frontline, trust board or regional level. The guide 
suggests a means of optimising effective sharing of information between individuals in trusts whose roles provide insights into areas where local 
safety needs might be addressed locally.

English Free

4.3 Patient advocates and patient safety champions NHS Patient Safety Strategy: Identifying patient safety specialists https://www.england.nhs.uk/wp-content/uploads/2020/08/identifying-patient-safety-specialists-v2.pdfGuidance NHS
The NHS Patient Safety Strategy set the ambition for the new role of patient safety specialist to be introduced in every NHS organisation in England. 
Patient safety specialists will be the lead patient safety experts in healthcare organisations, working full time on patient safety.

English  Free

4.3 Patient advocates and patient safety champions 
Starting and Sustaining a Patient Advisory Board: Patient Liaison 
Handbook

https://cepc.ucsf.edu/sites/cepc.ucsf.edu/files/Patient%20Liaison%20Handbook%20SGFH%202014.pdfHandbook
San Fransisco 
General Hospital

The purpose of a Patient Advisory Board is for patients to provide their unique and invaluable perspective to clinic management, staff, and providers 
about how to make improvements, with the goal of better serving all clinic patients. San Fransisco General Hospital provides guidance on how to 
create a PAB, through their own experience.

English Free 4.1

4.3 Patient advocates and patient safety champions Forming a Patient and Family Advisory Council (PFAC) https://edhub.ama-assn.org/steps-forward/module/2702594Module AMA

The learning objectives of the module are:
1. Describe what a Patient and Family Advisory Council (PFAC) is and how this partnership can improve one's practice
2. Discover the importance of developing a business case for PFAC and engaging the appropriate individuals to serve on the planning committee
3. Explain the purpose of an action plan and the areas the PFAC may advise you

English Free

4.3 Patient advocates and patient safety champions WHO World Alliance for Patient Safety: London Declaration https://cdn.who.int/media/docs/default-source/patient-safety/pfps/pfps_london_declaration_2010_en.pdf?sfvrsn=8c4fe4e_9Report WHO The declaration of Patients for Patient safety, which are parterns in the effort to prevent all avoidable harm in healthcare. English Free 7.3

4.3 Patient advocates and patient safety champions Summer Training Course for Young Patient Advocates (STYPA) https://www.eu-patient.eu/Capacity-Building-programme/summer-training-course/Training course 
webpage

European patients 
Forum

The Summer Training Course for Young Patient Advocates – Leadership Programme is an exciting and unique opportunity offering a tailored high-
quality training to young (18-30) patient advocates or representatives of young patient advocates who have the motivation to learn more about 
advocacy and maximise their leadership potentials in real environment.

English Free

4.3 Patient advocates and patient safety champions Patient Safety Advocates https://psmf.org/ Webpage
Patient Safety 
Movement

A list of patient safety for Patient Safety Movement advocates and their motivations for becoming patient safety advocates. English Free

Title: Tools & Resources Mapped to Strategic Objective 4 of the WHO Global Patient Safety Action Plan 2021-2030

File Name: GKPSLINKA04-20232406

https://www.nap.edu/read/10027/chapter/2
https://nationalhealthcouncil.org/wp-content/uploads/2019/12/Value-Rubric.pdf
https://apps.who.int/iris/bitstream/handle/10665/259280/WHO-HIS-SDS-2017.15-eng.pdf?sequence=1&isAllowed=y
https://apps.who.int/iris/bitstream/handle/10665/369411/WHO-EURO-2015-6514-46280-66946-eng.pdf?sequence=1&isAllowed=y
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/Richmond-group-from-vision-to-action-april-2012-1.pdf
https://www.ipfcc.org/resources/PartneringwithPatientsandFamilies.pdf
https://www.ahrq.gov/sites/default/files/wysiwyg/professionals/quality-patient-safety/patient-family-engagement/pfeprimarycare/pfepc-fullguide-final508.pdf
https://www.patientsafetyinstitute.ca/en/toolsResources/Patient-Engagement-in-Patient-Safety-Guide/Documents/EngagingPatientsInPatientSafety_EN_2020.pdf
https://media.nesta.org.uk/documents/right_here_right_now.pdf
https://media.nesta.org.uk/documents/public_services_inside_out.pdf
https://media.nesta.org.uk/documents/the_challenge_of_co-production.pdf
https://www.england.nhs.uk/wp-content/uploads/2017/04/ppp-involving-people-health-care-guidance.pdf
https://www.health.org.uk/publications/person-centred-care-made-simple
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/Patients_as_partners.pdf
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/delivering-better-services-for-people-with-long-term-conditions.pdf
https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2019/01/Building-Collaborative-Teams-workshop-guide-2014-1.pdf
https://www.england.nhs.uk/wp-content/uploads/2016/04/core-info-care-support-planning-1.pdf
https://apps.who.int/gb/ebwha/pdf_files/WHA69/A69_39-en.pdf?ua=1
https://apps.who.int/iris/bitstream/handle/10665/332002/Policy-summary-11-2077-1584-eng.pdf?sequence=1&isAllowed=y
https://www.nuffieldtrust.org.uk/files/2017-01/evaluation-inner-north-west-london-integrated-care-pilot-web-final.pdf
https://www.kingsfund.org.uk/sites/default/files/Making-shared-decision-making-a-reality-paper-Angela-Coulter-Alf-Collins-July-2011_0.pdf
https://apps.who.int/iris/bitstream/handle/10665/326442/9789289002943-eng.pdf?sequence=1&isAllowed=y
https://www.abpi.org.uk/media/nrsa312k/abpi-patient-engagement-strategy-june-2021.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/01/universal-personalised-care.pdf
https://www.leicestershospitals.nhs.uk/aboutus/our-purpose-strategy-and-values/patient-and-public-involvement-ppi-strategy/
https://www.england.nhs.uk/publication/always-events-toolkit/
https://www.pointofcarefoundation.org.uk/resource/patient-family-centred-care-toolkit/introduction/what-is-pfcc-and-why-is-it-needed/
https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcd-toolkit/
https://www.pointofcarefoundation.org.uk/resource/using-online-patient-feedback/
https://www.youtube.com/watch?v=KWcXsgb4tec&t=126s
https://cepc.ucsf.edu/webinar-resources
https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2017/11/Patient-Experience-Guidance-and-Support.pdf
http://forces4quality.org/af4q/download-document/3212/Resource-Case for Patient Experience_branded2.pdf
https://www.health.org.uk/sites/default/files/MeasuringPatientExperience.pdf
https://www.nice.org.uk/guidance/cg138/resources/patient-experience-in-adult-nhs-services-improving-the-experience-of-care-for-people-using-adult-nhs-services-pdf-35109517087429
https://www.nhssurveys.org/Filestore/documents/QIFull.pdf
https://www.aihw.gov.au/getmedia/31d2844d-323e-400a-875e-e9183fafdfad/aihw-aus-221-chapter-7-17.pdf.aspx
https://www.cqc.org.uk/sites/default/files/20160608_learning_from_harm_briefing_paper.pdf
http://www.ihi.org/resources/Pages/Publications/KeylearningfromtheDanaFarberCancerInstitutes10yearpatientsafetyjourney.aspx
https://www.kingsfund.org.uk/sites/default/files/2017-05/Patients-experience-summary-Kings-Fund-Dec-2015.pdf
https://www.gov.uk/government/publications/report-of-the-mid-staffordshire-nhs-foundation-trust-public-inquiry
https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdf
https://content.nihr.ac.uk/nihrdc/themedreview-04327-PE/Patient-Feedback-WEB.pdf
https://www.england.nhs.uk/fft/
https://www.youtube.com/watch?v=JzlvgtPIof4
https://www.pointofcarefoundation.org.uk/resource/using-patient-experience-for-improvement/
https://ergonomics.org.uk/asset/E066E3BC-0872-48BC-95905AE9A482D216/
https://cdn.who.int/media/docs/default-source/patient-safety/pfps/pfps_brochure_2013.pdf
https://www.patientsafetyinstitute.ca/en/education/psoc/Pages/default.aspx
https://www.england.nhs.uk/wp-content/uploads/2020/08/Maternity_safety_champions_13feb.pdf
https://www.england.nhs.uk/wp-content/uploads/2020/08/identifying-patient-safety-specialists-v2.pdf
https://cepc.ucsf.edu/sites/cepc.ucsf.edu/files/Patient Liaison Handbook SGFH 2014.pdf
https://edhub.ama-assn.org/steps-forward/module/2702594
https://cdn.who.int/media/docs/default-source/patient-safety/pfps/pfps_london_declaration_2010_en.pdf?sfvrsn=8c4fe4e_9
https://www.eu-patient.eu/Capacity-Building-programme/summer-training-course/
https://psmf.org/


4.4 Patient Safety Incident Disclosure to Victims Disclosure of Errors https://psnet.ahrq.gov/primer/disclosure-errorsBlog
Agency for 
Healthcare Research 
and Quality

The Patient Safety Network of the Agency for Healthcare Research and Quality describes how disclosing errors to patietns can improve patietn safety. 
IT outlines how the benefits of this and highlights some institutions that have undergone this. 

English Free

4.4 Patient Safety Incident Disclosure to Victims Topic 8: Engaging with patients and carers https://cdn.who.int/media/docs/default-source/patient-safety/curriculum-guide/resources/ps-curr-teach-guides/topic-08_engaging-with-patients-and-carers_teaching-slides.pdf?sfvrsn=d0cbfa8d_9Curriciulum WHO
The objective of this topic is to understand the ways in which patients and carers can be involved as partners in health care, both in
preventing harm and learning and healing from an adverse event

English Free

4.4 Patient Safety Incident Disclosure to Victims Open Disclosure Flowchart for Healthcare Consumers https://www.safetyandquality.gov.au/sites/default/files/migrated/A3-Open-Disclosure-Flow-Chart-Consumers-OFFICE-PRINTING-May-2013.pdfFlowchart

Australian 
Commission on 
Safety and Quality in 
Healthcare

A flowchart for healthcare consumers to use when they experience an adverse event English Free

4.4 Patient Safety Incident Disclosure to Victims Australian Open Disclosure Framework https://www.safetyandquality.gov.au/sites/default/files/migrated/Australian-Open-Disclosure-Framework-Feb-2014.pdfFramework

Australian 
Commission on 
Safety and Quality in 
Healthcare

The Australian Open Disclosure Framework is a national initiative of the Australian, and state and territory governments, in conjunction with private 
health services, through the Australian Commission on Safety and Quality in Health Care. It is intended to contribute to improving the safety and 
quality of health care.

English Free

4.4 Patient Safety Incident Disclosure to Victims Access to Medical Records https://www.avma.org.uk/wp-content/uploads/Medical-records.pdfGuidance
Action Against 
Medical Accidents

This self-help guide contains all the information that patients should need to access their medical records, or those of a loved one or someone who 
has died, and what action they can take afterwards.

English Free 4.5

4.4 Patient Safety Incident Disclosure to Victims
Counselling and psychological support following avoidable harm 
in healthcare

https://www.avma.org.uk/wp-content/uploads/Counselling.pdfGuidance
Action Against 
Medical Accidents

This leaflet aims to offer some key principles to patients that may help them decide whether they want to access counselling (therapy), what to 
consider when choosing a counsellor (therapist) and what to expect when they go for counselling.

English Free 4.5

4.4 Patient Safety Incident Disclosure to Victims The Duty of Candour https://www.avma.org.uk/wp-content/uploads/Duty-of-candour.pdfGuidance
Action Against 
Medical Accidents

The duty of candour is a statutory (legal) duty to be open and honest with patients (or ‘service users’), or their families, when something goes wrong 
that appears to have caused or could lead to significant harm in the future. This leaflet explains to patients what to expect if such an incident occurs 
and what to do if they think their healthcare provider has not complied with the duty of candour.

English Free 4.5

4.4 Patient Safety Incident Disclosure to Victims Your Rights https://www.avma.org.uk/wp-content/uploads/Your-rights.pdfGuidance
Action Against 
Medical Accidents

This guidance for patient's describes their rights if they have been the victim of avoidbale harm in healthcare and how to take action. English Free

4.4 Patient Safety Incident Disclosure to Victims
Open disclosure of things that don’t go to plan in health care: A 
booklet for patients beginning an open disclosure process

https://www.safetyandquality.gov.au/sites/default/files/migrated/Open-Disclosure-Patient-Booklet-COMMERCIAL-PRINTING-May-20131.pdfGuidance

Australian 
Commission on 
Safety and Quality in 
Healthcare

This guide has been designed to help patients in open disclosure of their own care or of a relative/friend. This guide focuses on health services 
(including hospitals) and doctors and nurses, but also covers health care provided in other health facilities and by other healthcare providers.

English Free

4.4 Patient Safety Incident Disclosure to Victims The duty of candour: guidance for providers https://www.cqc.org.uk/sites/default/files/20210421%20The%20duty%20of%20candour%20-%20guidance%20for%20providers.pdfGuidance CQC

The duty of candour requires registered providers and registered managers (known as ‘registered persons’) to act in an open and transparent way 

with people receiving care or treatment from them. The regulation also defines ‘notifiable safety incidents’ and specifies how registered persons must 
apply the duty of candour if these incidents occur.

English Free

4.4 Patient Safety Incident Disclosure to Victims Confidentiality Guidance https://www.gmc-uk.org/ethical-guidance/ethical-guidance-for-doctors/confidentiality/about-this-guidance#other-materials-availableGuidance GMC
This guidance outlines the framework for considering when to disclose patients’ personal information and then applies that framework to disclosures 
to support the direct care of an individual patient, disclosures for the protection of patients and others and disclosures for all other purposes. This 
guidance also sets out the responsibilities of all doctors for managing and protecting patient information.

English, Welsh Free

4.4 Patient Safety Incident Disclosure to Victims
Openness and honesty when things go wrong: The professional 
duty of candour

https://www.gmc-uk.org/-/media/documents/openness-and-honesty-when-things-go-wrong--the-professional-duty-of-cand____pdf-61540594.pdf?la=en&hash=EEB52EBEDBFA0EA421F4736F4C36BAB730A9E567Guidance GMC
In this guidance we explore what being open and honest about mistakes means in practice. And whose responsibility it is to explain and record what 
has gone wrong. We include practical advice on: when and who you should apologise to, what to include in an apology. how to say sorry. There is 
also a section on encouraging you to report errors, not only with your patients, but at your place of work to help promote a learning culture.

English, Welsh Free 4.5

4.4 Patient Safety Incident Disclosure to Victims Guidance on Open Disclosure Policies https://www.hdc.org.nz/media/5372/guidance-on-open-disclosure-policies.pdfGuidance
Health and Disability 
Commissioner

Internationally, there is a move towards the development of national standards and organisational policies to promote open disclosure. Set out in 
this guidance are guiding points that provider organisations should consider when developing open disclosure policies.

English Free 4.1, 4.2 

4.4 Patient Safety Incident Disclosure to Victims Confidentiality - NHS Code of Practice https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/200146/Confidentiality_-_NHS_Code_of_Practice.pdfGuidance NHS
Purpose is to provide guidance to the NHS and NHS related organisations on patient information confidentiality issues. BMA, GMC and OIC have 
endorsed the document. This will help send a consistent message across the Service on confidentiality and issues around the processing of patient 
information.

English Free

4.4 Patient Safety Incident Disclosure to Victims Saying Sorry https://resolution.nhs.uk/wp-content/uploads/2017/07/NHS-Resolution-Saying-Sorry-Final.pdfGuidance NHS Guidance for healthcare professionals on how to apologise after avoidable harm in healthcare has been caused English Free

4.4 Patient Safety Incident Disclosure to Victims Open Disclosure Handbook https://www.cec.health.nsw.gov.au/__data/assets/pdf_file/0007/258982/CEC-Open-Disclosure-Handbook.pdfHandbook
Clinical Excellence 
Commission

The Open Disclosure Handbook has been prepared by the Clinical Excellence Commission as a resource for clinicians and other health care staff 
working within a NSW Health facility or service. It outlines the steps and considerations involved in practising open disclosure according to the NSW 
Health Open Disclosure Policy PD2014_028 and the Australian Open Disclosure Framework published by the Australian Commission on Safety and 
Quality in Health Care in 2013.

English Free

4.4 Patient Safety Incident Disclosure to Victims Disclosure of Adverse Events to Patients https://www.ethics.va.gov/docs/policy/VHA_Handbook_1004_08_Adverse_Event_Disclosure.pdfPolicy
Department of 
Veteran Affairs

This Veterans Health Administration (VHA) directive establishes the policy to ensure consistent practice in disclosing to patients or to the patient’s 
personal representative the occurrence of adverse events related to the patient’s clinical care.

English Free

4.4 Patient Safety Incident Disclosure to Victims Open Disclosure Policy https://www1.health.nsw.gov.au/pds/ActivePDSDocuments/PD2014_028.pdfPolicy NSW Government
This policy sets out the minimum requirements for implementing open disclosure within NSW Health facilities and services, describes when open 
disclosure is required, defines the two stages of the open disclosure process - clinician disclosure and, where indicated, formal open disclosure -, 
outlines key steps, and outlines the roles and responsibilities for NSW Health staff in relation to open disclosure.

English Free

4.4 Patient Safety Incident Disclosure to Victims Disclosure and Discussion of Adverse Events https://www.acog.org/clinical/clinical-guidance/committee-opinion/articles/2016/12/disclosure-and-discussion-of-adverse-eventsReport
American College of 
Obstetricians and 
Gynecologists’ 

Adverse outcomes,are a reality of medical care and affect patients, but  also affect health care practitioners. Thus, health care practitioners and 
institutions should understand how to best disclose and discuss adverse events with patients and their families. Beyond disclosure, health care 
teams also must look to each other, identifying and assisting health care practitioners and ancillary staff who become deeply affected by the adverse 

English

4.4 Patient Safety Incident Disclosure to Victims The Sorry Works! Coalition: Making the Case for Full Disclosure https://www.jointcommissionjournal.com/article/S1553-7250(06)32044-2/pdfReport
The Joint 
Commission

This article describes The Sorry Works! Coalition, an organization of doctors, lawyers, insurers, and patient advocates that is dedicated to promoting 
full disclosure and apologies for medical errors as a “middle-ground solution” to the medical malpractice crisis.

English Free

4.4 Patient Safety Incident Disclosure to Victims
Review: Implementation of the AustralianOpen Disclosure 
Framework

https://www.safetyandquality.gov.au/sites/default/files/2020-12/implementation_of_the_australian_open_disclosure_framework.pdfReview

Australian 
Commission on 
Safety and Quality in 
Healthcare

The Commission has undertaken this review to assess the implementation of the Framework in Australian health services. Project aims were to 
review and consult on: the activities undertaken by Australian health services, jurisdictions and the private hospital sector to implement the 
Framework, including state, territory and organisational policies, processes, training and strategies. Also review the extent to which the Framework 
has been, or is being, implemented in practice.

English Free

4.4 Patient Safety Incident Disclosure to Victims Communication and Optimal Resolution (CANDOR) https://www.ahrq.gov/patient-safety/capacity/candor/index.htmlToolkit
Agency for 
Healthcare Research 
and Quality

Communication and Optimal Resolution (CANDOR) is a process that health care institutions and practitioners can use to respond in a timely, 
thorough, and just way when unexpected events cause patient harm. This AHRQ toolkit, based on the CANDOR process, is intended to assist hospitals 
in implementing communication and optimal resolution programs.

English Free

4.4 Patient Safety Incident Disclosure to Victims Disclosing Errors: Calgary-Cambridge Guide https://www.hse.ie/eng/about/our-health-service/healthcare-communication/nhcp-disclosing-errors.pdfToolkit/Guidance HSE A step-by-step guide on how healthcare professionals can disclose a medical error to their patietns English Free

4.4 Patient Safety Incident Disclosure to Victims
Open Disclosure resources for clinicians and health care 
providers

https://www.safetyandquality.gov.au/our-work/clinical-governance/open-disclosure/implementing-open-disclosure-framework/open-disclosure-resources-clinicians-and-health-care-providersWebpage 
compendium

Australian 
Commission on 
Safety and Quality in 
Healthcare

A compliaton of resources for healthcare professionals to use for open disclosure English Free

4.5 Information and Education to Patients and Families  QuestionBuilder App https://www.ahrq.gov/questions/question-builder/index.htmlApp AHRQ
The AHRQ Question Builder app helps patients and caregivers prepare for medical appointments and maximize visit time. It enables patients to select 

or create questions that they can ask during their appointment. 
English Free 6.5

4.5 Information and Education to Patients and Families  8 Ways to Improve Health Literacy http://www.ihi.org/communities/blogs/8-ways-to-improve-health-literacyBlog post IHI
HI Executive Director Frank Federico describes what care providers should do to improve their communication with patients to help improve the 
safety and reliability of care.

English Free

4.5 Information and Education to Patients and Families  Shared Decision Making https://www.healthit.gov/sites/default/files/nlc_shared_decision_making_fact_sheet.pdf
Fact 
Sheet/Resource 
collection

healthit.gov
This document is an educational fact sheet about shared decision making in healthcare. It also provides selected tools that can help organisations 
with shared decision making. 

English Free 5.1

4.5 Information and Education to Patients and Families  The 10 Questions You Should Know https://www.ahrq.gov/questions/10questions.htmlGuidance AHRQ The AHRQ sets out 10 questions that pateitns should know the answer to for their healthcare visits. S English Free

4.5 Information and Education to Patients and Families  Living Well with Asthma https://staywell.mydigitalpublication.com/publication/?m=53295&i=459243&p=1&ver=html5Guidance
John Hopkins 
Medicine

Living Well guides are designed by John Hopkins to provide excellent information about managing a chronic condition. Each guide includes interactive 
features to enhance the learning experience of patients. They can watch videos, listen to the audio recording of each section, highlight text and more.

English, Spanish, French, 
Chinese, German, Portuguese, 

Italian
Free

4.5 Information and Education to Patients and Families  Living Well with Chronic Lung Disease https://staywell.mydigitalpublication.com/publication/?i=459252Guidance
John Hopkins 
Medicine

Living Well guides are designed by John Hopkins to provide excellent information about managing a chronic condition. Each guide includes interactive 
features to enhance the learning experience of patients. They can watch videos, listen to the audio recording of each section, highlight text and more.

English, Spanish, French, 
Chinese, German, Portuguese, 

Italian

Free

4.5 Information and Education to Patients and Families  Living Well with Diabetes https://staywell.mydigitalpublication.com/publication/?i=459239Guidance
John Hopkins 
Medicine

Living Well guides are designed by John Hopkins to provide excellent information about managing a chronic condition. Each guide includes interactive 
features to enhance the learning experience of patients. They can watch videos, listen to the audio recording of each section, highlight text and more.

English, Spanish, French, 
Chinese, German, Portuguese, 

Italian
Free

4.5 Information and Education to Patients and Families  Living Well with Heart Disease https://staywell.mydigitalpublication.com/publication/?i=459191Guidance
John Hopkins 
Medicine

Living Well guides are designed by John Hopkins to provide excellent information about managing a chronic condition. Each guide includes interactive 
features to enhance the learning experience of patients. They can watch videos, listen to the audio recording of each section, highlight text and more.

English, Spanish, French, 
Chinese, German, Portuguese, 

Italian
Free

4.5 Information and Education to Patients and Families  Living Well with Heart Failure https://staywell.mydigitalpublication.com/publication/?i=459234Guidance
John Hopkins 
Medicine

Living Well guides are designed by John Hopkins to provide excellent information about managing a chronic condition. Each guide includes interactive 
features to enhance the learning experience of patients. They can watch videos, listen to the audio recording of each section, highlight text and more.

English, Spanish, French, 
Chinese, German, Portuguese, 

Italian
Free

4.5 Information and Education to Patients and Families  The SHARE Approach: A Model for Shared Decision Making https://www.ahrq.gov/sites/default/files/publications/files/share-approach_factsheet.pdfGuidance/Toolkit AHRQ
The SHARE Approach is a five-step process for shared decision making that includes exploring and comparing the benefits, harms, and risks of each 
option through meaningful dialogue about what matters most to the patient. It also provides a curriculum, tools, webinars and success stories of the 
SHARE approach

English Free

4.5 Information and Education to Patients and Families  Shared Decision Making: Summary Guide https://www.england.nhs.uk/publication/shared-decision-making-summary-guide/Guide and Tool NHS

The Shared Decision Making Summary Guide is intended for people leading local implementation of shared decision making. It enables:
increased understanding of  good shared decision making commissioning of local shared decision making initiatives and embedding them in care 
pathways providers to have better conversations with people using services, thereby supporting them to make more informed choices based on their 
personal values and preferences and what is known of the risks and benefits

English Free 5.1, 6.3

4.5 Information and Education to Patients and Families  Improving Safety Through Education and Training https://www.hee.nhs.uk/sites/default/files/documents/Improving%20safety%20through%20education%20and%20training.pdfReport
Health Education 
England

This report focuses on how education and training interventions can actively improve patient safety. There is a real need for a systematic approach 
that uses learning tools effectively, both for short term reduction in risk to patients and also to build a long-term, sustainable learning environment 
within healthcare that is centred on patients and on the need for the safest care possible.

English Free

4.5 Information and Education to Patients and Families  Improving health literacy to reduce health inequalities https://www.instituteofhealthequity.org/resources-reports/local-action-on-health-inequalities-health-literacy-to-reduce-health-inequalitiesReport

Public Health 
England + UCL 
Institute of Health 
Equity

This practice resource is based on analysis of research and service literature on health literacy including statistical evidence, primary evaluations of 
interventions, review-level studies of interventions, and descriptions of interventions.The report draws on the evidence base and examples of local 
practice to illustrate notable approaches for local action.

English Free

4.5 Information and Education to Patients and Families  AHRQ Shareable Resources https://www.ahrq.gov/questions/resources/index.htmlResource 
Compilation

AHRQ The resources  will help patient prepare for medical appointments, ask questions, and talk with members of their health care team. English Free

4.5 Information and Education to Patients and Families  Educating Patients https://www.cdc.gov/vaccines/hcp/patient-ed/educating-patients.htmlResource 
Compilation

Center for Disease 

Control and 
Prevention

Resources are available in various formats—flyers, fact sheets, posters, videos, web buttons—and includes links to other useful websites. CDC 
materials can be downloaded, copied, and distributed to patients. Some items can be ordered through an online ordering system.

English Free

4.5 Information and Education to Patients and Families  Live Well Guides https://www.nhs.uk/live-well/ Resource 
Compilation

NHS
Guidance, advice, tips and tools for patients to make informed choices about their health and wellbeing. They cover various areas of health that 
guide people about questions and towards appropraite resources.

English Free

4.5 Information and Education to Patients and Families  Speak Up Campaigns https://www.jointcommission.org/resources/for-consumers/speak-up-campaigns/Resource 
Compilation

The Joint 
Commission

The goal of the Joint Commission's Speak Up patient Safety Programme is to help aptients and their advocates become active in their care. They 
provide infographics and animated videos for patients for various healthcare scenarios

English Free 6.2

4.5 Information and Education to Patients and Families  Self-help guides https://www.avma.org.uk/help-advice/guides/#medical-recordsResource 
Compliation

Action Against 
Medical Accidents

AvMA’s self-help guides have been written by experts to help guide patients through the process of taking action following a medical injury. In clear 
and straightforward language, they set out the procedures patients will need to follow, and legal rights and obligations, and contain useful contact 
details for regulatory bodies, advice services and other organisations that may be of help.

English Free
(individual 

resources seelected 
for 4.4)

4.5 Information and Education to Patients and Families  Mind of My Own https://mindofmyown.org.uk Service MindOfMyOwn
At Mind Of My Own we believe that every child should be able to give voice to their lived experience – and be heard. We create fully accessible apps 
that provide a unique digital solution to advancing universal children’s rights; as such we are the only digital tool that comprehensively supports 
Article 12 of the United Nations Convention on the Rights of the Child (UNCRC). 

English Free 4.1

4.5 Information and Education to Patients and Families  Accessible Information Standard https://www.england.nhs.uk/ourwork/accessibleinfo/Standards NHS
The Standard sets out a specific, consistent approach to identifying, recording, flagging, sharing and meeting the information and communication 
support needs of patients, service users, carers and parents with a disability, impairment or sensory loss.

English (Video in BSL and 
subtitles)

Free

4.5 Information and Education to Patients and Families  collaboRATE Measure http://www.glynelwyn.com/collaborate-measure.htmlTool Glyn Elwyn ,A patient reported measure with three brief questions completed after a consultation, to assess how well informed the patient is

English, Dutch, Norwegian, 
Spanish, Danish, French, 

Swedish, Mandarin, 
Traditional Chinese, German, 

Japanese

Free

4.5 Information and Education to Patients and Families  The 9-item Shared Decision Making Questionnaire http://www.patient-als-partner.de/index.php?article_id=20&clang=2/Tool Patient als Partner
The 9-item Shared Decision Making Questionnaire was developed in a theory-driven manner and measures the extent to which patients are involved 
in the process of decision-making from the perspective of the patient (patient version SDM-Q-9) and from the perspective of the physician (physician 
version SDM-Q-Doc).

Chinese, Czech, Danish, 
Dutch, English, Filipino, 
French, German, Greek, 

Hebrew, Hungarian, Italian, 
Japanese, Korean, Lithuanian, 

Malay, Norwegian, Perisan, 

Free

4.5 Information and Education to Patients and Families  Be More Engaged in Your Healthcare https://www.ahrq.gov/sites/default/files/wysiwyg/questions/be-engaged.pdfToolkit AHRQ The AHRQ  provides patients with practical tips to use before, during and after their medical appointment by being engaged with their appointment. English Free

4.5 Information and Education to Patients and Families  AHRQ Health Literacy Universal Precautions Toolkit https://www.ahrq.gov/sites/default/files/publications/files/healthlittoolkit2_4.pdfToolkit AHRQ

The purpose of this Toolkit is to provide evidence-based guidance to support primary care practices in addressing health literacy. The Toolkit can help 
practices reduce the complexity of health care, increase patient understanding of health information, and enhance support for patients of all literacy 
levels. The Toolkit comprises 21 tools addressing 4 domains that are important for promoting health literacy in practice:
1. Spoken Communication
2. Written Communication

English Free

4.5 Information and Education to Patients and Families  Health Literacy https://healtheducationengland.sharepoint.com/Comms/Digital/Shared%20Documents/Forms/AllItems.aspx?originalPath=aHR0cHM6Ly9oZWFsdGhlZHVjYXRpb25lbmdsYW5kLnNoYXJlcG9pbnQuY29tLzpmOi9nL0NvbW1zL0RpZ2l0YWwvRXFrZ0dqZGNOaGRJdUVzLUZjb2JMM3dCcjd0THpZUW5mZzc5MFExYmxJaXlDQT9ydGltZT1RVC1NeXN4SzJVZw&id=%2FComms%2FDigital%2FShared%20Documents%2Fhee%2Enhs%2Euk%20documents%2FWebsite%20files%2FHealth%20literacyToolkit
Health Education 
England

A collection of resoruces about Health literacy English Free 5.1

4.5 Information and Education to Patients and Families  Patient and Clinician Videos https://www.ahrq.gov/questions/videos/index.htmlVideo Resources AHRQ

In these short videos, patients talk about how simple questions can help patients take better care of themselves, feel better, and get the right care at 

the right time. Doctors and nurses talk about how  questions help them take better care of patients and give advice on how they can be an active 
member of your healthcare team and get their questions answered. 

English Free

4.5 Information and Education to Patients and Families  Shared Decision Making Resources http://www.choosingwisely.co.uk/resources/shared-decision-making-resources/Webpage 
Resources

Choosing Wisely UK These are a combination of guidance and opinion pieces to aid shared decision making with  patients and healthcare professionals. English Free 6.1

https://psnet.ahrq.gov/primer/disclosure-errors
https://cdn.who.int/media/docs/default-source/patient-safety/curriculum-guide/resources/ps-curr-teach-guides/topic-08_engaging-with-patients-and-carers_teaching-slides.pdf?sfvrsn=d0cbfa8d_9
https://www.safetyandquality.gov.au/sites/default/files/migrated/A3-Open-Disclosure-Flow-Chart-Consumers-OFFICE-PRINTING-May-2013.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/Australian-Open-Disclosure-Framework-Feb-2014.pdf
https://www.avma.org.uk/wp-content/uploads/Medical-records.pdf
https://www.avma.org.uk/wp-content/uploads/Counselling.pdf
https://www.avma.org.uk/wp-content/uploads/Duty-of-candour.pdf
https://www.avma.org.uk/wp-content/uploads/Your-rights.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/Open-Disclosure-Patient-Booklet-COMMERCIAL-PRINTING-May-20131.pdf
https://www.cqc.org.uk/sites/default/files/20210421 The duty of candour - guidance for providers.pdf
https://www.gmc-uk.org/ethical-guidance/ethical-guidance-for-doctors/confidentiality/about-this-guidance#other-materials-available
https://www.gmc-uk.org/-/media/documents/openness-and-honesty-when-things-go-wrong--the-professional-duty-of-cand____pdf-61540594.pdf?la=en&hash=EEB52EBEDBFA0EA421F4736F4C36BAB730A9E567
https://www.hdc.org.nz/media/5372/guidance-on-open-disclosure-policies.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/200146/Confidentiality_-_NHS_Code_of_Practice.pdf
https://resolution.nhs.uk/wp-content/uploads/2017/07/NHS-Resolution-Saying-Sorry-Final.pdf
https://www.cec.health.nsw.gov.au/__data/assets/pdf_file/0007/258982/CEC-Open-Disclosure-Handbook.pdf
https://www.ethics.va.gov/docs/policy/VHA_Handbook_1004_08_Adverse_Event_Disclosure.pdf
https://www1.health.nsw.gov.au/pds/ActivePDSDocuments/PD2014_028.pdf
https://www.acog.org/clinical/clinical-guidance/committee-opinion/articles/2016/12/disclosure-and-discussion-of-adverse-events
https://www.jointcommissionjournal.com/article/S1553-7250(06)32044-2/pdf
https://www.safetyandquality.gov.au/sites/default/files/2020-12/implementation_of_the_australian_open_disclosure_framework.pdf
https://www.ahrq.gov/patient-safety/capacity/candor/index.html
https://www.hse.ie/eng/about/our-health-service/healthcare-communication/nhcp-disclosing-errors.pdf
https://www.safetyandquality.gov.au/our-work/clinical-governance/open-disclosure/implementing-open-disclosure-framework/open-disclosure-resources-clinicians-and-health-care-providers
https://www.ahrq.gov/questions/question-builder/index.html
http://www.ihi.org/communities/blogs/8-ways-to-improve-health-literacy
https://www.healthit.gov/sites/default/files/nlc_shared_decision_making_fact_sheet.pdf
https://www.ahrq.gov/questions/10questions.html
https://staywell.mydigitalpublication.com/publication/?m=53295&i=459243&p=1&ver=html5
https://staywell.mydigitalpublication.com/publication/?i=459252
https://staywell.mydigitalpublication.com/publication/?i=459239
https://staywell.mydigitalpublication.com/publication/?i=459191
https://staywell.mydigitalpublication.com/publication/?i=459234
https://www.ahrq.gov/sites/default/files/publications/files/share-approach_factsheet.pdf
https://www.england.nhs.uk/publication/shared-decision-making-summary-guide/
https://www.hee.nhs.uk/sites/default/files/documents/Improving safety through education and training.pdf
https://www.instituteofhealthequity.org/resources-reports/local-action-on-health-inequalities-health-literacy-to-reduce-health-inequalities
https://www.ahrq.gov/questions/resources/index.html
https://www.cdc.gov/vaccines/hcp/patient-ed/educating-patients.html
https://www.nhs.uk/live-well/
https://www.jointcommission.org/resources/for-consumers/speak-up-campaigns/
https://www.avma.org.uk/help-advice/guides/#medical-records
https://mindofmyown.org.uk/
https://www.england.nhs.uk/ourwork/accessibleinfo/
http://www.glynelwyn.com/collaborate-measure.html
http://www.patient-als-partner.de/index.php?article_id=20&clang=2/
https://www.ahrq.gov/sites/default/files/wysiwyg/questions/be-engaged.pdf
https://www.ahrq.gov/sites/default/files/publications/files/healthlittoolkit2_4.pdf
https://healtheducationengland.sharepoint.com/Comms/Digital/Shared Documents/Forms/AllItems.aspx?originalPath=aHR0cHM6Ly9oZWFsdGhlZHVjYXRpb25lbmdsYW5kLnNoYXJlcG9pbnQuY29tLzpmOi9nL0NvbW1zL0RpZ2l0YWwvRXFrZ0dqZGNOaGRJdUVzLUZjb2JMM3dCcjd0THpZUW5mZzc5MFExYmxJaXlDQT9ydGltZT1RVC1NeXN4SzJVZw&id=%2FComms%2FDigital%2FShared%20Documents%2Fhee%2Enhs%2Euk%20documents%2FWebsite%20files%2FHealth%20literacy
https://www.ahrq.gov/questions/videos/index.html
http://www.choosingwisely.co.uk/resources/shared-decision-making-resources/

