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Introduction

Service user involvement in improvement work continues to develop, yet to date, efforts have not necessarily focused on the patients’ experience beyond asking what was good and what was not (Bate and Robert 2006). This chapter will discuss the innovative ways in which service and quality improvement projects can involve service users in their design and delivery. The chapter will also provide practical case studies of service user involvement. 
The word ‘service-user’ is used here as an umbrella term to include people who have health conditions, people who are caregivers (including carers, parents and family members) and others with relevant lived experience (such as those who have experience of social care).
Objectives

· To identify how service user involvement in quality improvement has evolved over recent years
· To discuss the ways in which service and quality improvement projects can successfully involve service users in their design and delivery

· To analyse how service user involvement in service and quality improvement can be evaluated

· To provide practical examples of service user involvement that can be replicated in other contexts
· To explore the possible ways in which impact of service user involvement in quality improvement can be assessed.
Introduction to service user involvement in healthcare
Policy and practice

The NHS and Community Care Act (1990) has been widely cited as the first piece of UK legislation to establish a formal requirement for service-user involvement in health care planning and improvement. This was closely followed by the Patient’s Charter (1991) which emphasised the government’s intention to provide ‘patient-centred’ care and ensure that the patient’s voice was heard. Ten years later, the Health and Social Care Act (2001a) required all NHS Trusts, Primary Care Trusts and Strategic Health Authorities to consult with, and involve people in service planning and evaluation. The Act stated that 
‘It is the duty ....that persons to whom those services are being or may be provided for,  are directly or through representatives, involved in and consulted on:
a) the planning of the provision of those services, 
b) the development and consideration of proposals for changes in the way those services are provided, and 
c) decisions to be made by that body affecting the operation of those services’. (DH 2001, p.11)

Involving Patients and the Public in Health Care (DH 2001b) developed mechanisms for putting into place the legislation of the Health and Social Care Act (DH 2001a). This included a programme for setting up Patient Forums in every Primary Care Trust (PCT) and NHS Trust; the setting up of a Commission for Patient and Public Involvement in Health; and requiring every NHS Trust and PCT to publish an account of how the public had been involved in services. In 2008 the Care Quality Commission (CQC) became the regulator of all health and adult social care services and was required by government to promote awareness among service users of its functions, engage with service users about the provision of health and social care services and ensure that the views of service users are respected.  

Two years later, the principle of ‘no decision about me, without me’ was highlighted in the White Paper Equity and Excellence: Liberating the NHS (DH, 2010). The White Paper identified that information generated by patients themselves will be critical to this ideology, and will include much wider use of effective tools like Patient-Reported Outcome Measures (PROMS), patient experience data, and real-time feedback (DH 2010, p.14). 

In 2014 Health Authorities were abolished and funds transferred to new GP-led Clinical Commissioning Groups (CCGs). The CCGs have a legal duty to promote the involvement of service users and their carers or representatives in decisions that relate to the prevention or diagnosis of illness, or in their care or treatment. In addition, Health and Wellbeing Boards have been established although there has been some uncertainty and confusion with regard to service user involvement in the new structures such as the different perspectives users and professionals may have on the impact of user involvement in commissioning, and demands that are placed on single service user representatives, that is, the time necessary for meaningful involvement (Evans et al. 2015). 
More recently, an inquiry into the serious failings of the Mid Staffordshire NHS Foundation Trust in the UK, between 2005 and 2008, was undertaken. The report (Francis 2013) called for a fundamental culture shift within the NHS and emphasised the need for patient-centred care and involvement. The report stated that the management at the Trust did not have a culture of listening to patients and asking for feedback. One of the consequences was that UK policy was amended to reflect these criticisms and the NHS Constitution, updated in 2015, has stated that “The NHS will actively encourage feedback from the public, patients and staff, welcome it and use it to improve its services” (DH 2015).

Involving service users in improvement projects – where are we now?
Although recent policy initiatives highlighted above have seen an increased emphasis on service user involvement in quality improvement (QI) over the past decade, meaningful involvement by service users faces continuing challenges. It is possible that although hospitals have attempted to engage patients in QI, some attempts, such as patient surveys, have been used as ‘tick box’ exercises with patients never seeing whether their suggestions have been acted upon. Also patient experience data, often presented to hospital boards, are ‘noted for information’ rather than leading to action points and organisational learning (Dr Foster 2010).

Despite organisations such as the Health Foundation in the UK, and the Institute for Health Improvement in the USA, making numerous recommendations and resources to enable involvement, some clinicians find it difficult to understand whether and how service users can be involved in improvement projects, in significant and distinctive ways (Armstrong et al. 2013).

Another challenge is who exactly should be involved in QI. As Armstrong et al (2013) have discussed, there is often debate on whether service users should be representative of the demographic characteristics of the population from which they are drawn, or whether it is preferable that they represent shared experiences and standpoints and have particular kinds of skills and capacities (Martin 2008).

Co-production of service and quality improvement projects
Evidence-based co-design

Design-led professions such as architecture and computer graphics have long held the common aim that a product or process should be as user-friendly as possible, and within the health service new ways that enable patients and staff to design and improve services are emerging (Tollyfield 2014). As an example, a model for evidence-based co-design (EBCD), originally developed by Bate and Robert (2007), has been used to develop services in a number of specialities, including cancer care (Tsianakas et al. 2012) and critical care (Tollyfield 2014), with projects typically taking 6-12 months to complete.

EBCD is an approach to improving healthcare services that combines participatory and user experience design tools and processes to bring about quality improvements in healthcare organisations. Through a "co-design" process, the approach involves staff, patients, and carers reflecting on their experiences of a service, working together to identify improvement priorities, devising and implementing changes, and then jointly reflecting on their achievements (Bate and Robert 2007). 

As the authors described:

“In its complete sense, users may be involved in every step of the design process from diagnosis and need analysis, through envisioning and model building, to prototyping and testing, implementing and evaluating. And in this process they do not just say things, they do things as well; and they do them in person, not through some third party” (Bate & Robert (2007) p.30).
This approach commences with an exploratory phase where service users are interviewed and observations of the environment made. Resulting themes from the interviews and observations are identified, and later, staff and patients come together to discuss the themes that emerged from the interviews. However, some authors have suggested that although the EBCD approach exemplifies the unique contribution that service users can make in identifying problems of quality and safety in healthcare, it is less clear how service users can contribute to improving processes and quality of care (Entwistle et al 2010).
Step-by-step guide to involving service users in improvement work

Although there is also a growing emphasis for inclusion of the patient voice in improvement of healthcare quality, there continues to be few published papers on practical ways to involve service users in improvement work. This chapter will now present an easy-to-follow, step-by-step guide to involving service users in improvement work, based on recommendations from a research team that evaluated three very different models of patient involvement via an ethnographic approach involving 126 in-depth interviews, 12 weeks of non-participant observations and documentary analysis of three QI projects (Armstrong et al, 2013). 
The three projects differed in the ways they involved patients, acting in some cases as intermediaries between the wider patient community and clinicians, and sometimes undertaking persuasive work to convince clinicians of the need for change. The team then identified specific strategies that can be used to help ensure that patient involvement works most effectively (Armstrong et al. 2013) See Box 1. 

Box 1: Recommendations for successful service user involvement in QI

	· Ensure clarity on the rationale for patient involvement

· Identify the appropriate involvement model to achieve the desired outcomes

· Discuss and provide clear roles and responsibilities for service users

· Ensure involvement is meaningful (and measure the effects of the involvement)

Adapted from Armstrong (2013)



1. Ensure clarity on the rationale for patient involvement 
Prior to the start of any improvement work, it is important that the improvement team takes time to think through the rationale for involving service users. Firstly, the focus of the involvement needs to be clarified: is it to identify and prioritise needs or resources; to monitor and evaluate services; or to improve services using a recognised QI methodology? In addition, the team needs to consider the ways in which service-users are representative: to contribute their own voice or experience or to contribute the voice of a group of people with a specific condition for example. An unclear rationale and focus for the involvement at the first stage can easily slip into tokenism (Armstrong et al 2013). 

Attention needs to be paid to the way in which service users are recruited, as it is often common to involve service users who are well-known within community or self-help groups. One effective way to do this is to enrol one service-user who is already well-known to clinicians and also within the patient/carer population and then ask them to recruit others. It is crucial to actively seek people who are traditionally ‘hard to reach’, especially if they are representative of the population that is being served. Good practice is to monitor who is being involved in QI, so that gaps in representation are identified, and seldom heard groups are targeted where appropriate.

Suitable ways to engage service users in QI include:
- advertising in waiting areas of out-patients departments and GP practices (postcards given out at reception when booking in, is often much more successful than a poster on a noticeboard)
- advertising in newsletters (self-help groups, leisure groups, libraries) 

- making direct contact with self-help groups, such as Expert Patient Programmes, or local Healthwatch organisations
- clinical staff to approach individual patients directly
2. Identify the appropriate involvement model to achieve the desired outcomes 

Armstrong et al (2013) suggests that issues such as the nature of the quality gap, the clinical area, the improvement tools being used and the characteristics of the patients served should be considered next. There are many different ways in which people might participate in health depending upon their personal circumstances and interest. The ‘Ladder of Engagement and Participation’ (Arnstein 1969) is a widely recognised model for understanding different forms and degrees of patient and public involvement. Figure1 (adapted from Arnstein) shows one way in which practitioners can evaluate their involvement practices, by asking themselves where on the ladder they believe their interactions with service users to be. In QI, it is important that both clinicians and service users have the same expectations of their involvement, and if there is conflict then service users may feel disempowered and disheartened. Finally, be flexible about the role patients can play and tailor to the project's context.

Figure 1: The Engagement Ladder (adapted from Arnstein 1969)
	FULL CONTROL: patients control decision making at the highest level

	SHARING POWER: patients share decisions and responsibility, influencing and determining outcomes

	PARTICIPATION: patients can make suggestions and influence outcomes

	CONSULTATION: patients are asked what they think but have limited influence

	INFORMATION: patients are told what is happening but have no influence

	NO CONTROL: patients are passive consumers.


3. Discuss the roles and responsibilities of service users

It is extremely important to discuss the roles and responsibilities of service users prior to any involvement in QI. Good practice includes the writing of a role description that can be used when advertising for service users to be involved. Box 2 shows the items that need to be considered when writing a role description, although it is important that service users develop the scope of the role themselves where appropriate. 
Box 2: Items to be considered when writing a role description for service users involved in QI projects
	Information about the QI project

Responsibilities of role, to include
Approximate time the involvement work will take per week
Regular communication by email/letter etc – how often
Reading of relevant paperwork prior to meetings
Attendance at meetings – frequency, where, when
Other activities eg. writing the project proposal, being involved in securing funds to undertake the project, writing of letters to gain support from other service users, writing of patient stories, development of patient education materials, spreading the successes of the QI project
Payment
Expenses, if payment for time, how to claim and method of payment. The guidance from INVOLVE is helpful (see Resources section at end of chapter)
Other benefits, to include
Training on QI, development of presentation skills, conference attendance

Feedback
Whether there is a process for giving feedback on performance

Confidentiality when working on the project

Main point of contact and what to do if unwell/unable to commit to role



Service users can undertake a variety of roles, and at the start of the QI project it is important to spend time discussing prior knowledge and skills, and also learning needs. It is also important to give constructive feedback on their involvement, just the same as for other colleagues. Service users and carers have unique skills and abilities, and are ‘experts’ in their own illness and experts by experience. In addition to these skills and experiences, clinicians should actively seek service users’ other skills, such as IT, marketing, commissioning etc. Training in both QI and other skills, such as teaching need to be provided to build confidence and allow full participation. 

Remuneration for involvement requires particular attention, and this needs to be discussed carefully with the service user at the outset. The service user may decide not to claim payment for their time, as this may impact on the benefits they receive. The QI team should also ensure that relevant tax and employment laws are complied with. An easy process to claim remuneration should be put in place and all expenses should be paid promptly. The Department of Health Reward and Recognition Policy (2006) is now outdated, but there are helpful recommendations within the policy that recognise the different levels of input and expertise required by service users for different activities; and that different but consistent reward is offered according to the level at which people are engaging.

4. Ensure involvement is meaningful 

It is crucial to ensure early involvement wherever possible – ideally at the protocol-design stage. Effective communication within the team is also critical, and discussion about the most effective methods of communication is required. For example, plain English, large print, Braille, British Sign language and minority languages might all need to be considered. Also it is important not to assume that all service users have access to email or the internet, so alternatives may be required. 

Clinicians need to pay attention to creating a non-hierarchical structure, especially in meetings, by valuing and giving weight to each team member's views. Case study 1 highlights the differing roles that patients and carers can have within quality improvement teams.
Case study 1
	The overall aim of the ASSIST-CKD project, (running 2015-2018) is early identification of people with declining kidney function through laboratory-based graphical surveillance of long-term trends in kidney function. Kidney Research UK is leading this UK-wide project, supported by the Health Foundation, and involves twenty renal units, pathology laboratories, their surrounding GP practices and clinical commissioning groups. In the laboratories, a graph of kidney function over time is generated for patients with reduced kidney function (estimated glomerular filtration rate (eGFR). The graph is then reviewed by a trained member of the laboratory team (or renal nurse). For patients showing a declining eGFR trajectory, the graph and a report highlighting the trend, is sent to the GP. 

There is active involvement of patients in the ASSIST-CKD project via the Patient Project Team. Members of the Patient Project Team (PPT) not only have personal experience of kidney disease and its impact, but also bring their wider commercial expertise to support the project. Two members of the PPT were late-referred to secondary care (defined as referred less than three months before requiring dialysis), therefore know only too well the additional challenges this brings to their patient journey.  All members of the PPT are keen to tell their own stories and share their experiences

“…if my GP had diagnosed me earlier, I could have made small lifestyle changes and taken medication which could have slowed the progression into kidney failure”   

One member of the PPT was on dialysis for over 23 years before receiving a living related kidney donation in May 2011. Now retired, he was previously a career banker responsible for setting up and leading the Islamic Financial Services Division in the UK for a major UK bank.  He played an integral part of putting together the business case for the project, which will be used by renal units in support of seeking ongoing funding from CCGs to sustain the project.  He was able to use his unique insight and experience to help produce an infographic which supported the business case. 

Another patient, who has also received a kidney transplant, has been involved in communicating with key contacts within local kidney patient associations and renal unit’s media teams.  He has also described his personal kidney journey to a project learning event which was effective in communicating how the project’s intervention can have a positive impact for patients.

Another member of the PPT is a locum GP and has also experienced long -term dialysis. She has been able to give practical and effective guidance as a voice of primary care – what happens on day to day basis in GP surgeries which can impact the success of the project.  Other members of the PPT have attended conferences on behalf of the project. For example, attendance at an NHS Preventative Health event, aiming to promote the important message about CKD as part of the NHS Healthcheck programme.                                                           https://www.kidneyresearchuk.org/research/assist-ckd


Evaluation

Trier et al (2015) reviewed research published between 2006 and 2011 concerning the involvement of patients in patient safety initiatives in primary care. The authors however only found only weak evidence that supported a positive impact of patient involvement on improving patient safety, and suggested that barriers to successful involvement included patient characteristics and the attitudes of health professionals. It could however be questioned whether the outcomes measures used to measure impact were appropriate, or indeed whether outcome measures were comparable across all studies, making comparison difficult.
Boaz et al (2016) explored the different roles adopted by 63 patients within four participatory quality improvement interventions, and measured the nature of their impact upon implementation processes and outcomes. Two key themes emerged from the data. First, the authors found a range of different roles adopted by patients within and across the four projects; ranging from sharing of experiences, through to involvement in developing potential solutions and implementing those solutions. Some people became “experts by experience” through engaging in the whole co-design process. Secondly, patients and carers acted as catalysts for broader change in the attitudes of staff by providing a motivation for wider organisational and attitudinal changes.
 
Despite little evidence to suggest that there are real benefits in involving patients in QI, it is crucial that QI team members reflect on how well they involved people in the QI process. Box 3 identifies suitable questions to ask. 

Box 3: Evaluation of service-user involvement in QI

	· At what point in the QI process were service users involved?

· What methods were used to engage patients in QI, and why were they chosen?

· Was participation encouraged and made easy?

· What methods were used to really listen to patients?


Capturing the patient experience
1000 Lives Plus (NHS Wales) defines the term ‘patient stories’ as the experience of a range of potential storytellers, communicating for different reasons with a range of different audiences. For example, the story can be from a patient or family member who has experienced excellent care or improvement in services or a story can be from someone who has had an unsatisfactory experience of healthcare. Patient stories have gained acceptance as engagement strategies in QI, and might be used as a starting point as a QI project rationale. There is often however, little clarity about how to use patient stories and could risk becoming a token response to the patient involvement agenda.
The main aim is to gain an understanding of the healthcare experience of the storyteller; what was good, what was bad and what would make the experience more positive. Patient stories have unique features which make them appropriate in quality improvement projects. An outline of these features is shown in Box 4. 
Box 4: Strategies for the collection and use of patient stories 
[image: image1.emf]
From Learning to use Patient Stories NHS Wales (with permission).
Case study and activities
This section will help the reader to understand how to use patient narratives to improve quality, and also improve efficiency in an outpatient setting.
	Case study 2

An endoscopy unit was experiencing a high percentage of patients who could not have their flexible colonoscopy as planned because of poor pre-endoscopy bowel preparation. This resulted in inefficient use of time for staff in the endoscopy unit. Informal discussion with patients pre-endoscopy, revealed that the patient information sheet was not clear. 
It was decided to collect ‘patient stories’ by asking each patient who arrived for endoscopy over a one-week period, for feedback on the information sheet. The informal discussions were undertaken by a healthcare assistant, whilst patients were awaiting their procedure. 
Feedback from the discussions discovered that:

The information sheet’s font size (size 10) meant that the text was very difficult to read. In addition, the information’s sheet had been photocopied numerous times by the admissions team, so there was blurred text which made it very difficult to read. The text include language that was not patient-friendly. For example, the term OGD was used, without any explanation. Some people did not understand the word ‘medication’ and did not realise that it meant an enema. The instructions for clear fluids make no sense. The letter said that patients could have a light breakfast before the enema, and then should use the enema 1-2 hours the procedure. The letter also suggested that the patient could “have clear fluids up to 2 hours before the procedure” but it was not clear whether that meant that all fluids should then stop. 

As a result of the findings, the letter was amended in collaboration with patients, and procedures were put in place to ensure that the admissions unit always had an electronic version of the updated sheet on file and knew where to access the updated version to send out to patients. 


Chapter summary
This chapter has discussed the ways in which service users can be fully involved in improvement work, and has provided practical tips and resources to support involvement in a meaningful way. It is important to reflect on how service user involvement in QI can be evaluated in the future, as although health policy has suggested that it is beneficial, strong evidence is required to support the assertion that meaningful involvement makes a difference to health and social care. 
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Useful resources

The Health Foundation: Involving Patients in Improving Safety

http://www.health.org.uk/publication/involving-patients-improving-safety
Healthwatch

http://www.healthwatch.co.uk/
Institute for Health Improvement Engaging Patients and Families as Partners

http://www.ihi.org/resources/Pages/ImprovementStories/DeliveringGreatCareEngagingPatientsandFamiliesasPartners.aspx
INVOLVE Reward and Recognition
http://www.invo.org.uk/wp-content/uploads/2012/09/INVOLVEPaymentGuiderev2012.pdf

Kings College London: Experience-Based Co-Design (EBCD)
http://www.kingsfund.org.uk/projects/ebc
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