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1. Executive Summary 
 

Deliverable 5.1 describes the work that was carried out in Task 5.1 to deliver:- 

 

‘Self-Management Training Materials for Increasing Patient Adherence to Care Plans. 

Static and dynamic self-management training materials for the patients and their informal 

care givers to increase patient’s adherence and confidence in their care management’ 

 

Self-management or self-efficacy is central to the management of chronic disease and multi-morbidity. 

The education of patients, and their informal care givers, is instrumental in empowering patients to 

give them the knowledge and confidence to effectively and proactively manage their conditions day to 

day, in conjunction with their health and care professionals. This in turn will work towards addressing 

the problem of lack of adherence to treatment regimes and care plans. 

 

C3-CLOUD will provide this education through a variety of means, to ensure that patients and their 

informal care givers have an enhanced understanding of their conditions and how they affect each 

other, what treatments are available and how to maximise them, and where lifestyle changes would be 

beneficial. It will also suggest areas where patients can help themselves through the provision of 

information and through setting goals and activities in their care plan. 

 

The task has met its objectives through the delivery of 5 core outputs, as outlined below, which have 

been heavily influenced by the principles and practices of the Stanford self-management methodology 

(now known as the Self-Management Resource Centre)*. 

 

Firstly, it will provide a wide range of validated and tested core materials from established sources in 

each pilot site which will link to the care plan, particularly the goals and activities. The materials, which 

take the form of web pages, PDFs, videos, audio files, diagrams etc., will be assigned to the patient, 

and their informal care givers (where appropriate) by their health and care professionals, on a semi-

automated basis within the Patient Empowerment Platform (PEP). This will be achieved by 

categorising the materials in a standardised and consistent way so that they can be presented to the 

health and care providers on the basis of the patient’s care plan, goals & activities, health concerns or 

specific interests at that given time. This will ensure that the right materials are selected at the right 

time to provide patients with a structured and well timed education. 

 

Secondly, the task has developed a video which outlines the complexities of chronic disease and multi-

morbidity but also introduces the concept of self-management theory and presents some of the things 

which patients might do to help themselves. The video is approximately 9 minutes long and patients 

and their informal care givers will be encouraged to watch it at the start of the trial but also at any other 

time during the trial. The purpose of this video is to provide patients with a basic grounding in self-

management theory, including its 3 tasks and 5 skills [3], and prepare them for the educational process 

that will follow during the trial. 

 

Thirdly, during the trial, patients will be encouraged by their health and care professionals to participate 

(where applicable and available) in existing self-management training programs and to make the best 

use of available support groups and information resources. To this effect the pilot sites have made a 

list of such organisations and sources which will be included in the C3-CLOUD solution.  

 

                                                      

* It should be noted that during the course of the task, qll Stanford programs have been transitioned to the Self-

Management Resource Centre (SMRC). The SMRC stipulates that the term ‘Stanford’ should no longer be referred 

to. However, due to the stage of the development of this deliverable, and to ensure synchronicity with the DOA, it will 

continue to be referred to in D5.1 as the ‘Stanford Method’ 
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The fourth and fifth outputs are not strictly training materials. The fourth output is a leaflet which 

explains to the patients and their care givers what educational materials might be made available to 

them during the trial, when to use them and how to report issues. Again, this leaflet reinforces the 

importance of understanding chronic disease and multi-morbidity and the resulting importance of self-

management practices. The fifth output is a wallet sized card which provides very high level 

information about the project, including the URL for the system and who to contact in the event of 

problems and in emergencies. 

 

In addition to the 5 key outputs, the Task 5.1 also initiated the planning of dependent activities that 

would be picked up in other tasks, including (i) how materials would be selected for, and presented to 

patients, (ii) how materials might be made more interactive in PEP, (iii) how materials will be evaluated 

during and after the trial, and (iv) how materials would be administered during the trial. Although the 

task has not covered these in detail, it has ensured that these activities have been planned for at the 

relevant time. 

 

It should be noted that the training materials delivered in Task 5.1 will not work in isolation to achieve 

the objectives of the task, as they are just one of the elements which go together to support the more 

holistic education of the patient and in addressing the care plan adherence issue using C3-CLOUD 

during the trial. For example, patients will also be educated through (i) agreeing and managing their 

goals and activities in their care plan, (ii) by completing wellbeing and monitoring questionnaires, and 

(iii) through the more conventional consultations with their health and care professionals.  However, 

the materials produced in Task 5.1 will compliment these approaches and assist health and care 

professionals with becoming patient educators. 

 

This deliverable will provide more detailed information about the materials described above, including 

the methodologies that were applied.  It will also identify any issues that were encountered and make 

recommendations for how the use of training materials might be developed further both during and 

after the project.   

 

Task 5.1 has adopted a pragmatic solution to providing patients and their informal care givers with 

education in self-management and with helping them to better understand their conditions, which 

maximises the functionality of the technology that is under evaluation.  Furthermore, to some extent, 

Task 5.1 will provide a test bed to assess what educational materials are beneficial to patients in 

adopting self-management, and what is the best way of presenting them. 
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come to terms with it, they may be provided with information about their treatment options, and about 

beneficial lifestyle changes, coping techniques and activities to improve their long term outcomes and 

to prevent or slow down disease progression. The outputs/materials that will achieve this are shown 

in the table below. 

 

Output 

No 

Description of Output 

1 Core educational materials provided via C3-CLOUD that will complement an 

individual care plan, and provide information on a range of general and disease 

specific topics, e.g. information about the disease, medications including side effects, 

treatment options & approaches, lifestyle and behaviours etc. These consist largely of 

web pages and PDFs from recognized and validated sources that can be made available 

to the patient (and their informal care givers) in PEP at the discretion of the healthcare 

provider, in line with their disease, their state of well-being, their treatment status and 

the stage in their care plan, and any goals and activities that have been set. These 

materials are analysed in detail in section 8. 

2 Introductory training video on the impact and complexity of long term disease and 

multi-morbidity and stressing the importance of self-management and treatment 

compliance. It will also suggest some key things that patients can do to help 

themselves. 

3 Identification of existing training programmes, patient support groups and 

information sources which patients can be introduced to via C3-CLOUD by their 

health and care professionals, or even at the patient’s own discretion. 

4 Leaflet which provides an overview of the training materials that will be available in 

C3-CLOUD, the purpose of these materials and how they can be used. The leaflet also 

reinforces the importance of self-management. 

5 Wallet sized project card which provides basic information about the project, 

including the location of the system (URL) and where to get help if needed. 

 

The materials above are described in more detail, including their methodology, in section 7. 

 

In addition to the outputs above, consideration was also given to any dependent work that will need to 

be undertaken in other tasks to support the training materials produced, either during or after Task 5.1. 

In particular, Task 5.1 has started the planning process in relation to the following:- 

 

1. How the materials will be selected for, and presented to, the patients and their care givers 

in PEP, including the selection criteria to be applied and the technical mechanisms for 

applying them. This also includes categorising the materials in a standardized and 

consistent way 

 

2. How the ‘interactivity’ of the selected core materials could be enhanced 

 

3. How the materials will be evaluated both during and after the trial 

 

4. Ensuring that arrangements are in place for administering and supporting the materials 

during the trial 

 

These dependencies are discussed in more detail in section 9. 
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6. Background to the Task 

6.1 Self-Management Concepts and the Role of Training Materials & Education 

 

C3-Cloud will develop training materials to facilitate patient self-management aiming to improve 

treatment compliance and adherence. Such self-management programmes are necessary as chronic 

diseases have no cure but require continuous treatment and management. The idea of self-management 

is to engage people/patients in health promotion activities such as exercise and being responsible for 

day-to-day management of living with a chronic disease.  

 

People are always managing their health whether in a positive or negative way and self-management 

programmes can support people in managing health more positively. These programmes aim at 

helping patients to maintain a positive psychological wellness [1] with three sets of tasks [2]: (i) 

medical management – medication adherence, diet etc., (ii) maintaining, changing or developing 

meaningful ways of life, and iii) dealing with emotions. To achieve these tasks, five skills are essential: 

problem solving, decision making, resource utilization, forming of a patient/health care provider 

partnership, and taking action [3]. 

 

The outcomes of self-management programmes can be explained by the underlying mechanisms of 

self-efficacy theory [4]: increasing the patient’s self-efficacy, i.e. the patient’s belief in oneself, the 

patient’s confidence, can alter behaviour. In this case, improving the patient’s self-efficacy will 

improve health outcomes.  

 

The enhancement of self-efficacy must be a key component of successful self-management programs. 

Developing self-efficacy must include four ingredients of efficacy enhancement [5]:- 

 

Performance mastery: getting people involved actively: develop and evaluate action plans 

 

Modeling: materials (written and audio) should reflect the targeted population. People act as (role) 

models for others.  

 

Interpretation of symptoms: help patients form alternative explanations for symptoms to help them 

better manage their disease.  

 

Social persuasion: people are highly influenced by their surrounding people, thus creating a social 

situation were all members of a group experience positive effects it will increase the individual’s 

self-efficacy.  

 

Patient self-management is therefore key to effective and efficient care of chronic disease patients, 

bridging issues in existing health systems designed for acute disease health care, bringing together 

patients, health professionals and caregivers, and empowering patients to better understand and handle 

their disease(s) [6].  

 

The concepts of treatment compliance and adherence are specifically crucial for patients with chronic 

diseases as they are required to strictly follow their prescribed treatments and adhere to their drug 

regimen to prevent complications and disease progression or exacerbation [7]. In an assessment of 

self-management, compliance and adherence for chronic kidney disease patients, Costantini [8] states 

that a shift from a provider-patient or provider-provider communication [9] towards the patients’ 

perspective could make compliance and adherence concepts obsolete. The patients’ perspective 

includes means of self-management and patient empowerment. It gives patients greater control over 

their drug regimen and allows individuals to actively utilize their chronic illness expertise and build 

one’s confidence in the ability to manage their health and maintain active and fulfilling lives. 
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One major factor in regard to medication adherence appears to be education and knowledge. Results 

from a 2017 study on the assessment of medication adherence among type 2 diabetic patients [10] 

indicate that diabetes related knowledge plays a significant role in improving medication adherence, 

hence measures to increase disease related knowledge, such as nursing, training materials, or lectures 

can improve patient education and thus adherence. As Costantini suggests:  

 

“A self-management program could consist of a booklet containing information on recommended 

guidelines with a variety of strategies for the clients to select from enhancing their autonomy. The 

booklet would also contain information on symptoms and methods of managing each symptom. Self-

management encourages clients to maintain ownership over their illness while integrating health care 

knowledge taught by nurses into their preferred lifestyles.” 

 

One of the concerns with compliance is that some patients see the value of compliant behaviour while 

others do not [11]. Health professionals need to systematically examine self-efficacy education, which 

includes performance mastery, interpretation of symptoms, and verbal persuasion, in order to 

substantiate its impact on the health behaviours of chronic disease patients. Moreover, self-

management is not set to replace patient compliance but to support it. After all, compliance and 

adherence are paramount to chronic disease management the diseases impose severe restriction, 

which, if ignored, detrimentally alter disease trajectory [12]. 

 

One of the most prominent programmes is the Chronic Disease Self-Management Program (CDSMP) 

(see part 6.2 below) developed by Stanford University’s Patient Education Research Center. The 

program is an educational program in self-care that helps chronic patients or caregivers to acquire 

knowledge and skills related to the disease and its management. The goal is to provide information to 

better understand the disease, to increase patients’ self-responsibility, to train skills in self-care and 

disease management and to promote changes towards healthier lifestyles. The programme applies the 

underlying mechanisms of self-efficacy to increase the patients’ psychological well-being. The exact 

method will be outlined in a following chapter.  

 

Accompanying studies show that when patients are more involved with their own chronic illness 

management: health outcomes improve; groups receiving self-management education spent less time 

hospitalized due to illness-related complications [13]; the study participants were not significantly 

different in the number of physician visits possibly indicating that chronic illness patients require 

regular medical monitoring [14],[15]. On a different note, self-management programmes also have 

economic effects: reductions in emergency room visits and hospitalization frequency [16]; in a 12 

month study by Ahn et al. [16], patient hospitalization showed a statistically significant reduction in 

emergency room visits of 5% as well as a 3% reduction in hospitalization after six months. This 

translates into net savings of $364 per participant and a national savings of $3.3 billion if 5% of adults 

with one or more chronic conditions. 

 

The results of the CDSMP mail tool kit (as explained in Section 6.2.2) indicate that the triple aim of 

healthcare [17] was significantly improved: (1) improved care (communication with health care 

providers and medication adherence); (2) improved health (lessening of symptoms, fewer unhealthy 

days, and for people with diabetes: lessening symptoms of hypoglycemia and improved A1C [glycated 

hemoglobin]); and (3) less health care utilization. 

 

Adoptions of the CDSMP, such as the Spanish Diabetes Self-Management Program have been 

successfully implemented and evaluated for the C3-Cloud pilot region Basque Country [18],[19] 

[29],[30]. 

 

One study among asthma patients [20] indicates that a self-management program with written 

guidelines and course instructions can have little effect on compliance to self-management and 

medication adherence. The factors can be manifold: the quality of the education material and courses, 

medical literacy of the patients, or severity of the disease. Therefore, it is crucial when designing self-

management and training materials to take into account such aspects. For education material, it is 
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recommended that information be delivered at the 6th grade reading level [21]. It is important to note 

that this reading level should be the point of reference in order to reach every participant equally and 

provide the highest grade of understanding. In an assessment of education material for patients with 

psoriasis, twenty years ago, Feldman et al. [22] demonstrated that all printed training materials were 

delivered at higher reading levels than 6th grade, thus written inefficiently. In a more recent work, 

Smith[23] re-assessed the development of (online) training material. His findings illustrate that all 

material readability has improved over the course of twenty years, however, they still fail to meet the 

desired 6th grade reading level. 

 

In summary, simply providing information is not sufficient for behaviour change and people may 

struggle to integrate this advice into their lives [24]. Self-management programs and respective 

training materials also need to take into account health literacy [25], computer skills (where 

appropriate) and the patient perspective [26]. However, if these criteria are met, self-management 

programs can have beneficial impact on health care, health improvement, reductions in physician visits 

[27], and on economic factors [28].  

6.2 The Stanford Methodology 

 

It was documented in the DOA that the development of the training materials in Task 5.1 would follow 

the Stanford Method. Therefore, this section provides a summary of the main characteristics of the 

method and then section 7.2 explains how its principles and approaches have been incorporated into 

the Task 5.1 methodology and how they can be emulated through the C3-CLOUD technology. 

6.2.1 Overview 

 

The Stanford Patient Education Research Center was part of the Department of Medicine at the 

Stanford University School of Medicine in California, U.S.A, and its work spans back to 1978. It 

has recently (2017) been officially re-launched as the Self-Management Resource Center 

(SMRC), including a new website - https://www.selfmanagementresource.com/. All work will 

now be carried on through this new organisation*. 

 

* Please note that although the new organisation requests that the term ‘Stanford’ is no longer 

referred to, the Stanford Method will still be referred to in D5.1 due to the late stage of the change 

and to ensure synchronicity with the terminology in the DOA. 

 

The SMRC describes its purpose and programmes on their new website as follows:- 

 

‘A Better Way to Manage Chronic Disease - Our self-management programs help people and 

their caregivers control their symptoms, better manage their health problems, and lead fuller 

lives……Our programs, including the renown Chronic Disease Self-Management Program 

(CDSMP), have enhanced the lives of hundreds of thousands of people around the world, and 

will continue to do so via the Self-Management Resource Center. Our small group workshops, 

for people with chronic disease and their caregivers, are offered in community settings and 

online. The programs are facilitated by leaders with their own health challenges. Our 

programs are highly interactive, focusing on building skills, sharing experiences, and 

support. Our staff of professional health educators have worked together for thirty years, and 

are all highly respected in the field of health education and nursing. Our published books, 

consumer articles and peer-reviewed journal articles are extensive. We have served as 

technical consultants both nationally and internationally’. 

 

In summary, the Stanford Method is an evidence-based educational programme (usually tested 

for effectiveness with randomised controlled trials) which aims to facilitate ‘self-management’ 

and helps chronic patients and caregivers to acquire knowledge and skills related to their disease 

and its management.  

https://www.selfmanagementresource.com/




https://www.canaryhealth.com/
https://www.bullpub.com/catalog/Living-a-Healthy-Life-with-Chronic-Conditions-4th-Edition
https://www.bullpub.com/catalog/relaxation-for-mind-and-body
https://www.selfmanagementresource.com/resources/program-materials/
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6.2.3 Training Organisations to Deliver Stanford Programmes 

 

Before Stanford programmes can be offered to patients and care givers by health and care 

organisations, and before training of leaders can take place, a Stanford licence must be purchased.  

Licencing details can be found at – https://www.selfmanagementresource.com/licensing/. 

 

Representatives from the providing organisations must then be trained in the method.  Training 

consists of 4½ days face to face training for both healthcare professionals and suitable lay persons 

with chronic disease. This can be delivered at the SMRC in the San Francisco Bay Area or with 

Stanford trainers travelling to local organisations. With the latter, up to 24 individuals can be 

trained by 2 master trainers on site. Each trainee also receives a detailed Leader's Manual, a copy 

of the workshop's textbook and audio CDs (if applicable). 

 

On completion of the training, health care organizations are equipped for implementing and 

running Stanford style workshops and for cascading the method to other staff in, and other areas 

of, their organisation. 

 

7. Task Methodology 
 

This section explains the process that the Task 5.1 team went through to scope, define and deliver the 

training materials, including how the Stanford Method was applied.  

7.1 Delivery of the Training Materials 

7.1.1 Core (Existing) Training Materials 

 

The core educational materials provided via C3-CLOUD will complement an individual’s care 

plan and provide information on a range of general and disease specific topics, e.g. information 

about the disease, types and details of medications including side effects, treatment options & 

approaches, lifestyle and behaviours, etc. These consist largely of web pages, PDFs, videos and 

diagrams from recognized and validated sources that can be made available to the patient (and 

their informal care givers) in PEP at the discretion of the healthcare provider, in line with their 

disease, their state of well-being, their treatment status and the stage in their care plan. 

 

The key objective of Output 1 is to ensure that trial participants and their informal care givers 

have access to ‘contextual’ resources which support them in the understanding and management 

of their conditions and in the adherence to their Care Plan. It will give them much of the 

information they need to incrementally develop their knowledge and understanding of their 

disease, and in theory, motivate them, and given them the confidence, to adopt a higher degree of 

self-management. 

 

Principally, patients will be directed through PEP to documents or information sites/sources by 

their health and care professionals in the 3 pilot sites at the appropriate time in the care plan or 

according to the patient’s status or learning requirements at the given time. For example, the 

patient may be given information about the disease itself when they are first diagnosed with it 

and then may be assigned more specific resources about treatment options and prognosis etc. 

when they are prepared to receive this information. 

 

Where possible, the task has maximized the use of educational materials that are already freely 

available from established, validated sources in each pilot region. This decision was taken for the 

following reasons:- 

 

https://www.selfmanagementresource.com/licensing/


https://www.selfmanagementresource.com/resources/program-materials/
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Figure 1 – Example of Training Material Catalogue from RJH 

 

Once first draft training materials catalogues were completed by each pilot site, a completeness or ‘gap’ analysis was carried out to ensure that all 

major topics were covered. This was achieved by listing the main goals and activities for each of the 4 conditions from the NICE guidelines flowcharts 

in Deliverable 7.1 on an agreed template, and then cross-checking to ensure that materials were available in each of the pilot site catalogues to support 

them (see example screenshots in Figure 2 below).  This was done for each of the 4 diseases.  Please note that it was done this way as a full list of 

goals and activities in the C3-CLOUD care plan had not been finalized at that point.  
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Figure 2 – Examples of Gap Analyses Spreadsheets
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Where materials were not available for the activities and goals from D7.1, this was usually 

because it was not appropriate to provide materials or they relate to activities which are more 

relevant to health and care professionals, as in the example in Figure 3 below from the Basque 

diabetes gap analysis. 

 

 

 

Figure 3 – Examples of where materials were not required to support Goals & Activities 

 

Following the gap analysis, although some minor gaps were acknowledged (and addressed where 

possible), it was felt that the key topics were covered and that there was sufficient information in 

each of the catalogues to support the patients’ education in each pilot site.  Therefore, the training 

material catalogues were finalized and can be seen at Appendix 2, with a more detailed analysis 

in Part 8. 

7.1.2 Introductory Multi-Morbidity & Self-Management Training Video 

 

A training video introducing the impact and complexity of long term disease and multi-morbidity, 

and the importance of self-management and treatment compliance, has been developed and will 

be provided to patients and their informal care givers at the start of the trial, although it will be 

available via PEP at any other stage during the trial.  

 

The video, which was inspired by an existing animated video which is used in Basque Country, 

stresses the importance of self-management and of complying with care plans/treatment regimes, 

and it also outlines what patients can do to help themselves. The video indirectly introduces the 3 

tasks and 5 skills associated with the Stanford Method and also introduces the training materials 

that are available and the possibility of attending support groups.  

 

The main objectives of this output are to:- 

 

• help to prepare & empower patients for their educational journey as part of the C3-

CLOUD trial, by giving them a basic grounding in multi-morbidity & self-management 

• help patients to better appreciate the complexity of co-morbidity and chronic disease 

• explain the purpose of the training materials, what is available & the education they will 

receive 

 

In order to confirm the structure and content of the video, an initial specification for the video 

was developed. A storyboard was then created in English, an extract from which is shown in 

Figure 4 below. 

 



689181 – C3-CLOUD  

D5.1 Version 1.0, dated 31 October 2017  Page 21 of 179  

 

Figure 4 – Screenshot from Video Storyboard 

 

Once completed, the storyboard was submitted to a professional audio-visual (AV) company 

which was recommended by the Basque Country – ‘Old Port Films’. 

 

The AV company produced the video in English which was reviewed at the plenary meeting in 

Belgium in September 2017 and any required amendments documented. Any changes required 

were submitted to the audio-visual company so that the video could be updated and a cycle of 

review continued until the final version was completed. 

 

The video, which is approximately 9 minutes in duration, can be seen at the following link –  

https://youtu.be/DE-GbYqXDSc 

 

Once voiceovers have been provided in Swedish and Spanish, the final version of the video will 

be tested by a small number of patients in each pilot site for understandability & usefulness at a 

later stage, alongside the leaflet and wallet card. Any required changes will then be made. 

7.1.3 Patients Training Programmes, Support Groups & Information Sources 

 

A key aspect of the Stanford Method is to provide peer support to patients and their caregivers 

through workshops. So, this output will aim to emulate this by actively encouraging patients 

(where appropriate) to utilize similar existing services in their region using C3-CLOUD.   

Examples of such programmes include the Active Patient Programme in Basque Country, 

DESMOND for diabetes in SWFT and the “Education for persons with type 2 diabetes” in RJH.  

 

This output is also about providing patients and care givers with access to additional information 

sources, e.g. patient organisations, charities, websites etc., thus addressing the ‘resource 

utilisation’ skills advocated by self-management research. 

 

Therefore, any existing patient training programmes, support groups, forums and information 

sources have been identified by the pilot sites (Appendix 3), the details of which will be made 

available in C3-CLOUD so that patients and care givers can be directed to them at the discretion 

of their health and care professionals and if they are interested in doing so.  

http://securemail.swft.nhs.uk:32224/?dmVyPTEuMDAxJiYyYTEyYTgyODkzYzMzZjUxYz01OUYzMTA1Nl84MjI4Ml8xMzAwM18xJiYzYmE0NTU2ZjlmN2E4YjI9MTIzMiYmdXJsPWh0dHBzJTNBJTJGJTJGeW91dHUlMkViZSUyRkRFLUdiWXFYRFNj
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7.1.5 Wallet Sized Project Card 

 

Inspired by another project in Basque Country, a wallet sized card has been produced which 

provides basic details of the project, e.g. the C3-CLOUD logo, title of the trial, how to find the 

system (PEP URL), contact details for the trial and for emergencies etc. A screenshot of both 

sides of the card is included in Figure 6 below.  

 

The card will be given to the patients during enrolment to carry in their wallet, and has been 

created to encourage and support the patients in their use of C3-CLOUD during the trial. It is 

hoped that it will provide an ongoing reminder of their involvement in the study, to ensure that 

they have details of how to access the system to hand at all times, and know who to contact for 

further information or for assistance with emergency medical situations. 

 

To ensure consistency, the structure and content of the cards was defined collectively by the Task 

5.1 team. An initial version was developed in English and circulated to the 5.1 Task team. This 

was followed by an iterative cycle of review and final approval by PMB/STMB. 

 

 

Figure 6 – Wallet Card Template (Example with SWFT Logo) 

 

 

Front of card 

Back of Card 





https://www.selfmanagementresource.com/resources/evaluation-tools/english-evaluation-tools
https://www.selfmanagementresource.com/resources/evaluation-tools/english-evaluation-tools
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Patients will be encouraged to work closely with formal care givers through the video. 

Interactivity will also be encouraged directly by the healthcare professionals and patients will 

be involved in the care process via PEP when developing and managing their care plans. Some 

materials will be provided about what to ask during consultations/encounters or to challenge 

how they interact with health and care professionals. For example, a questionnaire from 

Stanford covers ‘Communication with Physicians’. 

 

It should be noted that the Stanford Method will not be implemented as a formal educational 

programme in the pilot sites during the project, i.e. the formal workshops will not be run. The main 

reasons for this approach are as follows:- 

 

1. Workshops could be considered a separate intervention from the C3-CLOUD solution 

which could have implications for the evaluation.  In particular, the research question for 

the project below clearly states that the evaluation is focused on the acceptability of the 

technology:- 

 

"Is the use of a personalised ICT tool that facilitates coordinated care planning, 

treatment optimisation and patient self-management acceptable to patients with 

multiple long term conditions and their team of health” 

 

2. The workshops would duplicate established programmes that are already in place in the 

pilot sites (Appendix 3), particularly in the Basque Country who already run their own 

Stanford inspired programme, which is described below. 

 

The Active Patient Programme is an educational programme in self-care that helps chronic 

patients or caregivers to acquire knowledge and skills related to the disease and its 

management (http://www.osakidetza.euskadi.eus/pacienteactivo/). It is part of “Health 

School” (Osasun Eskola in basque language). The goal is to provide information to a better 

understand of disease, to train skills in self-care and disease management and to promote 

changes towards healthier lifestyles.  

 

The programme is based on the Stanford Methodology, which provides workshops in self-

management of the disease. It is led by patients who suffer from the same disease and care 

professionals (GP and primary care nurse) and The training consists of sessions once a 

week for seven-eight weeks. Each group is supervised by two leaders previously trained; 

one of them is a patient or caregiver and the other a healthcare professional. Each session 

enables participants to acquire knowledge and skills related to the disease and its 

management. Emphasis is placed on tools for enhancing proactive self-care. They are also 

trained to set their own targets and solve problems related to their condition, helping them 

to play a more active role in the managements of their disease. All the sessions are 

supported by educational materials developed specifically.  

 

Currently in the Basque Country, there are several programmes addressing different health 

problems: “Actively taking care of my health”, “Taking care of my diabetes”, “Taking 

care of my health after cancer”, “Taking care of gipsy community health”. 

 

3. It could also be argued that it should not be within the remit of an IT project to introduce 

new training programmes. This should continue to fall within the domain of the local 

healthcare providers and the system should work with whatever programmes are advocated 

locally which is the approach that has been taken in Task 5.1. However, the project may 

ultimately make recommendations for the implementation of local programmes which 

tackle multi-morbidity specifically. 

 

http://www.osakidetza.euskadi.eus/pacienteactivo/
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8.1.1 Sources of the Materials 

 

As described in Section 7.1.1, it was agreed that any educational materials offered to patients must be 

from tried and tested sources which have been appropriately clinically validated and assessed from a 

patient perspective. Therefore, the materials have been sourced from recognised professional or 

commercial organisations, e.g. as in SWFT & RJH, or materials which have been developed, and 

suitably validated, in their own region, as in the Basque Country. 

 

Each of the pilot sites has provided a description of the sources of their materials below, including a 

description of the organisation(s) supplying the materials and (where available) the validation 

processes that they follow. A record of any permissions obtained to use the materials has been kept by 

each of the pilot sites.  Figure 7 below shows an extract from SWFT’s list of permissions. 

 

 

 

Figure 7 – Record of Permissions to Use Materials in SWFT 

 

SWFT 

 

SWFT have used a range of sources of training materials, but SWFT’s primary source is 

Patient.Info - https://patient.info/. Patient is the web’s leading independent health platform, 

established for 20 years. With more than 18 million visits a month, it is a trusted source of 

information for both patients and health professionals across the globe. It is owned by Egton 

Medical Information Systems (EMIS) who supply SWFT’s primary care system. 

The site contains over 4,000 health information leaflets and thousands of discussion forums. It is 

accredited by The Information Standard, NHS England’s quality mark and was listed as ‘The top 

health website you can’t live without’ by The Times newspaper (Jan 2013). 

 

The editorial team are employed to create accurate and up-to-date content reflecting reliable 

research evidence, guidance and best clinical practice. They are free from any commercial conflicts 

of interest. 

 

Materials are available in a large range of languages, as per the screenshot below:- 

 

 

https://patient.info/


689181 – C3-CLOUD  

D5.1 Version 1.0, dated 31 October 2017  Page 30 of 179  

 

Figure 8 – List of Available Languages at Patient.Info 

 

 

SWFT have also utilised materials from the following secondary sources:- 

 

Northumberland, Tyne & Wear NHS Foundation Trust - http://www.ntw.nhs.uk/pic/selfhelp/ 

 

These are more generic help guides rather than specific to the 4 main conditions and tend to focus 

on psycho-social well-being.  

 

This organisation was certified in 2011 as a producer of reliable health and social care information. 

The Information Standard is a certification scheme for all organisations producing evidence-based 

health and care information for the public. Any organisation achieving The Information Standard 

has undergone a rigorous assessment to check that the information they produce is clear, accurate, 

balanced, evidence-based and up-to-date. 

 

The self-help guides listed are available to download in several formats including A4, A5, large 

print, easy read and a small text version for GPs. They are also available as audio files. Translated 

versions of the guides and sign language videos of the guides are available. 

 

Their self-help booklets have been written by clinical psychologists with contributions from service 

users and healthcare staff from Northumberland.  

 

Diabetes UK - https://www.diabetes.org.uk/ 

 

Diabetes UK is a leading UK charity for people affected by diabetes. They provide information, 

advice and support to help people with diabetes manage the condition well, and bring people 

together for support when it’s needed most. 

 

British Heart Foundation - https://www.bhf.org.uk/ 

 

BHF is the nation's heart charity and the largest independent funder of cardiovascular research. 

They help millions of people every year with our up to date information about heart disease so the 

UK public are better informed. Their publications offer vital information for heart patients and they 

also have resources for healthcare professionals. 

 

Kidney Research UK - https://www.kidneyresearchuk.org/ 

 

Kidney Research UK is the leading charity dedicated to research into kidney disease in the UK. 

They rely almost wholly on the generous donations of the UK public and believe that everybody 

deserves a life free of kidney disease. They aim to find better treatments, and ultimately cures for 

http://www.ntw.nhs.uk/pic/selfhelp/
https://www.diabetes.org.uk/
https://www.bhf.org.uk/
https://www.kidneyresearchuk.org/
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kidney diseases. Kidney health information is a free web-based information service for kidney 

patients, their families and carers, as well as medical professionals and researchers.  

 

Mind - https://www.mind.org.uk/ 

 

Mind provide advice and support to empower anyone experiencing a mental health problem.  They 

campaign to improve services, raise awareness and promote understanding. Mind is a charity and 

relies on donations. Their mental health information has been certified as trustworthy and reliable 

by The Information Standard. Their information resources are aimed at adults living in England or 

Wales who have direct experience of mental health problems. They cover mental health conditions, 

treatments, recovery, staying well and legal issues relating to mental health. 

 

Diabetes.co.uk 

 

Diabetes.co.uk is a community website focusing on providing a comprehensive, supportive and 

independent experience for our visitors from across the world. It has developed into Europe's 

largest community of people with diabetes and people without diabetes alike and is a health 

platform and patient-support network all to do with diabetes. They publish daily news and 

information guides on diabetes management, research and living with diabetes. They also publish 

cookbooks, both online and offline. 

 

NHS Choices 

 

NHS Choices (www.nhs.uk) is the official website of the National Health Service in England. With 

over 48 million visits per month, they have become the UK's biggest health website accounting for 

a quarter of all health-related web traffic. NHS Choices provides an award-winning, comprehensive 

health information service with thousands of articles, videos and tools, helping patients to make 

the best choices about their health and lifestyle, but also about making the most of NHS and social 

care services in England. 

 

Royal College of General Practitioner (RCGP) 

 

RCGP are the professional membership body and guardian of standards for family doctors in the 

UK, working to promote excellence in primary healthcare. Their Living Better patient information 

leaflets offer advice for patients with long-term conditions on coping with low mood, depression 

and anxiety. 

 

Royal College of Psychiatrists 

 

The Royal College of Psychiatrists is the professional medical body responsible for supporting 

psychiatrists throughout their careers, from training through to retirement, and in setting and 

raising standards of psychiatry in the United Kingdom.  They collaborate with key players in the 

mental health field and are champions for improvements in the quality of mental healthcare 

throughout all sectors of society. Public education is at the heart of their activities and is an 

essential component of their website. 

 

Gov.uk 

 

This site has been used only to provide material on driving with heart disease. 

RJH 

 

https://www.mind.org.uk/
http://www.nhs.uk/


http://www.1177.se/
http://www.njurdagboken.se/
http://www.osakidetza.euskadi.eus/
http://www.osakidetza.euskadi.eus/
http://www.osakidetza.euskadi.eus/osasuneskola/es/
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maintaining and promoting population health and health performance by making responsible 

disease-related decisions.  

Osasun Eskola is also working in design training programs for professionals to acquire educator 

competences, both face-to-face and virtually, to reinforce self-care for patients and caregivers, 

develop programs of health education for healthy people and chronic patients, train caregivers of 

dependent patients, and advice patient associations. Some of the initiatives are: Community 

activities, Prescribe information Campaign, Active patient Program (explained above in section 

7.3.), Training to professionals in empowerment tools, Support to caregiver and KronikON for 

multimorbid.  

 

i-botika section in osakidetza.euskadi.eus. It collects materials to inform and educate the citizenship 

on issues such as efficacy, safety, dosage, etc. of drug therapies, including those related to chronic 

diseases and aging-related entities (http://www.osakidetza.euskadi.eus/ibotika/). It is led by a 

specialized and skilled group comprising health professionals (2 pharmacists, 2 primary care 

physicians and nursing staff of the e-health call center), a journalist and a patient, who develop, 

prepare and upload materials to the site. The website provides: (i) Links to other websites related 

to drugs, which have been reviewed by the Department of Pharmacy of the Ministry of Health and 

other information available on the Internet; (ii) i-botika fact sheets with relevant information about 

drugs; (iii) i-botika self-produced videos supporting the fact sheets or providing new content and 

(iv) i-botika dictionary, that includes the most frequently used pharmaceutical terms and their easily 

understandable definitions. Moreover, an on-line form for requests aiming 

information/documentation/suggestions is also at disposal of users. 

8.1.2 Number of Materials 

 

The total number of materials included in each of the pilot sites catalogues is broken down by the 4 

diseases (plus hypertension & hyperlipdemia) in the table below. The total number of materials for all 

pilot sites is 529. The numbers have been calculated on the basis of the primary category assigned to 

the materials, as some materials are valid for more than one category. 

 

 Total Materials by Pilot Site 

Disease SWFT RJH Basque 

Type 2 Diabetes 44 61 14 
DM - General - 24 - 

DM – Hypertension - 17 - 

DM - Hyperlipidemia - 20 - 

Renal Failure 19 73 5 

Heart Failure 70 18 63 

Depression 43 36 7 

General 33 3 17 

Hypertension 4 - 19 

Total 213 191 125 

 

There is a wide variance in the number of materials provided by the pilot sites, especially by disease. 

The volume of materials was left to the discretion of the respective pilot sites. 

8.1.3 Topics Covered 

 

For each pilot site, the high level topics covered by the materials are as shown in the table below. 

Firstly, there is a separate table for each of the 4 main diseases, plus a ‘general’ information table. 

Within each of the disease tables, the materials have been further broken by topics using the categories 

assigned by the pilot sites in their catalogues.  

 

http://www.osakidetza.euskadi.eus/ibotika/
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NB: the categories applied to the materials are only preliminary and will be re-categorised at a later 

stage to ensure greater consistency and easy mapping to the care plan once the goals and activities 

have been formally defined. 

 

Diabetes 

Topic 
(inc hypertension & hyperlipidaemia) 

SWFT RJH Basque 

General 1 6 2 

Causative Factors  3  

Symptoms  3 1 

Physiology  1  

Investigations, Blood Sampling, 

Measurement 

 5 

 

 

Complications /  

Multi-morbidity 

10 2  

Treatment/Intervention/ 

Monitoring 

1 33 5 

Medications 22  1 

Diet  1  

Related Diseases/Conditions   4 

Guidelines  2  

Self-Care  3  

Lifestyle/Wellbeing 6   

Psycho-social 3   

When to seek care 1 2  

Recommendations   1 

Total 44 61 14 

 

 

Renal Failure 

Topic SWFT RJH Basque 

General 6 3 1 

Diagnosis/Monitoring    

Complications/Multi-morbidity/Related 

Conditions 

2   

Symptoms  5 1 

When to Seek Care  1  

Causative Factors  1  

Treatment/Monitoring 5 44 1 

Medication 1  1 

Physiology  2  

Prevention  1  

QOL  1  

Patient Organisation  1  

Investigations/Blood 

Sampling/Measurement 

1 6  

Etiology  1  

Pathophysiology  1  

Classification  1  

Self-Care  3  

Caring    

Lifestyle/Wellbeing 3   

Psycho-social 1   
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Renal Failure 

Topic SWFT RJH Basque 

Advice  2  

Recommendations   1 

Total 19 73 5 

 

Heart Failure 

Topic SWFT RJH Basque 

General 7 3 15 

Complications/Multi-morbidity 5   

Symptoms  1 13 

Self-Care  1  

Investigations 2 1  

Medication 43  6 

Treatment 3 9 13 

Lifestyle/Wellbeing 8   

Psycho-social 1   

Etiology  1  

Physiology  1  

Guidelines  1  

Recommendations   16 

Caring 1   

Total 70 18 63 

 

Depression 

Topic SWFT RJH Basque 

General 9 2 1 

Symptoms  4 1 

When to seek Care  1  

Investigations  1  

Treatment/Monitoring 2 25 4 

Medication 28   

Self-Care / Self-Help 1 1  

Causative Factors  1  

Support to Relatives/Carers 3 1  

Recommendations   1 

Total 43 36 7 

 

 

General 

Topic SWFT RJH Basque 

General  2 3 

Treatment 2  4 

Medication   2 

Caregivers/Caring 1  1 

Recommendations   7 

Physical activity  1  

Multimorbidity/Chronic 

Disease/Related Conditions 

2   

Hypertension 4  19 

Psycho-social 8   

Lifestyle/Wellbeing 19   


































































































































































































































































































