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EXECUTIVE SUMMARY 

This document presents the demonstrator deliverable D5.2 “Data Collection and Feedback Mechanism” 

implemented in Task 5.2.  

The goal of Task 5.2 was to develop interaction mechanisms for the patient (and any informal caregiver 

acting on behalf of the patient) to collect and share both structured and unstructured data, as well as 

communicated with the Multi-Disciplinary Team (MDT).  

The first part of the document presents the methods to collect data and feedback. The second part of the 

report presents the data specified to be collected in the three pilot sites. The final section of the 

deliverable presents the integration with other C3-Cloud components. The report includes in the 

Annexes 1 through 4, the details of the questionnaires from a Patient Empowerment Platform (PEP) 

and patient user perspective. Annex 5 includes concrete examples of the integrations presented in the 

third part of the report. 

This deliverable will be used by the following follow-on tasks and work packages: 

T5.3  The results of T5.1 and T5.2 will be integrated in T5.3. 

WP7  PEP solution is tightly integrated with the Coordinated Care and Cure Delivery Platform 

(C3DP) developed in WP7. The integration will be finalized in T7.4. 

WP8 PEP solution will be deployed and piloted in the scope of WP8. 

WP9  PEP solution will be tested, verified and evaluated in the scope of WP9. 
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1. INTRODUCTION 

1.1. Purpose 

This document presents the demonstrator deliverable D5.2 “Data Collection and Feedback Mechanism” 

implemented in Task 5.2. 

1.2. Outline of the deliverable 

This report is organized as follows: 

Chapter 1 gives an overview of the document and the role of this deliverable in the project. 

Chapter 2 presents the methods to collect data and feedback from patients and presents how the solution 

works for each of the available methods. 

Chapter 3 presents from an implementation perspective, the specification of the concrete data to be 

collected in C3-Cloud. Additional detail related to section 4 is given in Annexes 1 through 4. 

Chapter 4 summarizes the relevant integrations with other C3-Cloud components to share the collected 

information. Additional detail of the integrations is given in Annex 5. 

1.3. Task summary 

The goal of task T5.2 was to develop interaction mechanisms for the patient (and any informal caregiver 

acting on behalf of the patient) to collect and share both structured and unstructured data with the MDT 

and to communicate with the MDT. 

Task T5.2 is described in the Description of Action (DoA) in the following manner:  

“In this task, interaction mechanisms to communicate with the patient to establish 

connection with the formal and informal care givers both synchronously and 

asynchronously will be developed. The Data Collection and Feedback Mechanism will be 

integrated with the Personalised Care Plan Development Platform of Task 7.3, to enable 

active participation of the patient to shared decision making. Based on the agreed 

integrated care plan, reminders will be sent to the patient regarding treatment 

interventions including medications and physical therapies and also about upcoming 

appointments, and the tests required. The aim is to establish a continuous reinforcement, 

motivation and support to the patient at every step of the care management process” 

1.4. Follow-on tasks 

This deliverable will be used by the following follow-on tasks and work packages: 

T5.3.  The results of T5.1 (Development of self-management training materials for increasing patient 

adherence to care plans) and T5.2 will be integrated in T5.3 (Develoment of the responsive 

multi-channel Patient Empowerment Platform). 

WP7.  PEP solution is tightly integrated with Coordinated Care and Cure Delivery Plarform (C3DP) 

developed in WP7. The integration will be finalized in T7.4. 

WP8.  PEP solution will be deployed and piloted in the scope of WP8 (C3-Cloud Pilot Application 

Development & Deployment). 

WP9.  PEP solution will be tested, verified and evaluated in the scope of WP9 (Evaluation and Impact 

Assessment). 
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1.5. Abbreviations and acronyms 

 

Abbreviation / 

Acronym 

DEFINITION 

C3DP Coordinated Care and Cure Delivery Platform 

PEP Patient Empowerment Platform 

Medixine Suite The software product on which PEP is built. 

RJH Region Jämtland Härjedalen, Sweden (one of the pilot 

sites in the project) 

BC Basque Country, Spain (one of the pilot sites in the 

project) 

KG Kronikgune 

OSAKI Osakidetza 

SWFT South Warwickshire NHS Foundation Trust, United 

Kingdom (one of the pilot sites in the project) 

MDT Multi-disciplinary care team 

BYOD Bring Your Own Device 

FHIR FHIR – Fast Healthcare Interoperability Resources 

(hl7.org/fhir) – is a next generation standards 

framework created by HL7. FHIR combines the best 

features of HL7's v2, HL7 v3  and CDA  product lines 

while leveraging the latest web standards and 

applying a tight focus on implement-ability. 

DoA Description of Action 

 

1.6. Terminology 

Multi-disciplinary care team. A team comprising members from various care sectors. The MDT 

collaboratively designs an integrated and personalised care plan for the patient. The MDT has access to 

patient data generated in all care settings. 

Multi-disciplinary care team member. GPs, specialists, study nurses, pharmacists, physiotherapists, 

geriatricians, nutritionists, who comprise a multidisciplinary care team to provide care to a patient. 

Patient. Patients with two or more of these chronic conditions: diabetes, heart failure, renal failure and 

depression, who can access the integrated care plan and their health data through C3-Cloud. 

Informal caregiver. A person acting on behalf of the patient, who will have access to the patient’s 

data and care plan. The informal care giver will have the same access permissions as 

the patient. 

Questionnaire. A structured set of questions. The questions are ordered and grouped into coherent 

subsets, corresponding to the structure of the grouping of the underlying questions. 

Care plan. Dynamic, personalized plan for a patient to tackle health issues, achieve health goals, and 

coordinate healthcare activities, collaboratively designed by MDT and executed by the systems in all 

involved care sectors. 
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Activity. An activity is a logical entity representing planned actions. C3-Cloud implements activities 

as activity definitions within the FHIR Care Plan resource instances. 

Care plan activity. An activity defined in the care plan to maximize the prospects of the goals set 

within the care plan.  

Questionnaire activity. The activity that requests patients to complete an assigned questionnaire at a 

specific time. 

Observation activity. The activity that requests patients to enter the assigned observation during the 

activity period. 

Measurement activity. The activity that requests patients to perform measurements during the activity 

period. 

Questionnaire response. Questionnaire response provides a complete or partial set of answers to a 

questionnaire. 

Observation. Measurements and simple assertions made about a patient, device or other subject. 

Observations are a central element in healthcare, used to support diagnosis, monitor progress, determine 

baselines and patterns and even capture demographic characteristics. 

Measurement. Observation made using a sensor device. For instance, a blood glucose or blood pressure 

measurement. 

Clinical measurement model. A model of measurement data collection where the healthcare provider 

acquires and provides patients with medical sensor devices to collect measurement data from the 

patients.  

Bring Your Own Device (BYOD) measurement model. A model of measurement data collection 

where the patient uses a BYOD manufacturer’s connected sensor device and service, which can transmit 

authorized measurements to the C3-Cloud solutions. 

Device kit. A device kit consists of a device hub and one or more devices connected to the hub. 

Device hub. A device used to collect measurements from the connected sensor device(s), to transfer 

these to the centralised C3-Cloud storage for access by the patient and other C3-Cloud users (MDT) 

and components (like C3DP). 

Sensor device. A device used to make measurements. 

Connected sensor device. A sensor device capable of transferring the measured values electronically 

to a device hub for upload and storage in a centralised solution like C3-Cloud. 

Message. A message exchanged between the MDT and a patient using the messaging functionality. 
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2. COMMUNICATION AND DATA COLLECTION METHODS 

The patient can communicate and share data with the MDT using any of the following methods: 

1. Complete structured patient questionnaires. 

2. Upload structured measurements using personal medical sensor devices. 

3. Enter manually structured observations. 

4. Communicate with care team via unstructured messages. 

5. Provide feedback or progress notes with direct reference to a specific goal or care plan 

activity. 

2.1. Patient questionnaires 

Patient questionnaires are used to collect information from patients using a structured set of questions. 

The questions are ordered and grouped into coherent subsets, corresponding to the structure of the 

grouping of the underlying questions. The questionnaires can be completed by the patient or by another 

person acting on behalf of the patient (e.g. their informal caregiver). Questionnaires can be completed 

once or regularly, and periodically, as prescribed by the care plan activity schedule. A number of 

questionnaires include logic to calculate scores (for instance, the Alcohol Use Disorders Identification 

Test -  AUDIT score calculated from the 10 questions the patient has filled in), and interpretations of 

these scores (the numeric score is for instance classified in 2 zones “no problems” or “some problems”), 

automatically from the answers. These are commonly used to allow a reviewer to quickly evaluate the 

responses entered by the patient. 

Questionnaires can be used to collect information for virtually any purpose. This includes both medical 

(e.g., medical history, family diseases, physiological and mental functioning) and 

administrative/demographic information (e.g., preferences, contact information, information on living 

conditions). A single questionnaire can be multi-purpose (for instance a full virtual health check), or 

single-purpose (for instance questions on a single lifestyle factor like alcohol or smoking). Preferably, 

the questionnaires are validated and standardized, but there is also a clear need to include local, 

customized questionnaires to meet potential needs of the MDTs. The questionnaires are defined using 

the Medixine Suite admin tools, so it is easy to adapt to different needs over time (e.g., create completely 

new questionnaires, create modified versions of used questionnaires and remove used questionnaires 

from active use). 

Some examples of commonly used, standardized questionnaires are:  

 GDS-20 (Geriatric Depression Scale), MADRS (Montgomery-Asberg Depression Scale) and 

PHQ (Patient Health Questionnaire) questionnaires for mental health review. 

 Lifestyle factor assessments like AUDIT for alcohol use and Fagerström test for nicotine 

dependence. 

 EQ5D to measure health outcome. 

 “NHS How are you”- quiz for health assessment. 
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The process for making questionnaires available to patients in C3-Cloud is as follows: 

1. A patient questionnaire is configured using the Medixine Suite admin tools. 

2. The patient questionnaire is deployed in the centralized FHIR repository. 

3. A MDT member assigns a patient questionnaire activity to the patient’s care plan. 

4. The patient is notified when the activity starts (i.e. it is time to fill in the questionnaire). 

5. The patient views the active activity in PEP and starts filling in the questionnaire, as shown in 

the example below. 

 

 
 

6. The patient answers all the questions and completes the questionnaire. 

 

 
 

7. If the questionnaire includes calculated scores and their interpretations, calculated by PEP. The 

scores are displayed to the health professional in C3DP. For some questionnaires, the scores 

are also displayed to the patient (for instance the PHQ-9 score and its interpretation). 

 

 
 

8. The patient receives the configured immediate feedback after completing the questionnaire. 

The immediate feedback may be a static message that is the same for all patients or a dynamic 

message generated according to a defined rule.  
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9. PEP stores the questionnaire response in the centralized FHIR repository and notifies C3DP. 

10. The MDT can now view the response in C3DP. 

 

2.2. Sensor device measurements 

Connected sensor devices are used to make it easier for patients to collect their regular measurements 

(whether paper or sensor based) and share this data with the MDT. It is much easier and more convenient 

for the patient when this data is collected automatically compared to traditional models (like keeping 

paper diary with the measurement values). The patient collects measurement data when the patient and 

the MDT have agreed this and the MDT assigns a measurement activity to the patient. 

A measurement activity can be performed in two different ways: (1) using the clinical model or (2) 

using the BYOD model. 

In the clinical model, the healthcare provider has acquired sensor devices, which they configure as 

device kits (each kit includes an Android device hub with the Medixine VirtualHub software and the 

sensor devices paired with the device hub). They give the device kits to selected patients to use for some 

period of time. It is common that these devices are rotated between patients (i.e. the device is given to 

another patient when returned to the provider). 

 

Figure 1. Example of a clinical model device kit 
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In the BYOD model, patients have acquired their own personal connected sensor devices and use them 

to take measurements at their own wish. The measured values are stored in the service provided by the 

BYOD device manufacturer. The BYOD device manufacturer may provide a service interface to allow 

the patient to transfer (authorize transfer) the collected data to other services of choice (like C3-Cloud). 

Examples of BYOD device manufacturers are Nokia Withings and iHealth. 

 

Figure 2. Example of BYOD services connected with C3-Cloud 

 

The following table summarizes relevant facts of the two measurement models. 

 

Clinical devices (provider) BYOD devices (personal) 

Health organization owned and controlled. Patient owned and controlled. 

Quick and easy for patients to start using as 

device kits have been acquired and prepared in 

advance by organization. 

Patient must acquire a supported BYOD sensor 

device after the MDT and patient have agreed 

what the patient shall measure using a sensor 

device. 

Device kit can be assigned and activated for a 

patient without patient doing anything. All 

activation work is done by health organization 

personnel (activates a pre-configured device kit 

to the patient). The patient can immediately start 

measuring when device kit handed over. 

Requires the patient to perform all tasks needed 

to connect and authorize the measurements to be 

transferred from the device manufacturer service 

to C3-Cloud service. 

Patient doesn’t have to own any personal IT 

equipment and have own Internet access (device 

kit assumed to have mobile data capability). 

Patient must own, or purchase as part of their 

BYOD kit their own IT equipment and Internet 

access to be able to use the BYOD equipment and 

to upload measurements to the BYOD service. 

Device kits can be rotated (i.e. transferred from 

one patient to another) and thus used by multiple 

patients over a longer time period. 

Each device is personal and can only be used by 

the one patient. 

The total cost per patient are likely to be lower in 

this model compared with the BYOD model. The 

organization will likely get a discount (lower 

Each patient acquires their sensor devices 

individually and are likely to pay the list price for 

devices. Currently the price of CE marked 
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Clinical devices (provider) BYOD devices (personal) 

price per unit) when acquiring a large number of 

device kits. If the device kits are rotated, the cost 

per patient is lower as the same kit is used by 

multiple patients. The organization may charge 

their patients for the use of the devices to share 

costs with the patient. 

connected devices for the BYOD model are at the 

same level as devices intended for the clinical 

model. 

The organization has full control over the 

availability of devices in their organization (can 

keep suitable stock). This ensures that patients 

will be able to perform measurements whenever 

a measurement activity is added. 

The organization has no control over which 

patients have necessary devices and uncertain 

whether patient will be able to perform an added 

measurement activity. 

The organization has full control over the access 

to measured data as the measurements are 

collected using devices owned and controlled by 

the organization (i.e. the organization can set the 

rules which determine who may access the 

collected info). 

The organization is not in control of access to the 

data and must get each patient to electronically 

give their authorization to access collected data. 

The maintenance of the devices is controlled by 

the organization. Adds resource requirements, 

but on the other hand the organization controls 

when devices are serviced and re-calibrated. 

The maintenance of the devices is controlled by 

the patient and the organization is not in control 

of when and how often devices are serviced and 

re-calibrated. 

This model is well-suited both for short term 

follow-up (for instance when MDT chooses 

selected patients to measure their blood pressure 

for two weeks) and long-term follow-up.  

This model is well-suited for use where one 

patient uses a sensor device for a longer period of 

time.  

 

2.2.1. Sensor devices – clinical model 

In the clinical model, sensor devices are used in the following manner: 

1. The organization configures acquired devices and hubs in advance using Medixine Suite admin 

tools.  
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2. The device kits with a hub and a set of paired sensor devices are automatically registered in the 

centralized FHIR repository. 

3. The device kits are given to the MDT to be assigned and handed over to patients. 

4. The MDT assigns a measurement activity with a selected device kit to the patient’s care plan.  

5. A MDT member gives the device kit to the patient and ensures the patient understands how to 

use the devices by providing training and relevant materials. 

6. The patient is notified via SMS when the activity starts. 

7. The patient views the active activity in PEP and starts executing it. 

 

 
 

8. The patient uses the sensor device according to the activity schedule.  

9. Measured values are automatically uploaded to PEP. 

10. PEP stores the measurements in the centralized FHIR repository and notifies C3DP. 

11. The MDT can view stored values in C3DP. 

12. The patient can view stored values in PEP. 

 

 

2.2.2. Sensor devices – BYOD model 

BYOD sensor devices are used in the following manner: 
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1. The patient has acquired a connected personal sensor device supported by C3-Cloud and is 

using it to measure. The measured values are uploaded to the BYOD device manufacturer’s 

service. 

2. A MDT member assigns a measurement activity to the patient but does not assign any device 

hub to the patient. 

3. The patient is notified when the activity starts. 

4. The patient views the active measurement activity.  

 

 
 

5. The patient links the BYOD service with C3-Cloud. This authorizes C3-Cloud to transfer 

measured data from the BYOD service and store it in C3-Cloud. 

 

 
 

6. The patient uses the device and measured values are automatically uploaded/stored in the 

BYOD device manufacturers service. 

7. The stored measurements are transferred from the BYOD device manufacturers service to C3-

Cloud. 

8. The uploaded values are stored in the centralized FHIR repository. 
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9. The MDT can view stored values in C3DP. 

10. The patient can view stored values in PEP. 

 

 

 

2.3. Other manually entered observations 

The patient can also enter other data as observations. The process for this type of information is the 

following: 

1. The MDT assigns an observation activity to the patient’s care plan.  

2. The patient is notified when the activity starts. 

3. The patient views the active activity and starts executing it. 

 

 
 

4. The patient manually enters observations in PEP according to the set activity schedule. The 

patient fills in the observation items (as configured for the observation using Medixine Suite 

admin tools). The observation can contain items of all common types including text, numbers, 

quantities, choices, coded values, dates and times and file attachments. 
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If the observation type is configured to include file attachments, the patient can upload the 

allowed types (e.g., popular image types or pdf files). If the patient uses a mobile device, the 

patient can add pictures taken with the camera (e.g., meal photos). 

 

 
 

5. PEP stores the observations in the centralized FHIR repository and notifies C3DP. 

6. The MDT can view stored values in C3DP. 
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7. The patient can view stored values in PEP. 

 

 

 

If the viewed observation includes file attachments (for instance the meal photos), the patient 

can open the attachments.  

 

 

2.4. Unstructured, ad-hoc messaging  

In addition to the methods described above for the collection of structured data from the patient in an 

organized manner, the patient and the MDT can exchange messages at any convenient time. The 

exchanged information is mostly free text, but file attachments can also be included in the messages.  

There are two primary ways, the conversation between the care team and the patient can start:  

1. The conversation starts when a patient contacts the care team to ask something.  
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2. The conversation starts when a care team member sends a message to the patient. 

In both use cases, the communication in the conversation can continue beyond the initial message. The 

recipient does this by replying to the received message. 

2.4.1. Case 1:  Patient contacts the MDT 

1. The patient logs in to PEP, opens messaging and selects “New message”. 

2. The patient chooses the recipient from the list of available recipients. The patient writes the 

subject and message. The patient can optionally add attachments to message. The patient 

completes the message by clicking on “Send”. 

 

 
 

3. PEP stores the message in the FHIR repository and notifies C3DP of the new message. 

 

2.4.2. Case 2: MDT contacts the patient 

1. C3DP notifies PEP that there is a new message and PEP fetches the message from the FHIR 

repository. 

2. PEP notifies the patient via SMS that there is a new message. 

3. The patient logs in, opens messaging and reads the message. 
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2.5. Feedback & progress notes on goals and activities 

The patient is able to provide feedback and progress notes directly on individual goals and activities in 

the care plan. This feedback can be totally unstructured or semi-structured so that progress information 

can be selected from dropdown menus. The process for this type of information flow is the following: 

1. The patient logs in to PEP and opens a goal or an activity. 

 

 
 

2. The patient clicks on “Add note”, and enters the feedback or progress note for the selected goal 

or activity. 

 

 
 

3. The patient clicks on “Save” and the corresponding feedback is transmitted to the C3DP.  

  



689181 – C3-Cloud                                

D5.2 Version 1.0, dated 22 December 2017   Page 24 of 97 

3. DATA COLLECTED IN C3-CLOUD PILOTS 

This chapter describes the specific data defined by the project, to be collected using PEP. This includes 

the selected patient questionnaires, measurement types and the other types of data entered manually. 

3.1. Patient questionnaires 

The pilot site partners have analysed their concrete needs to collect data from patients in order to specify 

the patient questionnaires for the C3-Cloud pilots. They have shared their analysis results with the 

consortium and SRDC has compiled (from these suggestions), a master questionnaire catalogue (see 

Annex 1 for the questionnaires master catalogue list). This list contains mostly standardized 

questionnaires (like AUDIT and GDS-20 questionnaires), but also some local questionnaires, such as 

the RJH side-effects questionnaire. 

The next action was for each pilot site to select from this master list the questionnaires they wanted to 

be included in their respective pilot. Medixine subsequently performed in collaboration with each pilot 

site, a detailed specification of these selected questionnaires (see Annexes 2 through 4 for details). 

These questionnaires will be use in the pilots in the respective local language. During development, the 

questionnaires will be in English to help all partners of the consortium understand the content of the 

questionnaires. For some questionnaires, the content was not readily available in English and for these 

only the local language (Spanish, Swedish) is used. 

3.2. Sensor device measurements 

3.2.1. Current sensor device use at pilot sites 

The Basque Country (BC) has telemonitoring programs already in use (TeleIC and TeleEPOC). In these 

programs, they use connected sensor devices like A&D UA-767PBT-Ci blood pressure cuff, 355PBT-

Ci scale and Nonin 3230 SpO2. The measured values are collected from these Bluetooth enabled sensor 

devices with an application running on a Samsung Android tablet. Patients not in the telemonitoring 

programs are using self-acquired blood pressure devices. The patients are encouraged to buy models 

validated by the SEH-LELHA (https://www.seh-lelha.org/). Glucometers are not included in the current 

telemonitoring programs of BC. Diabetic patients treated with insulin are given a glucometer and 

devices are also given temporarily to those patient treated with oral antidiabetic drugs, in situations of 

decompensation. Common glucometers used by patients are: ACCU-CHECK Aviva (Roche), 

GlucoMen Area 2K (A.Menarini diagnostics), Contour XT (Bayer), FreeStyle Optium Neo (Abbot), 

One Touch Select Plus (LifeScan).  

Region Jämtland Härjedalen (RJH) reported that some patient's use sensor devices. Commonly used 

glucometers include GlucoMen Areo, GlucoMen LX Plus, Accu-Chek Mobile and Mylife Unio. 

Regarding blood pressure meters patient´s buy them themselves and they recommend various types 

from Omron, Beurer e.g. BM 45, Braun exact fit or Nokia wireless. 

South Warwickshire (SWFT) is currently not using connected devices to collect data from patients. 

They reported that it is likely in the future.  

 

3.2.2. Planned sensor device use 

The Consortium has determined a prioritized set of measurement types. Each clinical partner was asked 

to describe the priority of supported measurement types for the primary conditions of this project. As a 

result, Blood Pressure and Weight, have been chosen as the primary measurement types to be collected 

using sensor devices. Glucose was also stated to be of interest, but given that patients already use, to a 

high degree, non-connected sensor devices, it may be difficult to persuade patients to switch device for 

short-term use during the pilot study. Glucometers were therefore given a lower priority by the pilot 

https://www.seh-lelha.org/
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sites. Oxygen saturation (SpO2) measurement type is of lesser interest for the pilot sites and is not in 

the current scope. 

From a technology point-of-view, no new measurement devices will be developed in the C3-Cloud 

project. The project will use commercial off-the-shelf sensor devices that are readily available in the 

market. The final decision on the actual sensor devices to be used, will be made at a later stage, as the 

project wants to use the best, available devices at the time of the pilots and adopt the newest devices, 

especially if the cost per device is lower than for the currently available devices. Some supported 

devices recommended at the time of this deliverable are listed in the table below. 

 

Measurement type Recommended devices - December 2017 

Blood pressure A&D UA 767 PBT-Ci 

Weight A&D 351 

Glucose Care Sense Dual 

SpO2 Nonin ® Pulse Oximeter 3230 

Table 1. Some recommended devices (December 2017) 

3.3. Other observations 

In the analysis of what data to collect, the majority of the data is collected either using questionnaires 

or sensor measurements. The only manually entered observations in the current scope are meal photos. 
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4. INTEGRATION WITH OTHER C3-CLOUD COMPONENTS 

The integration and data sharing with other C3-Cloud components is achieved via the centralized FHIR 

repository. When a component changes data in the FHIR repository, the component sends an event to 

other components to signal to it to fetch and process the new data. The majority of the integration and 

data sharing of PEP is with the C3DP component. 

 

The following FHIR resources are used in the integration with other C3-Cloud components: 

Resource Description 

Careplan.activity MDT assigned questionnaire, observation or general activity to the 

patient. 

DeviceRequest MDT assigned measurement activity. 

Questionnaire A structured questionnaire to be filled in. 

QuestionnaireResponse The patient’s answers to a questionnaire. 

Observation Measurements and other types of observations entered by the patient. 

Communication Messages between patient and MDT. 

 

More details can be found in Error! Unknown switch argument.. 
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5. ANNEXES 

 

Annex 1. Questionnaire Master Catalogue 

Annex 2. BC Questionnaires 

Annex 3. RJH Questionnaires 

Annex 4. SWFT Questionnaires 

Annex 5. FHIR JSON Examples 
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ANNEX 1. QUESTIONNAIRE MASTER CATALOGUE 

The following questionnaire master catalogue was compiled by the consortium: 

1. Exercise Behaviours 

2. Cognitive Symptom Management 

3. Mental Stress Management/Relaxation 

4. Communication with Physicians 

5. Chronic Disease Self-Efficacy Scales 

6. Self-Efficacy for Managing Chronic Disease - 6 item scale 

7. Self-efficacy (Stanford) 

8. Self-rated health 

9. Illness intrusiveness rating 

10. Fatigue visual numeric scale 

11. Energy/Fatigue 

12. Pain Visual Numeric 

13. Pain severity 

14. Shortness of Breath visual numeric scale 

15. Sleep visual numeric 

16. Stress visual numeric 

17. Quality of life visual numeric 

18. HAQ 20 item disability scale 

19. HAQ 8 item disability scale 

20. Health distress 

21. Social/role activities limitation scale 

22. Hyperglycaemia 

23. Hypoglycaemia 

24. Visits to providers 

25. Visits to providers (diabetes) 

26. Primer for evaluating outcomes 

27. Questionnaire code book 

28. NHS How Are You quiz 

29. AUDIT (Alcohol Use Disorders Identification Test) 

30. SF-36 

31. Minnesota Living with Heart Failure Questionnaire 

32. The UK Diabetes and Diet Questionnaire 

33. PHQ-9 

34. PHQ-2 

35. Possible Drug adherence questionnaire for patients taking multiple drugs 

36. Diabetes Assessment Form 

37. Geriatric Depression Scale (GDS) 

38. MADRS 

39. EQ-5D-3L or EQ-5D-5L 

40. RAND-36 

41. PROMs in diabetes 

42. Short questionnaire asking about side effects 

43. PAM (Patient Activation Measure) 

44. KAS-R (Kim Alliance Scale (KAS) measures the quality of therapeutic alliance) 

45. Test Fagerstrom (An instrument designed to assess tobacco dependence). 

46. Healthy lifestyles 

47. VACS 

48. Test Morisky-Green (to estimate the risk of medication non-adherence) 

49. Health literacy 
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ANNEX 2. BC QUESTIONNAIRES 

BC has selected the following patient questionnaires for their pilot: 

1. Exercise Behaviours 

2. Chronic Disease Self-Efficacy Scales 

3. Self-efficacy (Stanford) 

4. Illness intrusiveness rating 

5. Energy/Fatigue 

6. Pain Visual Numeric 

7. Pain severity 

8. Shortness of Breath visual numeric scale 

9. Health distress 

10. Visits to providers (diabetes) 

11. Diabetes Self-Efficacy 

12. Hyperglycaemia 

13. Hypoglycaemia 

14. NHS How Are You quiz 

15. Test AUDIT (Alcohol Use Disorders Identification Test) 

16. PHQ-9 

17. GDS-20 

18. EQ-5D-3L or EQ-5D-5L 

19. Test Fagerstrom 

20. Morisky-Green 
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Exercise Behaviours 
Link to form definition: https://www.selfmanagementresource.com/docs/pdfs/English_-_exercise.pdf 

Form 

 

 

Scoring 

Each answer is converted to the number of minutes as follows: 

0: None # 15: Less than 30 minutes/week # 45: 30-60 minutes/week # 120: 1-3 hours/week #  

180: More that 3 hours/week 

Score 1. Time spent in stretching or strengthening is the value for item 1.   

Score 2. Time spent in aerobic exercise is the sum of the values for items 2 through 6. 

The score is not displayed to the patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

https://www.selfmanagementresource.com/docs/pdfs/English_-_exercise.pdf
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Chronic Disease Self-Efficacy Scales 
Link to form definition: https://www.selfmanagementresource.com/docs/pdfs/English_-

_chronic_disease_self-efficacy_scales_32.pdf 

Form 

There are 10 scales, which each contain 1 or more questions:  

1. Exercise Regularly Scale 

2. Get Information About Disease Item 

3. Obtain Help from Community, Family, Friends Scale 

4. Communicate With Physician Scale 

5. Manage Disease in General Scale 

6. Do Chores Scale 

7. Social/Recreational Activities Scale 

8. Manage Symptoms Scale 

9. Manage Shortness of Breath Item 

10. Control/Manage Depression Scale 

All questions are a number between 1 and 10 (1 = not at all confident; 10 = totally confident). All 

questions are mandatory. 

 

 

Scoring 

No scoring.  

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_chronic_disease_self-efficacy_scales_32.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_chronic_disease_self-efficacy_scales_32.pdf
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Self-efficacy (Stanford)  

 

No link to form definition. Definition provided as pdf file. 

 

Form 

 

 

Scoring 

No scoring. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 
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Illness Intrusiveness Rating 

Link to form definition: https://www.selfmanagementresource.com/docs/pdfs/English_-

_illnessintrusiveness.pdf 

Form 

 

https://www.selfmanagementresource.com/docs/pdfs/English_-_illnessintrusiveness.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_illnessintrusiveness.pdf
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Scoring 

This scale has 5 subscales: 

Physical Well-Being and Diet: Items 1 and 2 

Work and Finances: Items 3 and 6 

Marital, Sexual, and Family Relations: Items 7, 8, and 9 

Recreation and Social Relations: Items 4, 5, and 10 

Other Aspects of Life: Items 11, 12, and 13 

 

Subscale scores are the mean of the items within each subscale. To score the scale, average the subscale 

scores to correct for differences in the numbers of items combined.  

 

Perceived Intrusiveness score. You may also generate a total Perceived Intrusiveness score by 

summing the individual items. 

Scores not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 
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Energy/Fatigue 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_energyfatigue.pdf 

Form 

 

 

Scoring 

Scores: None of the time (0), A little of the time (1), Some of the time (2), A good bit of the time (3), 

Most of the time (4), All of the time (5). 

Score the chosen option, except items 1 and 3, which are reversed (i.e., 5, 4, 3, 2, 1), then take the mean 

of the five items.  

Range is 0-5; higher score indicates more energy. 

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

https://www.selfmanagementresource.com/docs/pdfs/English_-_energyfatigue.pdf
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Pain Visual Numeric 

Link to form definition: https://www.selfmanagementresource.com/docs/pdfs/English_-

_Pain_visual_numeric.pdf 

 

Form 

 

 

Scoring 

No calculated scores.  

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

 

https://www.selfmanagementresource.com/docs/pdfs/English_-_Pain_visual_numeric.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_Pain_visual_numeric.pdf
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Pain Severity 

Link to form definition: https://www.selfmanagementresource.com/docs/pdfs/English_-

_painseverity.pdf 

 

Form 

 

 

Scoring 

No calculated scores.  

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_painseverity.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_painseverity.pdf
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Shortness of Breath visual numeric scale 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-

_shortness_of_breath_visual_numeric.pdf 

Form 

 

 

Scoring 

No calculated scores.  

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_shortness_of_breath_visual_numeric.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_shortness_of_breath_visual_numeric.pdf
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Health Distress 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_healthdistress.pdf 

 

Form 

 

Scoring 

Each answer is given a score value: None of the time (0), A little of the time (1), Some of the time (2), 

A good bit of the time (3), Most of the time (4), All of the time (5). The scale score is the mean of the 

four items. 

The score is not displayed to the patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_healthdistress.pdf
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Visits to Providers (Diabetes) 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_utilizdiabetes.pdf 

 

Form 

 

 

Scoring 

No calculated scores. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_utilizdiabetes.pdf
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Diabetes Self-Efficacy 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_self-

efficacy_diabetes.pdf 

 

Form 

 

Scoring 

No scoring. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_self-efficacy_diabetes.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_self-efficacy_diabetes.pdf
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Hyperglycaemia 
 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_hyperglycemia.pdf 

 

Form 

 

 

Scoring 

Score items as follows: No="0", Yes="1", Don't know=blank. Score is the sum of the seven items, with 

higher score indicating more hyperglycemia symptoms. 

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_hyperglycemia.pdf
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Hypoglycaemia 

 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_hypoglycemia.pdf 

 

Form 

 

 

Scoring 

Score items as follows: No="0", Yes="1", Don't know=blank. Score is the sum of the seven items, 

higher score indicating more hypoglycemia symptoms. 

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_hypoglycemia.pdf
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NHS How Are You Quiz 

 

Link to form: https://www.nhs.uk/oneyou/hay 

Page 1 

 

 

https://www.nhs.uk/oneyou/hay
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Page 2 

 

 

Page 3 
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Page 4 
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Page 5 
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Page 6 

 

 

Page 7 

On page 7 the configuration displays initially only one question. Depending on the answer, additional 

questions may be displayed (the choice never does not have any additional questions). 
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Page 8 
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Page 9 
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Page 10 

 

 

Scoring 

No scoring. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 
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AUDIT 

Link to form: http://www.talkingalcohol.com/files/pdfs/WHO_audit.pdf 

Spanish content: http://contenidos.ceoe.es/PRL/var/pool/pdf/cms_content_documents-file-767-test-

audit-y-cage.pdf 

Form 

 

Scoring 

Score calculated according http://www.talkingalcohol.com/files/pdfs/WHO_audit.pdf page 18. 

Score result is either no problem or some problem. The rule is: 8 p or higher in men, 6 p or higher in 

women (7 p or higher in men and women > 65 years) indicates some problem. 

Score interpretation is either no problem or some problem. The interpretation rule is: 8 p or higher in 

men, 6 p or higher in women (7 p or higher in men and women > 65 years) indicates some problem. 

Score and result is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Text 1 (no problem): "Thank you for your answers. Your consumption is within the limits of what is 

medically considered ok"  

Text 2 (some problem): "Thank you for your answers. Your answers indicate some problems that your 

care team will follow up". 

  

http://www.talkingalcohol.com/files/pdfs/WHO_audit.pdf
http://contenidos.ceoe.es/PRL/var/pool/pdf/cms_content_documents-file-767-test-audit-y-cage.pdf
http://contenidos.ceoe.es/PRL/var/pool/pdf/cms_content_documents-file-767-test-audit-y-cage.pdf
http://www.talkingalcohol.com/files/pdfs/WHO_audit.pdf%20page%2018
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PHQ-9 

Link to form: https://patient.info/doctor/patient-health-questionnaire-phq-9 (on-line version) 

Form 

 

 

Scoring 

The PHQ-9 is the depression module, which scores each of the nine DSM-IV criteria as "0" (not at all) 

to "3" (nearly every day) 

Rule: Depression Severity: 0-4 none, 5-9 mild, 10-14 moderate, 15-19 moderately severe, 20-27 severe. 

Score and interpretation is displayed to patient when all questions have been answered. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 
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Geriatric Depression Scale (Swedish GDS-20) 

Link to form definition: https://vardgivare.skane.se/siteassets/3.-kompetens-och-

utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf 

 

Form 

 

 

Scoring 

Yes, based simply on answers yes/no, 20 questions giving 0 or 1 point each. This used for score rule: 

https://vardgivare.skane.se/siteassets/3.-kompetens-och-

utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf 

https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf


689181 – C3-Cloud                                

D5.2 Version 1.0, dated 22 December 2017   Page 56 of 97 

2 zone score interpretation: depression unlikely (0-5 points) and depression suspected (6-20 points). 

Score is not displayed to patient. 

 

Score is not displayed to patient. 

 

Patient immediate feedback after completing the questionnaire 

Text 1 (Depression unlikely): "Thank you for your answers. They do not indicate that you have any 

depression. Your doctor will review the result and respond to you". 

Text 2 (Depression suspected): "Thank you for your answers. They indicate the possibility that you 

could have a depression. Your doctor will review the result and respond to you". 
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EQ-5D-5L 

BC has shared material in PDF document format. BC has confirmed they have a license for this 

questionnaire. 

 

Form 

 

 

Scoring 

Health state 

Each question is scored 1 – no problem, 2 – some problems, 3 extreme problems. A unique health state 

is defined by combining 1 level from each of the 5 dimensions. A total of 243 possible health states is 

defined in this way. Each state is referred to in terms of a 5-digit code. For example, state 11111 

indicates no problems on any of the 5 dimensions, while state 11223 indicates no problems with 

mobility and self-care, some problems with performing usual activities, moderate pain or discomfort 

and extreme anxiety or depression. 
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Health index 

To calculate the value of any health status, first, the value of 1 is assigned to status 11111 (without 

health problems in any dimension). If the state is different from 11111, the value of the constant is 

subtracted (Table 1 below). Subsequently, if there are problems of level 2 in a certain dimension, the 

value corresponding to each dimension is subtracted, according to table 1. The same procedure is 

followed when there are problems of level 3, but multiplying the value of the dimension with problems 

by 2. Finally, the coefficient corresponding to the parameter N3 - a parameter that represents the 

importance given to the presence of problems from level 3- is subtracted once when there is one or more 

problems of level 3. For example, in the case of health status 13111 it is said that there is a value of 1 

and it would be subtracted the value of the constant and 0.2024 (0.1012 × 2) because there are problems 

level 3 in the personal care dimension (table 1). In addition, parameter N3 was subtracted also, which 

would finally give an index of 0.4355 (0.4355 = 1 - 0.1502 - 0.2024 - 0.2119). 

The use of these techniques allows to take into account that an improvement in the pain dimension may 

not have the same value for the interviewees as a magnitude equal to that of mobility. Precisely, and as 

can be seen in table 1, the fact of subtracting 0.0897 from 1 when it comes to any mobility problem 

compared to the subtracting of 0.0596 when it is a pain problem, indicates that, at least in the Spanish 

population, mobility problems are more important than problems of pain. Interestingly, this finding 

appears inverted in a study conducted in the United Kingdom. 

 

 

 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”.  
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Test Fagerstrom 

An instrument designed to assess tobacco dependence. 

Link to form: 

https://www.tco.gov.hk/english/quitting/files/Fagerstrom_Test_of_Nicotine_Dependence.pdf 

Form 

 

 

Scoring 

Score / Interpretation / Comments  

0-3 / Low / Drugs may not be required  

4-5 / Medium / May use drugs of lower dosage  

6-10 / High / May use drugs of higher dosage 

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing”. 

https://www.tco.gov.hk/english/quitting/files/Fagerstrom_Test_of_Nicotine_Dependence.pdf
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Morisky-Green 

Test Morisky-Green (to estimate the risk of medication non-adherence). 

Link to questionnaire: http://www.measureuppressuredown.com/hcprof/find/toolkit/plank4tool1.pdf 

 

Form 

 

 

Scoring 

The score is count of yes answers. Range 0-4. 

No score interpretation.  

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you, your care team will review your answers.” 

 

 

  

http://www.measureuppressuredown.com/hcprof/find/toolkit/plank4tool1.pdf
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ANNEX 3. RJH QUESTIONNAIRES 

RJH has selected the following patient questionnaires: 

1. AUDIT 

2. GDS-20 

3. MADRS-S 

4. Custom side-effects 

5. Morisky-Green 
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AUDIT 

Swedish version of the questionnaire: http://dok.slso.sll.se/BeroendeC/AUDIT.pdf 

An official Swedish interpretation/ scoring can be found at: https://ltdalarna.se/PageFiles/9973/AUDIT-

%20tolkning%202008.pdf 

Form 

 

+ questions 4 – 10 similar to the ones above. 

 

Scoring 

An official Swedish interpretation/ scoring can be found at: https://ltdalarna.se/PageFiles/9973/AUDIT-

%20tolkning%202008.pdf 

Age and gender fetched from patient record person demographics. Age calculated from birth date using 

system current date. 

Maximum points = 40 p. 8 p or higher in men, 6 p or higher in women (7 p or higher in men and women 

> 65 years) indicates either a risk behavior or more serious abuse. 

Score interpretation is either no problem or some problem. The interpretation rule is: 8 p or higher in 

men, 6 p or higher in women (7 p or higher in men and women > 65 years) indicates some problem. 

The score and interpretation is not displayed to patient. 

 

 

http://dok.slso.sll.se/BeroendeC/AUDIT.pdf
https://ltdalarna.se/PageFiles/9973/AUDIT-%20tolkning%202008.pdf
https://ltdalarna.se/PageFiles/9973/AUDIT-%20tolkning%202008.pdf
https://ltdalarna.se/PageFiles/9973/AUDIT-%20tolkning%202008.pdf
https://ltdalarna.se/PageFiles/9973/AUDIT-%20tolkning%202008.pdf
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Patient immediate feedback after completing the questionnaire 

To the patient the dichotomous answers: 

Text 1 (no problem): "Thank you for your answers. Your consumption is within the limits of what is 

medically considered ok"  

Text 2 (some problem): "Thank you for your answers. Your answers indicate some problems that your 

care team will follow up". 
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GDS-20 (Swedish version) 

Swedish GDS-20 : https://vardgivare.skane.se/siteassets/3.-kompetens-och-

utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf.  

It is validated and the scoring is described in this document. 

 

Form 

 

 

Scoring 

Yes, based simply on answers yes/no, 20 questions giving 0 or 1 point each. This used for score rule: 

https://vardgivare.skane.se/siteassets/3.-kompetens-och-

utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf 

2 zone score interpretation: depression unlikely (0-5 points) and depression suspected (6-20 points). 

Score is not displayed to patient. 

https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
https://vardgivare.skane.se/siteassets/3.-kompetens-och-utveckling/sakkunniggrupper/kunskapscentrum-demens/arbetsdokument---fillistning/gds-20-skala.pdf
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Patient immediate feedback after completing the questionnaire 

Text 1 (Depression unlikely): "Thank you for your answers. They do not indicate that you have any 

depression. Your doctor will review the result and respond to you". ("Tack för dina svar. Svaren tyder 

på att du inte har någon depression. Din doktor kommer att se resultaten och höra av sig till dig med en 

bedömning"). 

Text 2 (Depression suspected): "Thank you for your answers. They indicate the possibility that you 

could have a depression. Your doctor will review the result and respond to you". ("Tack för dina svar. 

Svaren visar att det är möjligt att du skulle kunna ha en depression. Din läkare kommer att se resultaten 

och höra av sig till dig")  
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MADRS-S 

Link to form: http://www.viss.nu/Global/Blanketter/MADRS-Sjalvskattning.pdf 

 

Form 

9 questions. Questions displayed one question per page. 

All pages/questions follow this pattern (example page 2): 

 

 

Scoring 

Only score calculated (no interpretation result), for which the rule is taken from:  

http://www.viss.nu/Global/Blanketter/MADRS-Sjalvskattning.pdf 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you, your care team will review your answers.” 

  

http://www.viss.nu/Global/Blanketter/MADRS-Sjalvskattning.pdf
http://www.viss.nu/Global/Blanketter/MADRS-Sjalvskattning.pdf
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Custom Side-effects Questionnaire 

Link to form: custom questionnaire. No link. 

 

Questions:  

"do you experience side effects on your medications? (yes/no) "  

If yes, which side effects and how severe do you experience them?" 

In Swedish:  

"Upplever du biverkningar av din medicinering? (ja/nej).  

Berätta i så fall vilka biverkningarna är och hur besvärande dessa är". 

 

Visual 

 

 

 

Scoring 

No scoring. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you, your care team will review your answers.” 
 

Misc 

This questionnaire can be both be added to the planned care plan activities and be completed at any 

time the patient wants to. 
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Morisky-Green 

 

Test Morisky-Green (to estimate the risk of medication non-adherence). 

Link to form: http://www.measureuppressuredown.com/ hcprof/find/toolkit/plank4tool1.pdf 

 

Visual 

 

 

Scoring 

The score is count of yes answers. Range 0-4. 

No score interpretation.  

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you, your care team will review your answers.” 

  

http://www.measureuppressuredown.com/%20hcprof/find/toolkit/plank4tool1.pdf
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ANNEX 4. SWFT QUESTIONNAIRES 

 

SWFT has selected the following patient questionnaires: 

1. Chronic Disease Self-Efficacy Scales 

2. Shortness of Breath visual numeric scale 

3. HAQ 20 item disability scale 

4. SF-36 

5. The UK Diabetes and Diet Questionnaire 

6. PHQ-9 

7. Morisky-Green 
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Chronic Disease Self-Efficacy Scales 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_chronic_disease_self-

efficacy_scales_32.pdf 

 

Form 

All questions are a number between 1 and 10 (1 = not at all confident; 10 = totally confident). 

All questions are mandatory. 

There are 10 scales, which each contain 1 or more questions:  

1. Exercise Regularly Scale 

2. Get Information About Disease Item 

3. Obtain Help from Community, Family, Friends Scale 

4. Communicate with Physician Scale 

5. Manage Disease in General Scale 

6. Do Chores Scale 

7. Social/Recreational Activities Scale 

8. Manage Symptoms Scale 

9. Manage Shortness of Breath Item 

10. Control/Manage Depression Scale 

 

 

 

Scoring 

The score for each item is the number circled. The score for each scale is the mean of the items. 

The score is not displayed to the patient. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing this questionnaire.”. 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_chronic_disease_self-efficacy_scales_32.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_chronic_disease_self-efficacy_scales_32.pdf
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Shortness of Breath visual numeric scale 

 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-

_shortness_of_breath_visual_numeric.pdf 

 

Form 

 

 

Scoring 

No calculated scores.  

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing this questionnaire.”. 

  

https://www.selfmanagementresource.com/docs/pdfs/English_-_shortness_of_breath_visual_numeric.pdf
https://www.selfmanagementresource.com/docs/pdfs/English_-_shortness_of_breath_visual_numeric.pdf
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HAQ 20 Item Disability Scale 

Link to form: https://www.selfmanagementresource.com/docs/pdfs/English_-_Stanford_haq20.pdf 

 

Page 1 

 

https://www.selfmanagementresource.com/docs/pdfs/English_-_Stanford_haq20.pdf
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Page 2 

 

 

Scoring 

Score each answer: Without ANY difficulty (0), With SOME difficulty (1), With MUCH difficulty (2), 

UNABLE to do (3). 

There are eight categories; first score within each category: 

Dressing and Grooming includes items 1 and 2 

Arising includes items 3 and 4 

Eating includes items 5, 6 and 7 

Walking includes items 8 and 9 

Hygiene includes items 10, 11, and 12 

Reach includes items 13 and 14 
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Grip includes items 15, 16 and 17 

Activities includes items 18, 19, and 20 

 

Category score. The score for each category is the single response within the category with the highest 

score (greatest difficulty). 

However, if any "aids or devices" and/or "help from another person" items at the bottom of each page 

are checked, the category to which they apply is adjusted upward to "2".  

If the basic score is already "2" or "3", the score remains unchanged. "Aids or devices" and "help from 

another person" can only change a category's score to "2"; they do not change the score to a "1" or a 

"3". 

Disability index. The score for the disability index is the mean of the eight category scores.  The higher 

score indicates greater disability. 

The scores are not displayed to the patient. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing this questionnaire.”. 

  



689181 – C3-Cloud                                

D5.2 Version 1.0, dated 22 December 2017   Page 75 of 97 

SF-36 

Link to form: https://www.brandeis.edu/roybal/docs/SF-36_website_PDF.pdf 

 

Page 1 

 

 

Page 2 

 

https://www.brandeis.edu/roybal/docs/SF-36_website_PDF.pdf
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Page 3 

 

Page 4 

 

Page 5 

 

plus additional similar questions repeated until “i. Did you feel tired?”. 
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Page 6 

 

 

Scoring 

The SF-36 has eight scaled scores; the scores are weighted sums of the questions in each section. Scores 

range from 0 - 100 Lower scores = more disability, higher scores = less disability  

Sections:  Vitality  Physical functioning  Bodily pain  General health perceptions  Physical role 

functioning  Emotional role functioning  Social role functioning  Mental health 

The score is not displayed to the patient. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing this questionnaire”. 
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The UK Diabetes and Diet Questionnaire 

Link to form: 

https://static.onlinesurveys.ac.uk/media/account/346/survey/167368/question/ukddq_self_administere

d_versio.pdf 

 

Page 1 

 

 

https://static.onlinesurveys.ac.uk/media/account/346/survey/167368/question/ukddq_self_administered_versio.pdf
https://static.onlinesurveys.ac.uk/media/account/346/survey/167368/question/ukddq_self_administered_versio.pdf
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Page 2 

 

 

Page 3 
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Page 4 

 

 

Additional notes displayed depending of question choices: 
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Page 5 

 

 

Page 6 

 

 

Conditional question asked only if the main question answer is other than “Never”: 
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Additional note if skimmed milk: 

 

 

Page 7 

 

 



689181 – C3-Cloud                                

D5.2 Version 1.0, dated 22 December 2017   Page 83 of 97 

Page 8 

 

 

Scoring 

No calculated scoring as result. 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing this questionnaire.”. 
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PHQ-9 

Form 

Link to form: https://patient.info/doctor/patient-health-questionnaire-phq-9 (on-line version). 

 

 

Scoring 

The PHQ-9 is the depression module, which scores each of the nine DSM-IV criteria as "0" (not at all) 

to "3" (nearly every day) 

Rule: Depression Severity: 0-4 none, 5-9 mild, 10-14 moderate, 15-19 moderately severe, 20-27 severe. 

Score and interpretation is displayed to patient when all questions have been answered. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you for completing this questionnaire.”. 

 

 

  

https://patient.info/doctor/patient-health-questionnaire-phq-9
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Morisky-Green 

Test Morisky-Green (to estimate the risk of medication non-adherence). 

Link to form: http://www.measureuppressuredown.com/ hcprof/find/toolkit/plank4tool1.pdf 

 

Form 

 

 

Scoring 

The score is count of yes answers. Range 0-4. 

No score interpretation.  

Score is not displayed to patient. 

 

 

Patient immediate feedback after completing the questionnaire 

Static text same for all: “Thank you, your care team will review your answers.” 

 

  

http://www.measureuppressuredown.com/%20hcprof/find/toolkit/plank4tool1.pdf
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ANNEX 5. FHIR JSON EXAMPLES 

This annex presents the following FHIR message examples used by PEP for data collection and 

feedback: 

1. Questionnaire 

2. Careplan activity to fill in questionnaire 

3. QuestionnaireResponse 

4. DeviceRequest 

5. Observation 

6. Communication 
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Questionnaire 

 

Figure 3. Extract from Questionnaire message. 



689181 – C3-Cloud                                

D5.2 Version 1.0, dated 22 December 2017        Page 88 of 97 

Questionnaire activity (Careplan.activity) 
 

Figure 4. Extract from Questionnaire careplan activity message 
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QuestionnaireResponse 

 

Figure 5. Extract from QuestionnaireResponse message. 
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Measurement activities (DeviceRequest) 

 

Figure 6. Measurement activity using provider device (clinical). 
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Figure 7. Measurement activity with patient’s own device (BYOD). 
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Observation activity (Careplan.activity) 

 

Figure 8. Extract from observation activity 
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Observation 

 

Figure 9. Blood pressure Observation message 
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Figure 10. Weight Observation message 
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Figure 11. Extract from Meal photo message 
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Communication 

 

Figure 12. Extract from message sent by patient to MDT 
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Figure 13. Extract from message sent by MDT to patient 

 


