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1. INTRODUCTION 

 

1.1 Background and definition of self-management 

Patients are living for longer with cancer, making it especially important to deal with the consequences of the disease in daily life. In this sense, 

self-management in the sense of “dealing with the condition (symptoms, treatment, physical, psychological and social consequences and the 

associated changes in lifestyle) so that the condition is fitted into a way of life as well as possible” is important (LAZ, 2012). Self-management 

fits in with people’s need to keep control over their own lives and care situations for as long as possible. 

 

However, not everyone is equally skilled in this and some people need support in self-management. There has been little attention so far to 

self-management support for incurably ill patients with cancer and their informal caregivers. This was the reason why the research institute 

NIVEL (the Netherlands Institute for Health Services Research), the Vrije Universiteit Amsterdam and the Amsterdam UMC have jointly 

developed an intervention for self-management support for this target group. That intervention is described in this protocol. 

 

1.2 Who is this intervention intended for? 

This intervention is intended for and will be implemented by specialist oncology and/or palliative care nursing staff. 

 

1.3 What setting is the intervention used in? 

The specialist nurse carries out the intervention during what are known as ‘continuity home visits’. These are visits made to the homes of 

people living at home who do not have regular care or nursing at the time of the notification. These visits are intended to make the transition 

between care at hospital and care in the home situation as small as possible and to provide guidance for patients and informal caregivers 

during the course of the illness and the disease trajectory. 

 
1.4 What is the purpose of the intervention? 
The intervention focuses on helping people cope with the consequences and symptoms of incurable cancer in daily life, so that patients and 

informal caregivers can retain control for as long as possible over their lives and the care that they receive, and can continue to lead the life 

they have in mind, despite the illness. We are referring here to adult patients and their adult informal caregivers (largely the partner, an adult 

child or another member of the family). 



 

 

2. THE ‘SELF-MANAGEMENT SUPPORT IN INCURABLE CANCER’ INTERVENTION 

Self-management support comprises providing guidance for patients and informal caregivers about self-management. The intervention from 

this protocol is primarily about helping them recognize, monitor and resolve/reduce complaints and problems themselves. 

Among other things, self-management support includes tips and recommendations that the patient can apply themselves the next time, 

without intervention by the nursing staff (please refer to the boxed text for examples). 

 

 

 
 

 

The ‘Self-management support in incurable cancer’ intervention comprises partly personal contacts and partly eHealth. It uses a number of 

existing products or approaches: the 5 A’s model, the Discussion Topics Checklist for Home Visits in the Palliative Phase (in Dutch: Checklist 

Gespreksonderwerpen Huisbezoek in de Palliatieve Fase), Informal Care Quick Scan (in Dutch: Quick Scan Mantelzorg) and Oncokompas. These 

are explained below. 

 
 
 
 
 
 
 

Example 1: The nurse gives the patient tips about what they can do to relieve pain complaints, such as taking a warm bath. When the 

patient notices next time that the pain complaints are worsening and then takes a warm bath because it helped the previous time, that is 

an example of self-management. 

 

Example 2: The nurse recommends to the informal caregiver that they should contact others in the same situation, with the tip that they 

should visit a walk-in center. If the informal caregiver then finds a walk-in center for themselves and goes to it, that is self-management. 



 

 

2.1 The 5 A’s model 
The 5 A’s model has been designed to help healthcare providers and structure to self-management support (CBO, 2014). The 5 A’s model 

covers Assess, Advise, Agree, Assist and Arrange (see Box 1). 

 

 Brief description of the 5 A’s model 

A Assess the need for support 
 

A Advise and provide information about the problems encountered 
 

A Agree achievable goals and helping the care user to set them 
 

A Assist in coping with personal barriers that may prevent the goals from being 
achieved and making an inventory of extra support that may be required 
 

A Arrange an individual care plan that records the goals and the agreements made 
about the care and how it will be provided. 

 

The ‘Self-management support in incurable cancer’ intervention is aligned to these five A’s (see also the schematic overview at the end of this 

protocol in Section 2.5). 

 

2.2 Alignment with the Discussion Topics Checklist for Home Visits in the Palliative Phase 

In the intervention, we also aim for alignment with the Discussion Topics Checklist for Home Visits in the Palliative Phase. This is an existing 

checklist that is used by many nurses. It describes subjects that can be discussed during a continuity home visit (see the right-hand column in 

the table at the end of this protocol in Section 2.5). This covers topics relating not only to physical and mental problems but also to the need for 

practical support. 

  



 

 

2.3 Use of Oncokompas and the Informal Care Quick Scan 

In the intervention, patients are asked whether they would complete Oncokompas. Informal caregivers are asked if they would complete the 

Informal Care Quick Scan. Nurses are also asked to include the results of Oncokompas and the Informal Care Quick Scan in the self-

management support. We explain below what Oncokompas and the Informal Care Quick Scan involve. 

 

Oncokompas for patients 

Oncokompas is an online self-management tool that assists patients in finding and obtaining the optimum ‘customized’ guidance. It was 

originally developed for patients who were being given curative treatment1. An adapted and less extensive version is available for patients with 

incurable cancer, in which the following five topics are tackled: pain, fatigue, depression, anxiety and stress. 

 

Oncokompas comprises three steps – measure, learn and act: 

 

Informal Care Quick Scan – for informal caregivers 
The intervention also uses the Informal Care Quick Scan, inspired by the ‘3-minute check’ developed by Markant (Markant/Prezens, 2014). The 

Informal Care Quick Scan is a short questionnaire consisting of ten questions that the informal caregiver can use to see if they are still able to 

cope with informal care or whether they are threatening to become overwhelmed. Based on the score (10 to 22 points), the informal caregiver 

is given information about the degree of overburdening and follow-on steps recommended. 
                                                             
1 You can watch a clip about Oncokompas on https://www.youtube.com/watch?v=BGEzrr3pbag 

Step 1 (measure) involves completing short questionnaires about possible problems 

Step 2 (learn) comprises a personalized result for the patient, based on the short 

questionnaires that have been completed. The result gives an indication of the nature 

and severity of the problems. 

Step 3 (act) covers information about the sources of assistance and the available care 

that the patient can use. 



 

 

 

2.4 Practical implementation of the intervention within continuity home visits 

 

The first continuity home visit 

In the first continuity home visit, after the introduction and after an inventory has been made of whether a further continuity home visit is 

needed, the nurse provides information about the intervention, including the use of Oncokompas and the Informal Care Quick Scan. 

The nurse explains the purpose, content and working method of Oncokompas to the patient. The nurse explains the purpose, content and 

working method for the Informal Care Quick Scan to the informal caregiver. 

Note: state that the intervention is suitable for any patient and informal caregiver and that using Oncokompas or the Informal Care Quick Scan 

is not mandatory. 

 

Between the first and second continuity home visits 

In the period between the first and second continuity home visits, the patient and the informal caregiver fill in Oncokompas/the Informal Care 

Quick Scan. 

 

The second and any subsequent continuity home visits 

At the start of the second continuity home visit, it is important to find out whether the patient and informal caregiver succeeded in completing 

Oncokompas/the Informal Care Quick Scan and whether they want to discuss the results with the nurse. If that is the case, the nurse then 

discusses the responses and results together with the patient and/or informal caregiver. For the first two A’s (Assess and Advise) in the left-

hand column of the schematic overview that follows (Section 2.5), there are ideas about how the nurse can discuss the results of Oncokompas 

and the Informal Care Quick Scan. The nurse can still also use this column if the patient or informal caregiver does not want to discuss the 

results of Oncokompas/the Informal Care Quick Scan with the nurse or if the instruments have not been completed. 

 

In the discussion of the results of the instruments, it is important that the nurse is also alert to any other problems or needs that may be 

playing a role and in which self-management and self-management support could be important. After all, not all potential problems and 

support needs come to the fore in Oncokompas. The Informal Care Quick Scan also requires the nurse to make an inventory themselves of the 

areas within which the informal caregiver is experiencing problems. To do this, the nurse uses the right-hand column of the diagram 



 

 

(Section 2.5) in which the discussion topics for the continuity home visits are listed. The nurse can also use this column if the patient or 

informal caregiver does not want to discuss the results of Oncokompas/the Informal Care Quick Scan with the nurse or if the instruments have 

not been completed. 

 

2.5 Schematic overview of the implementation of the intervention 

The schematic overview given below will help guide and give structure to self-management support at continuity home visits, according to the 

steps from the 5 A’s model and based on concrete example questions and subjects. 

 

Points for further attention: 

- It is important that the nurse follows the steps and uses the ideas from the schematic overview as much as possible. It is 

however not always possible to use all five of the A’s within a single continuity home visit. Self-management support according 

to the 5 A’s model is a cyclic process that results in tailored care. If the first or second continuity home visit is not followed up 

with another visit, it may then for example be the case that the A of Agree – drawing up goals together with the patient – no 

longer applies. 

- Which subjects and how many are discussed during a continuity home visit depends strongly on the needs of the patient and/or 

informal caregiver. 

- If Oncokompas or the Informal Care Quick Scan have not been completed or those involved do not wish to discuss them, you can 

still use the schematic overview.



 

 

Schematic overview of the ‘Self-management support in incurable cancer’ intervention within the continuity home visits 

First continuity home visit: 

* Introduction and intake looking at the personal situations of the patient and informal caregiver. 

* Explanation of continuity home visits and an introduction to Oncokompas and the Informal Care Quick Scan. Point out that using these tools is not mandatory. 

* Follow up appointment? Provide information as well about how to reach the nurse. 
 
The emphasis of this first continuity home visit can be on the first A, Assess. 

Between the first and second continuity home visits 

* In the period between the first and second continuity home visits, the patient and the informal caregiver fill in Oncokompas or the Informal Care Quick Scan as appropriate. 

The second and any subsequent continuity home visits: 

Oncokompas and Informal Care Quick Scan: 

* Find out whether the patient and informal caregiver managed to complete Oncokompas and the Informal Care Quick Scan. 

* Find out whether the patient and informal caregiver want to discuss the outcomes of Oncokompas and the Informal Care Quick Scan. 

 

If they have completed Oncokompas and the Informal Care Quick Scan and want to discuss it: 

* Follow the steps of the 5 A’s model and use the approaches that are applicable for Oncokompas and the Informal Care Quick Scan. 

* Also pay attention to any other problems and support needs of the patient and informal caregiver. Do this using the checklist of discussion topics from the right-hand column. 

 

If Oncokompas or the Informal Care Quick Scan have not been completed or if those involved do not wish to discuss them: 

* Follow the steps of the 5 A’s model and use the approaches that are applicable in the general case. 

* Use the checklist of discussion topics from the right-hand column to make an inventory of the problems and self-management support needs of the patient and informal caregiver. 

 
When rounding off the continuity home visit: 
* Summarize the discussion and the agreements made together. Also make agreements about feedback to the referrer. 
* Leave a copy of the individual care plan with the patient or informal caregiver. 

In the second continuity home visit, the emphasis can still be on the A for Assess. But the other A’s then also come into play, namely Advise, Agreeing goals, Assisting in achieving the goals and Arranging 

an individual care plan in which the goals and agreements are recorded. 

 

NB 1: It is not always possible to use all five of the A’s in the second continuity home visit. Further follow-up visits may sometimes be needed for this. 
NB 2: The current Oncokompas covers five subjects: pain, fatigue, depression, anxiety and stress. For making an inventory of the patient's self-management support needs for other complaints and 
problems that are not detailed in Oncokompas, use the checklist of discussion topics from the right-hand column. 
NB 3: Use the checklist of discussion topics from the right-hand column as well for making an inventory of the problems and self-management support needs of the informal caregiver. 
 

The table below provides a structure for the continuity home visits, using the A’s from the 5 A’s model. 



 

 

 

Self-management support according to the 5 A’s model Example questions   Checklist of discussion topics  

Assessing the need for support 

General approaches for assessing the need for support 

- Fit in with the personal situations of the patient and/or informal 
caregiver. 

- If Oncokompas was used, ask about any other problems as well, 
that they may have that did not come to the fore in Oncokompas. 
Use the checklist in the right-hand column. 

 

Approaches for assessing needs using Oncokompas: 

- Use and discuss the results of Oncokompas for support needs in 
dealing with pain, fatigue, depression, anxiety and/or stress using 
the example questions in the adjacent column. 

 

Approaches for assessing needs using Informal Care Quick Scan : 

- Use and discuss the results of Informal Care Quick Scan for 
determining the issues that the informal caregiver would like 
support for. 

- Ask the informal caregiver what areas they are experiencing 
problems in. Use the checklist in the right-hand column. 

- Ask the informal caregiver if they know which people and 
organizations can be asked for help. 

General example questions for assessing the need for support: 
- What do you think is important in life?  

What's the most important thing for you right now? 
- Could you tell me about your illness and its treatment? 
- Is your illness or treatment causing problems or restrictions in your 

daily life? In what areas? 
- What would you like to tackle or change? 
- What can you do for yourself and where do you need help? 
 

Example questions for assessing the need for support using  
Oncokompas: 
- Have you looked at your individual results? 
- What subjects from the result would you like to discuss? 
- Is there anything you would like to tackle or change? 
 

Example questions for assessing the need for support using Informal 
Care Quick Scan 
- Have you looked at the recommendations from the Informal Care 

Quick Scan? 
- Are there any questions you'd like to ask about the results? 
- Is there anything you would like to tackle or change? 

Situation of the patient and/or informal caregiver: 
- Physical problems 
- Social problems 
- Mental problems 
- Spiritual issues 
- Other 
 

Need for: 

o support; 
o information; 

 related to the illness; 
 care related to e.g. care providers, individual care 

options, support in regulatory matters (or aspects 
relating to rules) such as e.g. asking for care under 
the Social Support Act (Wmo) or Long-Term Care 
Act (Wlz). 

 
For more details, please refer to the ‘Discussion Topics 
Checklist for Home Visits in the Palliative Phase’. 

Advising and providing information 

Approaches for providing advice based on the results of 
Oncokompas: 
- Use and discuss recommendations and additional sources from 
Oncokompas using the example questions from the adjacent 
column. 
 
General approaches for providing advice: 
- If Oncokompas or the Informal Care Quick Scan was used, advice 

and information should also be given about subjects that are not 
discussed in Oncokompas or the Informal Care Quick Scan. Please 
refer to the checklist in the right-hand column. 

- Remember that the recommendations have to be usable and easy 

Example questions for advice based on Oncokompas: 

- Have you looked at the advice and information sources in 
Oncokompas? 

- For which topics do you want to discuss the advice or information? 
- Do you think that the advice given is appropriate for your 

symptoms? 
- What additional sources of information have you been offered? 
- Are there some sources of information that you have already used? 
- Do you have any questions after reading the recommendations or 

additional sources? 
 

 

Once again, you can fit the above-mentioned topics for this 

step of the 5 A’s model in with the ‘Discussion Topics 

Checklist for Home Visits in the Palliative Phase’. 



 

 

to implement in daily living, without additional assistance from 
the care provider, unless the nature of the problem dictates 
otherwise. 

- Ask what more the patient and/or informal caregiver wants to 
know. 

- Use understandable language and adjust the amount of 
information. 

- Encourage them to ask questions and allow the time and scope 
for them to do so. 

- Get them to retell (“reproduce”) the information as they 
understand it. 

- Also ask whether they would like to receive more information, e.g. 
as hardcopy or by e-mail. 

Agreeing objectives 

General approaches for agreeing goals: 

- Encourage the patient and/or informal caregiver to state 
achievable, concrete goals for handling issues in daily life that are 
associated with their illness or its treatment. If necessary, help 
them to formulate achievable targets. 

- Weigh up together the quality of life objectives (the things they 
find important in their own lives) and what is needed for the 
medical treatment. 

Example questions for agreeing goals: 

- What do you currently find most important in your life? What's the 
most important thing for you right now? 

- What problems would you like to tackle that are consequences of 
your illness or treatment? 

- What, according to you, would be needed for tackling those issues? 
When would you be satisfied? 

- What are the positives of the various options for tackling the 
problems? What are the negatives and where are the bottlenecks? 

- Would you like me (or someone else) to help you make decisions 
about how to tackle the issues? 

Idem 

Assisting in achieving the objectives 

General approaches for assisting in achieving the goals: 

- Make an inventory of any factors that will help or hinder the 
patient and/or informal caregiver in achieving the goal. 

- Also discuss strategies for dealing with the obstacles. 
- Make an inventory of whether these strategies have previously 

been successful and the possible causes in cases where they were 
not. 

- Make an inventory of whether any additional support is needed 
(e.g. from a psychologist or associated non-medical professionals). 
 

Example questions for assisting in achieving the goals: 

- What would help you to tackle your problems? 
- And what obstacles are preventing you from tackling them? 
- Have you encountered these obstacles previously in the past? How 

did you deal with them then? Did that approach help you? If not, 
are you able to say why not? 

- Do you have ideas about how you could tackle the issue in some 
other way? 

- What can you do for yourself and where do you need assistance? 

Idem 

Arranging an individual care plan 
 Idem 



 

 

General approaches for arranging: 
- Record the agreements that have been made in an individual care 

plan for the patient and/or informal caregiver. 
- Get the patient and/or informal caregiver to state or write down 

goals and agreements themselves, in terms that are as concrete as 
possible. 

- Leave a copy of the individual care plan with the patient and/or 
informal caregiver. 

- Encourage the patient and/or informal caregiver to manage the 
individual care plan themselves. 
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