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ABSTRACT 

 

Background: Self-management in patients and family caregivers confronted 

with dementia is not self-evident. Self-management skills may be limited 

because of the progressive cognitive decline of the patient and because family 

caregivers are often also very aged. Self-management support by nursing staff is 

therefore of paramount importance. 

Objectives: To gain insight into how nursing staff perceive their self-

management support tasks, and how they put them into practice. Research 

questions are: ‘What are the opinions and experiences of Dutch nursing staff 

working in home care or residential elderly care regarding self-management 

support for people with dementia and their family caregivers?’ and ‘Do nursing 

staff feel sufficiently trained and skilled for self-management support?’. 

Methods: A mixed methods approach was used, combining cross-sectional 

quantitative survey data from 206 Dutch nursing professionals with qualitative 

interviews among 12 nursing staff working in home care or residential elderly 

care in The Netherlands. 

Results: Nursing staff working in home care experienced self-management 

support of people with dementia as a part of their job and as an attractive task. 

They consider ‘helping people with 

dementia to maintain control over their lives by involving them in decisions in 

daily care’ the essence of self-management support. Nursing staff saw family 

caregivers as their main partners in providing self-management support to the 

patient. They were less aware that family caregivers themselves might also need 

self-management support. Nursing staff often felt insufficiently trained to give 
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adequate self-management support. RN’s and CNA’s did not differ in their 

opinions, experiences and training needs. 

Conclusions: Nursing staff in home care do consider self-management support 

an important and attractive task in dementia care. Their skills for providing self-

management support to patients with dementia and family caregivers need 

improvement. 

Recommendations: Nursing staff need sufficient training to enable the proper 

provision of self- management support for people with dementia. More attention 

should also be given to the support of self-management for family caregivers. 

INTRODUCTION 

Most people with progressive diseases like dementia prefer to have control over their 

own lives and health care for as long as possible. Keeping in control means, among 

other things, that patients perform self-management activities. In line with the well-

known definition of Barlow, Wright, Sheasby, Turner, and Hainsworth (2002), we 

define self-management as ‘‘the individual’s ability to manage the symptoms, 

treatment, physical and psychosocial consequences and lifestyle changes inherent in 

living with a chronic condition’’. Supporting people in decisions and actions that 

promote self-management is called self- management support, requiring a 

‘cooperative relationship’ between the patient, the family and the professionals. A 

review by the Health Foundation shows that supporting self-management can have 

benefits for people’s attitudes and behaviours, quality of life, clinical symptoms and 

use of healthcare resources (de Silva, 2011). By giving self- management support, 

nurses and other healthcare professionals can  help patients and their families to 

manage their condition and develop the confidence to  make  choices about the care 

they need. 

Although there is a growing awareness in health care that self-management and self-

management support are important (Franek, 2013), the actual practice of self- 

management activities is not self-evident in all patient groups. For instance, self- 

management in people with dementia is hampered by their progressive cognitive 

decline. Nonetheless, people with dementia have to manage many problems related 

to their dementia every day: not just the ‘forgetting’, but often also behavioural and 

psychological problems like depression, apathy and agitation (Saz et al., 2009; 

Verkaik, Francke, van Meijel, Ribbe, 

& Bensing, 2009). Dementia often leads to much reliance by the patient on family 

care, which may cause stress, anxiety and depressed moods in family caregivers (e.g. 

Cerejeira, Lagarto, & Mukaetova-Ladinska, 2012). Therefore, it is important that 

family caregivers also have support from professionals, both in managing the 

patient’s challenges and their own. Hence self-management support in people with 

dementia is about supporting the person with dementia and their family caregivers 

individually and together, in fulfilling their individual and shared needs. Self-

management refers to how the systems of people with dementia and their family 

caregivers manage the symptoms, problems, treatment and other challenges related 

to the dementia in their daily life. 

Nursing staff are particularly appropriate professionals for providing self-

management support because a core competency of nursing staff is to empower 

patients and to enable people to understand and cope with their disease, its treatment 
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and its consequences (Royal College of Nursing (RCN), 2003). However, little 

research has been done on how nursing staff perceive their self-management support 

tasks, and how they perform these tasks in daily dementia care (Mountain, 2006). 

This paper aims to provide insight into how nursing staff working in those settings 

where dementia care is mostly delivered – home care and residential elderly care – 

perceive their self-management support tasks. Therefore, we address the following 

research questions: 

 

 What are the opinions and experiences of nursing staff working in home care 

or residential elderly care regarding self-management support for people with 

dementia and their family caregivers? 

 Do nursing staff feel sufficiently trained and skilled for self-management 

support? 

METHODS 

Study design 

We used a mixed methods design, combining secondary analyses of cross-sectional 

quantitative survey data with qualitative semi-structured interviews. 

Participants 

Survey participants.  

The study started with the secondary analysis of an existing quantitative dataset. This 

dataset came from a cross-sectional survey among a national representative sample 

of nursing staff known as the Nursing Staff Panel (de Veer, Fleuren, Bekkema, & 

Francke, 2011). The data were collected in 2012. The data that were analysed came 

from 206 nursing staff members, namely 46 Registered Nurses (RNs) and 160 

Certified Nurse Assistants (CNAs). Only those data were eligible for analysis that 

were provided by nursing staff meeting the following criteria: 1. being an RN or 

CNA, 2. working in residential elderly care or home care, 3. caring for people with 

dementia (people with dementia were one of client groups that they worked with 

most). The characteristics of the 206 nursing staff whose data were used are 

presented in Table 1. As this table shows, nursing staff working in home care, staff 

working in assisted living facilities and staff working in nursing homes were all 

included. Assisted living facilities and nursing homes both fall in the category of 

‘residential elderly care’. The difference is that, in the Netherlands, more complex 

nursing and medical care is delivered in nursing homes than in assisted living 

facilities (Schols, Crebolder, & van Weel, 2004). 

Semi-structured interview participants.  

We then performed qualitative interviews in order to deepen, refine and illustrate the 

insights gained from the quantitative analysis. The interviews were held with 12 

nursing staff working in home care or in residential elderly care. Regarding 

residential elderly care, we only recruited participants working in nursing homes. 

The decision not to recruit professionals from assisted living facilities was made 

because at the time of the interviews (January–February 2014) Dutch residential 

elderly care underwent a major transition. One of the consequences was that many 

assisted living facilities had to close or convert to a nursing-home function. 
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Participants for the interviews were recruited from within the research team’s 

professional networks. Purposive sampling was conducted, aimed at having a range 

of different educational levels, ages, settings and geographical areas. Twelve 

participants were recruited and interviewed in total. Twelve interviews appeared to 

be sufficient to reach data saturation, which is consistent with a review by Guest, 

Bunch, and Johnson (2006) indicating that 12 interviews are often sufficient to reach 

saturation in a relatively homogenous group. The characteristics of the 12 nursing 

staff who were interviewed are presented in Table 2. 

[TABLE 1] 

Data collection 

Survey data collection.  

Secondary analyses were performed on an existent dataset from the Nursing Staff 

Panel. The survey questionnaire data were all collected in January–February 2012. 

The survey questionnaire had been tested for comprehensibility, clarity and content 

validity. It included items on nursing staff’s experiences, opinions and perceived 

expertise regarding self-management support. Questions about self-management 

support were based on a large survey about the self-management support needs of 

chronically ill patients, described in van Houtum, Rijken, Heijmans, and 

Groenewegen (2013). 

Data collection for the semi-structured interviews.  

The 12 interviews were conducted from March to May 2014 by the second author 

(PH), in all cases with a co-reviewer (a nursing science student or a PhD researcher). 

All interviews took place at the respondent’s home or work address and lasted 

between half an hour and an hour. A semi-structured topic guide was used to ensure 

that all relevant topics came up for discussion. The content of the topic guide was 

based on insights from the analyses in the quantitative part of the study. The topics 

were: (1) what participants found essential in self-management support in dementia 

care; (2) whether they found self-management support an attractive task; (3) their 

actual practice and experiences with self-management support for dementia patients;  

(4) self-management support in relation to the family caregivers of people with 

dementia; (5) the skills and knowledge needed for self-management support in 

dementia care. 

[TABLE 2] 

Data analysis 

Survey data analysis.  

Descriptive statistics (frequencies and percentages) and chi-squared tests were used 

to analyse the existent set of survey data. Analyses were performed using SPSS 19. 

Data analysis for the semi-structured interviews.  

The audio recordings of the interviews were transcribed verbatim and anonymised. 

Three authors (PJH, RV and JHV) were involved in the entire process of data 

analysis. They read the transcripts individually, and after every third interview they 
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discussed the interim analyses together. The principles of the Qualitative Analysis 

Guide of Leuven, which are largely based on grounded theory methodology, were 

used as a guide for the steps in the qualitative data analysis (Dierckx de Casterle´ , 

Gastmans, Bryon, & Denier, 2012). The coding process started with open and axial 

coding to identify, code and categorise the main themes in the transcripts. Theme’s 

mainly followed the topics of the interview guide. Next selective coding was done to 

find connections between the categories (Boeije, 2010). The software programme 

MAXQDA, version 11.0.8, was used as an aid in the coding and analysis process. 

The use of this programme, the adherence to the principles of constant comparison 

(Glaser & Straus, 1967, p. 105), and the discussions of the interim and final analyses 

within the research team all helped enhance the quality of the analysis. 

Ethical considerations 

As this was a questionnaire and interview based study of nursing staff with no patient 

involvement, approval from an ethics committee is not required under Dutch law. 

Study participation was voluntary. Participants to the interviews were informed about 

the study with an information letter and signed an informed consent form before the 

interview took place. Data were anonymised before analyses and storage. 

RESULTS 

Opinions about and experiences with self-management support 

The survey data showed that a large majority (83.2%) of the responding nursing staff 

considered self-management support a part of their job. Those who worked in home 

care were more likely to think this (93.2%) than those working in assisted living 

facilities (81.1%) or in nursing homes (62%). No differences between RN’s and 

CNA’s were found. Self- management support activities that were frequently 

mentioned were self-management support in  personal  care and  in  dealing  with   

an   uncertain  future.  Activities  that were mentioned less often were, e.g. 

supporting the patient in using new technologies (e.g. e-health programmes) that 

promote self-management (see Table 3). 

In addition, the majority (61.6%) thought that it would be appealing to spend more 

time on self-management support in the future (not in table). However, there were 

significant differences between healthcare settings in this regard (p ¼ 0.001). Those 

who worked in home care were more likely to hold this opinion (75.7%) than nursing 

staff working in residential elderly care: only 38.8% in nursing homes and 62.7% in 

assisted living facilities found it an attractive idea to spend more time on self-

management support in the future. RN’s and CNA’s did not differ in their opinions. 

The qualitative interviews also show that nursing staff see self-management support 

as part of their work. In the interviews, participants were asked what they saw as the 

essence of self-management support in dementia care. Although some said that self-

management support was not a word they often used, most said that they associated it 

with helping a person with dementia to maintain control over his/her life. 

‘‘That the client feels that he is still in control of his life and that he can make his 

own decisions [..]. That they still have the feeling that they can make their own 

choices in their lives. I think that is very important’’ (Participant no. 10, who works 

in a nursing home). In addition, participants mentioned that self-management support 

will become more important in the future because more patients will remain at home 
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as long as possible and future patients will probably be even more willing to have 

control over their own lives. 

‘‘The generation of people aged around 70 are getting more emancipated and are 

willing to look things up by themselves, for example by attending a discussion group 

or searching on the Internet for information about the development of a disease in an 

early stage. I think that our current clients don’t do that because they haven’t grown 

up with it’’ (Participant no. 5, who works in home care). 

[TABLE 3] 

Most examples concerned self-management support in personal care (e.g. bathing, 

eating and getting dressed). The participants promoted self-management by 

encouraging the person with dementia to perform these activities themselves. They 

described their position as a ‘guide’ in this process. 

Participants also said that they tried to involve family caregivers in the process of 

self- management support. 

‘‘It is good to have conversations with the family caregivers and to explain and 

check if they know what the process of dementia means. It is also important to 

explain the goals of your nursing interventions’’. (Participant no. 6, who works in 

home care). 

Some participants said that they enhanced family involvement in the self-

management support of the patient through planned and spontaneous conversations 

with the family. Some also said that they supported the family caregivers in dealing 

with the disease and its consequences by giving them information and by referring 

them to other facilities, such as Alzheimer Cafe´ s (meeting points for clients and 

family caregivers confronted with dementia) or a dementia case manager. However, 

some other participants mentioned  that family caregivers  were  not yet  getting  

sufficient  support  in  the self-management  of their own problems. They suggested 

that nursing staff are not always aware that  family caregivers need support in 

managing their own problems as well (e.g. caregiver  stress). 

The interviews also show that, in general, participants experienced self-management 

support as an attractive part of their job, and they sometimes saw positive effects in 

their clients. 

‘‘If you allow clients to be in control of their own lives and [..] if you respect them, 

there will be less reason for aggression’’ (Participant no. 8, who works in a nursing 

home). 

Most participants described continuity in care (few changes in personnel), good 

contact with the family caregivers and the client’s cooperation as facilitators of self-

management support. Some participants also said that it helps if self-management 

support is defined in the policy of their care organisation. 

Perceived barriers preventing the provision of self-management support were lack of 

time, and particularly in nursing homes, staff shortages and an advanced stage of 

dementia. Some participants also said that it is difficult to give a person with 

dementia an active role, particularly those in the advanced stages of dementia in 

nursing homes, because the staff are used to taking  over  care tasks  rather  than  

supporting patients in  self-management. In addition, participants stated that not all 

persons with dementia want to participate in self- management activities because 

some believe it is the professionals’ task to care for them rather than have them doing 

things themselves. 
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Knowledge, skills and training needs regarding self-management support.  

The secondary analysis of the survey data showed that 66.5% of the participants 

thought they had sufficient knowledge and skills to deliver self-management support 

(see Table 4). The other participants however thought that their knowledge and/or 

skills were inadequate for providing self-management support for chronically ill 

clients. Again, no differences between RN’s and CNA’s were found. 

In the interviews, almost all participants pointed to training needs, especially in 

supporting self-management in people with advanced dementia in nursing homes. 

 

‘‘I am really curious about what you can do (concerning self-management) in people 

with advanced dementia. Because that seems difficult. .. .in my opinion they do not 

have a good overview of (situations).. . helping themselves in small tasks does seem 

possible however’’. (Participant no. 1, who works in a nursing home) 

 

Nursing staff preferred to have training in the form of case discussions in team 

meetings where they can learn from one another and talk about ‘real-life’ cases. 

 

‘‘I would like to have training. In my own team... So that you have statements or 

case descriptions, and discuss these... So that you could learn from one another. 

(Participant no. 3, who works in home care) 

 

Some participants also stated that they did not need additional training because they 

could consult professionals in other disciplines, such as a dementia case manager 

working in home care, whenever they had difficulties providing self-management 

support. 

DISCUSSION 

Main findings 

Dutch nursing staff saw self-management support as part of their job. They defined 

self- management support as helping clients to maintain control over their lives by 

involving them in decisions in daily care. 

Both in home care and in nursing homes, nursing staff saw family caregivers as 

partners in providing self-management support to the patient. This is an important 

result since involving both family caregivers and the person with dementia in self-

management interventions contributes to its effectiveness (Parker, Mills, & Abbey, 

2008). Nursing staff were however less often aware that family caregivers 

themselves may also have a need for support in self- managing their own problems 

(e.g. caregiver stress). 

The majority of staff working in home care thought that spending more time on self- 

management support in the future was an appealing idea, but fewer participants 

working in residential elderly care found this an attractive task. These results may be 

explained by the fact that clients in residential care, particularly those in a nursing 

home, are more likely to have advanced dementia than clients who live at home, and 

nursing staff see fewer opportunities for self-management support in advanced 

dementia. 

Despite the importance they attached to self-management support as part of their 

work, nursing staff often said that they had limited skills and knowledge about self-
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management support for dementia patients and family caregivers. According to 

nursing staff, facilitators of self-management support for people with dementia and 

family caregivers are continuity in care personnel, good contacts with the family 

caregivers, cooperation from the client and attention to the issue of self-management 

support in the policy of the care organisation involved. In contrast, limited time, staff 

shortages and an advanced stage of dementia in the client were mentioned as barriers 

impeding self-management support. These barriers particularly play a role in nursing 

homes. 

Interestingly, no differences were found between RN’s and CNA’s regarding their 

opinions and experiences with self-management in dementia and their perceived 

skills and training needs. This might be related to the fact that for both professions 

self-management support in dementia is a relatively new task. 

This is one of the few studies on self-management or self-management support in 

dementia and, to our knowledge, the first study specifically focussing on the opinions 

and experiences of nursing staff. Insight into the opinions and experiences of nursing 

staff is important because nursing staff are the key professionals in the provision of 

self- management support. Studies by Martin, Turner, Wallace, Choudhry, and 

Bradbury (2013) and Toms, Quinn, Anderson, & Clare (2015) confirm the 

importance of a whole- systems approach to self-management support for people 

with dementia, systems in which nursing staff are important players. Results of the 

current study show that a whole-systems approach to self-management support in 

dementia is only partly recognized by nursing staff. Nursing staff see family 

caregivers as their main partners in providing self-management support to  people  

with dementia. They are  however less aware  that  family caregivers themselves 

might also need self-management support. 

Another question is what type of self-management support interventions nursing staff 

should apply to support self-management in people with dementia and their family 

caregivers. In a recently published meta-review we show that evidence exists for the 

effectiveness of self-management support interventions targeting the psychological 

wellbeing of family caregivers and for support interventions targeting the  provision 

of information to family caregivers (Huis in het Veld, Verkaik, Mistian, Van Meijel, 

& Francke, 2015). For people with early dementia, a recent review by Quinn, Toms, 

Anderson, and Clare (2015) shows that self-management components have already 

been incorporated into group-based interventions. Further studies are needed to 

determine the effectiveness of self-management (support) interventions with this 

population. 

Strengths and limitations.  

The validity of the results was enhanced by combining survey data and semi-

structured interviews (method triangulation) (Polit & Beck, 2012). Consequently we 

were able to present a realistic picture of how nursing staff perceive self-management 

support. 

A limitation is that the dataset with survey data that we used for secondary analyses 

did not explicitly focus on self-management support in dementia care. Although we 

only analysed data from participants who had indicated that people with dementia 

constituted one of their main patient groups, they may have considered other 

chronically ill patients as well when answering the survey questions. This limitation 

was however compensated by the fact that in the qualitative interviews we focussed 
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very specifically on self-management support for people with dementia and their 

families. The data from the interviews confirmed and deepened the results from the 

survey data. 

CONCLUSIONS 

The opinions and experiences of nursing staff regarding self-management support in 

dementia care are generally positive. Nursing staff in home care see more 

possibilities for self-management support in dementia care than nursing staff in 

residential elderly care. RN’s and CNA’s do not differ in their opinions and 

experiences. Sufficient time and training are needed to enable staff to deliver self-

management support properly to patients with dementia and their family caregivers. 

More attention should also be given to self-management support by nursing staff for 

family caregivers. 
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