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Dear Friends and Colleagues,
 
It is a pleasure to present you a part of results from a larger interdisciplinary study. I want to emphasize the interdisciplinary nature of the Project because that was the biggest challenge:
- What is family?
- How will family be understood?
- What does family caregivers mean?
- What they are doing?
In many disciplines, there are so many ways of looking at the existing phenomena. The interdisciplinary approach is both the strength as well the biggest challenge for this study.
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1. Background

Social value of family caregivers in Switzerland

Challenge of preserving the family caregiver in the community as a «resource»

Prospective planning of health care resources in the communities

Aim of the current study:

e to identify role key aspects describing the complexity to becoming and being a family caregiver

e to build a causal model allowing the reconstruction of core aspects of the dynamics for “typical”
family caregiver cases

Funding:
* Gebert Ruef Foundation = Funding Program BREF
* No conflicts of interests

Ethical Approval: Cantonal Ethics Committee St.Gallen (EKSG 14/079/U)
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Worldwide, the value of home care, which is provided by relatives and family members, is highly appreciated. The relatives are increasingly seen as an important resource in the care of the chronically ill, old, and dying people. A study that was recently published in Switzerland calculated the monetary value of the care provided by relatives. I think we all know such calculation efforts. That relatives are a resource for society is not new. The interesting thing is that this knowledge is more and more recognized by politicians on municipal and community level. One reason for this, among many, is the desire of a prospective healthcare plan. Against this background, a project was launched with the goal of supporting family caregivers of elderly people in the communities as well as the development of a tool to predict the care needs and healthcare development on a community level. The aim of the current study was:
- to identify key aspects of the complexity of becoming and being a family caregiver
- to build a causal model allowing the reconstruction of core aspects of the dynamics for «typical» family caregiver cases
The Gebert Ruef Foundation has funded the study.
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2. Overview Study Design
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The study is currently being carried out in three cities in the eastern part of Switzerland: Schaffhausen, St.Gallen, and Chur. Based on research activities, literature reviews, and personal knowledge about family caregivers, eight expert panels developed a causal model to explain the process of becoming and being a family caregiver. Six experts from the following institutions participated: the Institute for model design and simulation, the Institute for Social Work, and the Institute for Applied Nursing Sciences. Experts within the following disciplines were involved: gerontologist, social worker, natural scientists with a focus on system dynamics and participatory project work in city, neighbourhood, and community development, nursing scientists, and public health. Based on the expert discussions, a generic causal model was developed, and afterwards validated, in community meetings. Afterwards, more than one hundred health care professionals validated the model. Currently, in the participating cities, the data of caregivers and health care providers are gathered to empirically validate the “causal model.” In the following I would like to present the results of the causal model.
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3. Adaption of obligations
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The aim of the model development was to keep the model as simple as possible and to keep the causality understandable and functional. For this reason, phenomena like the motives of caring family caregivers, their experiences of burdens, and their perceived possibilities for relief and support had to be compacted in depth. On the right side of the graph, you can see in the legend how the causality of each aspect of “becoming and being a family caregiver” has to be read. The bold words are auxiliary variables, such as objective burden. Arrows marked with a plus indicate that something increases – for example, the amount of care provided by the family caregivers leads to an increase of objective burden, and that increase in objective burden leads to an increase of the subjectively perceived burden of family caregivers. Arrows marked with a minus sign indicate that something decreases – for example, the subjectively perceived burden leads to a decrease of other obligations. Hobbies or club activities are given up, or the extent of professional practice will be reduced. The minus loops indicate that there is a negative feedback within a circuit. For example, through the burden, external obligations are increasingly given up – see the adaption of obligations. We can conclude that meaningful elements of life were given up, and an important resource for caregivers falls away. The plus loops indicate positive feedback within a circuit. Positive in the sense that there is increase of something.
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3. Exhaustion
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For example, the positive feedback loop may indicate an increase in the caregiver’s exhaustion. The subjectively perceived burden of the family caregiver increases the degree of the caregiver’s exhaustion. This leads to increase of the objective burden, which leads again to an increase of the subjectively perceived burden. I hope very much that you now understand the principle of this causal model.
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3. Erosion of resources
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The next phenomena that leads to an increase of subjectively perceived burden is the erosion of the caregiver’s resources. Other obligations like hobbies or work will be given up, increasing the erosion of social, economic, and psychological coping resources. That means that meaningful life elements like social contacts steadily decrease, and also that economic resources like income will also decrease.
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3. Role acquisition
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The increasing patient need or the amount of care provided by the family caregivers increases the degree of appropriation of the caregiver’s role. The external influence of the binding nature of this family relationship emphasizes the Stock Variable. There is a lot of pressure on caregivers to care for their relatives, like feelings of love or feelings of obligation to the patient. The degree of appropriation of the caregiver role leads to a decrease of the subjectively perceived attractiveness of getting relief from home care services. If the attractiveness of relief decreases, then the proportion of care provided by family caregivers cannot be reduced. That is the reason for role acquisition or the positive feedback loop of the appropriation to the caregiver role. But within this circuit, there is a further positive feedback loop on the proportion of care provided by the caring family member, which decreases the degree of appropriation by others. The degree of appropriation by others depends on the care needs of the patient. Therefore, the more others provide care, the more the caregiver’s role slips away.
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3. Erosion of ability to accept relief
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The next phenomena is the erosion of the ability to accept relief. Due to reduced economic, social, and psychological opportunities, there is an erosion of the ability to accept relief. If a family has no money, for example, they simply cannot pay for external relief or care. With less social contacts, a caregiver does not receive social support, and so on. The erosion of the ability to accept relief reinforces the subjectively perceived burden of the family caregiver and it also reinforces the subjectively perceived attractiveness of relief by home care services.
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There is another interlink, as well: the caregiver’s subjectively perceived burden increases the subjectively perceived attractiveness of relief by home care services. As a final point, the amount of care provided by the family caregiver leads to an increase of the objective burden. This interlink can be dampened by the relief provided by third parties, such as home care services, which will lead to a decrease of the objective burden.
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4. Conclusion

The model was validated by more than 150 health care professionals.

In the development process some changes and additions were necessary.

The cause-effect model:
o ... for the first time reveals the complexity and dynamics to becoming and being a family caregiver.
e ... provides the basis for a quantitative simulation of the effects of support and relief.
e ... provides the basis for development processes on community level.
... helps to identify possibilities for interventions to support and strengthen family caregivers.

Qualitative und quantitative data are currently being collected for model testing.

The model is to be published this year.
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This model describes the complexity of becoming and being a family caregiver. The model has been validated by more than 100 health care professionals. After quantitative and qualitative data collection, some minor revisions might be necessary. Based on this model, in the next project we plan to develop software to simulate future trends in the communities. The model has many benefits to date: most importantly, the complexity of care at home by family caregivers can be made transparent and comprehensible for politicians, health care providers, family caregivers, and students. Based on this model, researchers and healthcare provides can develop targeted interventions. The research continues, and the model is to be published later this year.
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Thanks for your attention

Contact: andre.fringer@fhsg.ch

Prof. Dr. André Fringer, MScN
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