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Abstract:



Informal caregivers provide the majority of care for older adults residing in their own homes. Caregivinghood, a new evidence-based concept, describes a time of life when relatives provide care at home. These caregivers need knowledge regarding resources to help them resolve the challenges they encounter. The theoretical framework underpinning this study is Antonovsky’s salutogenic theory of health. This study had two aims: (1) to examine the salutogenic core concepts Generalized and Specific Resistance Resources and Deficits (GRRs/SRRs and GRDs/SRDs) described by Swedish informal caregivers as originating from the environmental and contextual domain of caregivinghood and (2) to discuss how this new knowledge might contribute to the development of health promotion initiatives. This qualitative and theory driven study used inductive and deductive data analysis. Data were gathered through salutogenically guided face-to-face interviews of 32 Swedish informal caregivers. In addition, the study relied on the salutogenic core concepts Specific and Generalized Resistance Resources and Deficits originating from their environment and context. Being in empowering surroundings reflects the presence of usable SRRs/GRRs, whereas Struggling in impeding surroundings reflects the presence of SRDs/GRDs. The results indicate that health-enhancing support has to be individualized (SRRs/SRDs) and generalized (GRRs/GRDs). This study’s salutogenic approach and the methodology enhance the understanding of the mechanisms behind the development of Sense of Coherence. The results contribute both empirically and theoretically to strengthen health promotion research and practice when developing activities and support for caregivers in stressful situations, such as informal caregiving.
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1. Introduction


Demographic trends indicate that the older population is increasing; that is, more and more people are getting older. This change is challenging for those people who provide services and care to older people. Informal caregivers provide the majority of care for older adults residing in their own homes [1]. According to EUROCARERS (https://www.eurocarers.org/) and EUROFAMCARERS (https://www.uke.de/extern/eurofamcare/), the emphasis on community care for the elderly makes caregivers a fast-growing population with specific needs related to their health. The population is heterogeneous, but they share something in common: the way they interact with their immediate context and environment. Depending on individual characteristics, this interaction may either enhance or worsen their health. This seems to be a health problem for caregivers that needs to be addressed when talking about promoting health and quality of life for older people. To meet these particular challenges, knowledge regarding the duality of caregiving, positive as well as negative outcomes, is essential. A paradigm shift emphasizing this duality is emerging within caregiving research, but progress towards a more balanced picture is slow [2]. Far less knowledge exists about the resources caregivers use to resolve challenges they encounter during caregiving, than knowledge about negative health outcomes associated with not being able to resolve them. This is unfortunate, since studies suggest that people and systems adopting the salutogenic approach manage and endure stress better than those who do not [3]. More dynamic approaches are needed that examine caregivers’ experiences and the types of resources that help them provide good care [4]. According to Zarit and Reamy [4], we should focus on differences in caregivers’ contexts, needs, and preferences. As such, this study focuses on both specific and generalized resistance resources.



This paper presents findings from a study exploring two core concepts in the salutogenic theory of health, the Specific and Generalized Resistance Resources (SRRs/GRRs), which promote positive health outcomes, and the Specific and Generalized Resistance Deficits (SRDs/GRDs), which result in negative health outcomes. The concepts explored originate from the environmental and contextual (EC) domain of caregivinghood, an evidence-based new concept used to describe a time of life characterized by caregiving of relatives at home.



1.1. Background


International policy documents use key concepts such as independence, participation, dignity, care, and self-fulfillment to provide health-promoting contexts for older adults [5,6,7], a group that includes an increasing number of older caregivers and care recipients. The World Health Organization (WHO) policy framework Active Ageing [8] was intended to inform the design of action plans that promote health and active aging. Active Ageing is the foundation for the resolution Strengthening Active and Healthy Aging at the 59th World Health Assembly [9]. Other concepts describing aging are healthy aging, successful aging, and positive aging [10]. Healthy aging may include the possibility for people to age in place—“the ability to live in one’s own home and community safely, independently, and comfortably, regardless of age, income or ability level” [11]. This approach requires adequate supports be provided to older people, both caregivers and care recipients. In line with this, the WHO coined the concept of age-friendly communities, policies, and services, a concept that implies physical and social environments are designed to help older people age actively [10]. Core principles of universal design were formulated in the “Tomar Resolution” to guide professionals and all occupations working in the built environment [12]. The Ottawa Charter for health promotion formulated objectives and strategies for health promotion; creating supportive environments is one of five strategies identified in the Charter [5]. Health promotion is the process that enables individuals and communities to use their resources to increase control over their health determinants, enabling them to achieve a good quality of life [5,8]. Here health is considered a resource for everyday life. The salutogenic approach, a resource-oriented view of people and their abilities to run an active life, has been suggested as a fruitful way to advance theory and practice towards positive health development [3,13,14]. Research using the salutogenic approach should therefore focus on caregivers’ health resources in a local context so findings could be used to develop initiatives and policies that promote their health and wellbeing [3,10].




1.2. The Aim of the Study


This study examined the salutogenic core concepts Generalized and Specific Resistance Resources and Deficits identified by Swedish informal caregivers as originating from their environments and contexts.




1.3. The Theoretical Framework


In the late 1970s, medical sociologist Aaron Antonovsky introduced salutogenesis [15], a concept that focuses on the resources for a positive health development in stressful situations such as caregiving. Salutogenesis can be applied to individuals, groups (families) [16], or communities (societies) [17] and refers to the core concepts Sense of Coherence (SOC), the Generalized And Specific Resistance Resources (GRRs/SSRs), and the Generalized And Specific Resistance Deficits (GRDs/SRDs). According to salutogenic theory, internal, external, and contextual factors determine the presence of SRRs/GRRs and SRDs/GRDs. Salutogenic theory views life as a problem-solving endeavor that requires individuals to use internal resources and immediate environmental resources to deal with everyday challenges as well as health challenges. Antonovsky labels this ability to comprehend the whole situation and a capacity to use available resources to resolve these challenges as Sense of Coherence (SOC). Over the years, salutogenesis has been established in health promotion as a complement to the pathogenic framework [18,19]. As opposed to the pathogenic framework, where health is viewed as a dichotomy between health and disease, the salutogenic theory views health as a continuum stretching from health/ease to dis-ease [15,20]. The SOC reflects a person’s view of life and is a global orientation to view life as structured, manageable, and meaningful. It is a personal way of thinking, being, and acting, with an inner trust, leading people to identify, benefit, use, and re-use the resources at their disposal [21]. According to Antonovsky, SOC consists of three dimensions: the ability to understand (i.e., comprehensibility), to manage (i.e., manageability), and to make sense of (i.e., meaningfulness) challenges to health and wellbeing [20]. More recent research shows that the SOC seems to be a multidimensional construct [19]. Prerequisites for a strong SOC are found in the Specific and Generalized Resistance Resources (SRRs/GRRs). These resources derice from the material and non-material biological, cognitive, psychosocial, and socio-cultural characteristics of individuals, groups, and environments [15,20]. GRRs constitute what people need to draw upon their own SRRs to experience health, quality of life, and wellbeing. The key is not only what SRRs/GRRs are available but also the person’s ability to use and re-use SRRs/GRRs to resolve challenges that create tension in life [21].




1.4. Caregiving by Informal Caregivers


Defining an informal caregiver is problematic, since caregivers primarily must define themselves as such [22]. In this study, caregivers are defined as “a person who provides unpaid care to someone with a chronic illness, disability or other long-lasting health or care need, outside a professional or formal framework” (http://www.eurocarers.org/). When caregiving became an issue in research and professional discourse in the late 1980s, caregivers’ health was investigated mainly from a pathogenic perspective, and being an informal caregiver was assumed to be a major stressful event hazardous to the caregiver’s health. Consequently, the focus was mainly on risk-factors for poor health and mental health. Concepts used in these early stages of caregiving research included anxiety, caregiving burden, depression, and strain [23,24,25,26]. A multitude of interventions were developed to reduce harmful effects caused by risk factors and these were assumed to enhance caregivers’ wellbeing [27,28,29,30]. During the 1990s, this focus started to shift and research regarding positive aspects associated with providing care increased [31,32,33,34]. Research in this field evolved to encompass a broader focus on psychosocial aspects such as wellbeing [35], occasionally in new ways and settings [36]. Studies combining both positive and negative aspects began to appear [37,38,39] and the complex existential dimension of caregiving came into focus through concepts such as meaning [40,41,42,43] and quality of life [36,44,45].




1.5. The Current State of Research on Caregiving


Coping with informal caregiving in old age has been described in terms of content, difficulties, and satisfaction [46]. Among caregivers to older adults the most studied population has been caregivers to cognitively impaired care recipients, although other conditions have attracted increasing interest, such as cancer [47,48,49], stroke [2,45,50,51,52,53,54], home-based dialysis [55], heart failure [56], multiple sclerosis [57,58,59], dementia [60], and amyotrophic lateral sclerosis (ALS) [61]. Caregiving research has also emerged from new geographical areas, including Japan [36,62,63], Taiwan [64], China [48,55], and so-called developing countries [65,66,67]. Gender aspects have been granted specific attention, such as the male caregiver experience [59,66,68,69,70,71,72] as well as issues related to relationships with spouses [44,73,74] and adult children caring for aging parents [62,75].



Quantitative studies with pathogenic approaches measuring negative aspects of caregiving among caregivers providing aid to cognitively impaired care recipients still dominate research even though the use of different approaches has increased. During the 2000s, research was concerned with issues such as, gender, impact of caregiving on relationships, assessment of support needs and delivery of support, and the caring experience of caregivers in a range of groups and contexts. Due to findings from this research, much has been accomplished to support caregivers, but societies are still struggling to find better solutions. A more fruitful perspective—a salutogenic perspective—may assist with the growing public health problem for caregivers’ health.




1.6. Salutogenesis and Caregiving Research


Antonovsky [20] developed the Orientation to Life Questionnaire (OLQ) to measure SOC quantitatively. The questionnaire has been validated and used extensively in multiple contexts [76]. In caregiving research of older adults, most studies that have used the salutogenic framework are cross-sectional, quantitative, and used the OLQ with older adults. Until 1990, only two studies had used the OLQ for older adults [77,78], although neither focused on caregivers. Wells and Kendig [79] used the SOC-13 questionnaire for exploring the views of life of caregivers and non-caregivers. They found that caring for a spouse often seriously threatens the meaningfulness of life. More recently, Coe et al. [80] examined perceived burden among 148 caregivers to chronically ill older adults recruited from 22 programs delivering different services irrespective of the care recipients’ impairment or disease. Findings by Coe et al. are usually in agreement with findings from general caregiving research and caregiving research using salutogenic theory conducted during the two decades that have elapsed since their work. In line with later findings, the experience of burden seems related to caregiver characteristics (e.g., SOC) and caregivers’ efforts to prevent problems more than to care recipients’ functional level and care needs [45].




1.7. Salutogenesis among Caregivers to Adult Swedes—Quantitative Designs


SOC measured in a population of caregivers for stroke survivors during the first acute phase following the stroke were found to equal the SOC of Swedish population sample, and there were no gender or age differences in this sample [51]. Initially, Forsberg-Wärleby et al. [51] found coping ability and the appraisal of future life situation to be significantly related to psychological wellbeing but not to an objective state of impairment. The association between objective impairment and caregiver SOC did not change over time, but a higher SOC was associated with higher satisfaction with life in general, closer relationships, a better financial situation, an optimistic view of their partner’s future health, and their own coping capacity [51]. A Swedish national study (https://snacsweden.wordpress.come), using the SOC questionnaire completed by caregivers found a strong SOC was related to less burden and better subjective health than a weak SOC in two slightly different populations of caregivers to older adults with mild dementia and a high degree of independence [81,82]. The authors surmised that caregivers with a weak SOC found the situation less comprehensible, more difficult to manage, and less meaningful than those with strong SOC, and that their lack of resources led to negative health outcomes [82]. Ekwall Kristensson and Rahm Hallberg [83] studied associations between gender, extent and content of care, satisfaction, coping, and difficulties in the caregiving situation among caregivers aged 75 and over. Although men and women had comparable SOC values, men found more satisfaction in caregiving than women. Therefore, women may be less protected against the negative aspects of caregiving than men. Those who found the most satisfaction also used more problem-focused coping than others [83]. Using the same population, another study found an association between strong SOC and high mental quality of life and more self-sustaining coping strategies [84]. Although the SOC questionnaire has been extensively used to assess caregivers’ capability to cope, frequently resulting in recommendations to design interventions to strengthen caregivers’ SOC [50,51,85], such use may be suboptimal. The SOC encompasses much more than coping capability and using the SOC scale is not the same as being guided by the salutogenic approach [14,86].




1.8. Salutogenesis among Caregivers to Adults—Qualitative or Mixed Designs


In the early 2000s, Milberg and Strang [47,87,88,89] used the salutogenic framework as a theoretical foundation when investigating facilitating as well as burdensome aspects among caregivers to patients enrolled in palliative homecare. Through the use of this framework, the authors derived an understanding they assumed another approach would not have acquired, an understanding essential for the development of palliative homecare services [89]. Another Swedish research team examined the SSRs/GRR as well as the SRDs/GRDs among Swedish caregivers to older adults [90,91,92]. Wennerberg et al. here coined the concept caregivinghood and presented four domains of GRRs and GRDs. SOC has been used to discuss findings from other Swedish studies among caregivers [93,94], but even if the designs were qualitative, few researchers, with the exception of Milberg and Strang [47,87,88,89]. Studies involving caregivers to older adults using qualitative methodology and salutogenic theory outside Sweden are mainly concerned with particular populations of caregivers [65,66]. Most of these studies used the salutogenic framework to code and present findings.



Only two previous studies have explored caregiver GRRs. Potgieter and Heyns [65], who did not set out to detect GRRs, nevertheless identified support seeking, remaining future oriented, and religiosity as GRRs. Milberg and Strang [88] developed a theoretical framework concerning family member’s experiences of palliative homecare staff based on a secondary analysis of four previous studies and presented five GRRs related to staff input (i.e., competence, support, spectrum of services, continuity, and accessibility) and two related to staff interaction (i.e., being in the centre and sharing caring).





2. Materials and Methods


The salutogenic theory [20] was the basis for exploring how caregivers describe resources and deficits related to caregiving stemming from their immediate context. We therefore considered a theory-driven, and qualitative study design the most appropriate. The context is essential when the intention is to unravel GRRs/SRRs and GRDs/SRDs, since they may be individualized, shared, and/or contextual [15,20].



2.1. Participants and Recruitment Process


Participants were recruited through the managers responsible for informal caregivers in a municipality in western Sweden [95]. Included were primary caregivers to an older adult (65+) living in the municipality. Excluded were caregivers enrolled in an end-of-life program (2–5 annually) since their situation differed considerably from that of most caregivers. The total number of participating caregivers was 32 (17 wives, nine husbands, and six daughters). Background data regarding the caregivers and care recipients are presented in Table 1.



Table 1. Characteristics of caregivers, care recipients and the context.







	
Caregiver Characteristics

	
Wife ( n = 17)

	
Husband ( n = 9)

	
Daughter ( n = 6)

	
Total ( n = 32)






	
Mean age (range) in years

	
71 (60–84)

	
78 (67–87)

	
58 (50–69)

	
71 (50–87)




	
Professional nursing experience (mean and range in years)

	
9

	
1

	
4

	
14




	
Care Recipient Characteristics

	
Women (n = 15)

	
Men (n = 17)

	

	
Total (n = 32)




	
Mean age (range) in years

	
Wives 77 (67–86)

Mothers 89 (76–97)

	
76 (63–86)

	

	
77 (63–97)




	
Physical disease and/or impairment requiring assistance

None

One to two

Three or more

	
 

4

7

4

	
 

1

9

7

	

	
 

5

16

11




	
Extensive difficulties with communication

	
4

	
3

	

	
7




	
Psychological impairment including psychiatric morbidity, excessive anxiety and dementia

	
11

	
11

	

	
22




	
Blind, deaf or extensive limitations with sight/hearing

	
2

	
5

	

	
7




	
Capability to be alone

Never

Short periods of time

A few hours

Always

	
1

3

6

6

	
0

3

1

1

	

	
1

6

7

7




	
Contextual Characteristics

	

	

	

	




	
Place of living

	

	

	

	




	
Rural area

	
3

	
3

	

	
6




	
Urban area

	
20

	
6

	

	
26




	
Nature

	

	

	

	




	
Close by < 300 m

	
23

	
2

	

	
3




	
Don’t have time to go out

	
2

	
0

	

	
2




	
Doesn’t use nature due to other reasons

	
32

	
2

	

	
3











2.2. Data Collection


Data were collected through face-to-face interviews with each participant in 2006. A list of names was received from the care managers. Each caregiver was contacted by the primary investigator and interviewer (PI) via telephone, informed about the study orally, and thereafter also informed in writing about the study. Interview arrangements were made according to the interviewees’ wishes: 20 caregivers were interviewed in their own homes and 12 were interviewed at the municipal hall.




2.3. Interview


The interview was a conversation that focused on the interviewee’s contextual and environmental resistance resources using a technique called salutogenic interviewing [90,96,97,98]. Salutogenic interviewing is an interactive and conversational technique focused on caregivers’ resources for tension management and on their health resources. The salutogenic foci shed light on questions regarding why, how, and why not when caregivers described challenges they encountered in their caregiving situation [90,91,92]. Demographic and contextual data, as well as questions about positive aspects in the caregiving situation were gathered. The interview questions inspired participants to reflect on their satisfaction with the caregiving situation, difficulties experienced, and strategies for managing these. The salutogenic framework guided the interview. The phases of the interview and their intended functions during background data collection are described in detail elsewhere [6,94,95].




2.4. Data Analysis


The analysis was theory driven, qualitative, and conducted in both an inductive and deductive manner [99] guided by memos [100]. Analytical memos were hunches and ideas related to the process of unravelling SSRs/SRDs, whereas methodological memos referred to the research process per se [90,101,102]. Depending on individual contexts and in line with salutogenic theory, different types of tension management were used by participants to resolve the same type of challenge. Due to these context-related differences, each interview was first inductively coded using within individual case analysis [103] to extract codes referring to positive and managing aspects, the how and why, in each caregiver’s description (SRRs). The question why not was used to extract codes referring to specific resistance deficits. Deduction was used across multiple cases [103] to identify characteristics that may function as generalized resistance resources and deficits for the caregivers. According to Ayres [103], a strategy to integrate both within individual case analysis with an across multiple case analysis is a sufficient way to produce contextually grounded and generalizable findings in qualitative research. In this paper, the caregivers’ environmental and contextual (EC) domain is presented. An example of the analytical strategy of a within individualized case and an across multiple case analysis is presented in Table 2.



Table 2. An example of the analytical strategy of a within individualized case and a across multiple case analysis used in this study [103].







	
Comparison

	
Purpose

	
Strategy

	
Product






	
Within individual caregivers

	
Identify variation GRRs and GRDs

	
Close reading of individual interviews and memos

	
Themes (GRRs and GRDs)




	
Across multiple caregivers

	
Identify variation around GRRs and GRDs

	
Data coding and display

	
Sub-themes (GRRs and GRDs)











2.5. Ethics


Permission to conduct the study was obtained from the municipality’s political council and the highest official responsible for care of older people in this municipality. The study follows the ethical guidelines formulated by the Swedish Council for Research in the Humanities and Social Sciences (HSFR) [104]. All caregivers were first contacted by the care managers and informed about the study objectives and procedures, consistent with ethical guidelines [104]. If the caregiver decided to participate, they were mailed an information letter that included the time and location for the interview. Informed consent was obtained before the interview.





3. Results


The environmental/contextual domain (EC) features aspects of caregivinghood emanating from the physical environment or context in which caregiving takes place. The caregivers’ “workplace” is the context—the caregiver’s and care recipient’s home—where caregiving work is carried out. Informal caregiving at home has certain material characteristics and is situated in an environment containing other material characteristics (e.g., geography and infrastructure). The municipality and its inhabitants also have certain characteristics (e.g., organization of welfare-/support systems, policies, values, norms, culture, and climate) that are cognitively assessed and thus considered to represent immaterial characteristics. In this study, caregiver support is considered an immaterial characteristic, since it stems from the outer context in which caregiving takes place. No definitive line was drawn between material and non-material characteristics since this was of minor importance for how caregivers seemed to perceive their SRRs/GRRs and SRDs/GRDs.



GRRs and SRRs reflect environmental and contextual characteristics. GRDs, including SRDs, encompass aspects that hamper, counteract, or obstruct the use of SRRs/GRRs and mainly reflect what is lacking in the environment and context. Both GRRs and GRDs may thus be material or immaterial and neither caregiver nor care recipient can change the location of the workplace. The environmental and contextual generalized resistance resources and deficits among informal Swedish caregivers are shown in Table 3.



Table 3. Environmental and contextual Generalized Resistance Resources and Deficits among informal Swedish caregivers.







	
Generalized Resistance Resources (GRRs)

	
Generalized Resistance Deficits (GRDs)






	
Theme

Being in empowering surroundings

	
Theme

Struggling in impeding surroundings




	
GRRs

Caregiving in enabling surroundings Caregiving in relative ease

Having access to appropriate support

	
GRDs

Caregiving in hampering surroundings

Being presupposed to act and behave in a way expected by others

Lacking access to appropriate support










3.1. Generalized Resistance Resources, GRRs


Being in Empowering Surroundings


Being in empowering surroundings unites the essence of being able to use the specific and generalized resistance resources stemming from their environment and caregiving situation to enable and facilitate as good a care as possible.





3.2. Caregiving in Enabling Surroundings


Caregiving in enabling surroundings was a GRR directly related to the place where care was provided, here labelled as “workplace” (not to be confused with regular workplaces with collective agreement). Experiencing that the workplace was enabling indicated a fit between the premises and what was required for using SRRs dependent on the caregiver’s and care recipient’s capabilities and competences. Facilitating aspects included the workplace itself being accessible from the environment and that bedrooms, bathrooms, and kitchens provided enough space to accommodate assistive devices that enabled the care recipient to move/be moved about easily. The workplace could also be enabling if it facilitated co-workability. These factors were mentioned as SRRs facilitating the caregiver’s work, but they were also mentioned when caregivers explained why they were unable to manage certain things (why not indicating SRDs).



All caregivers who had moved to Senior Accommodation (SA) or Assisted Living Facility (ALF), a type of housing adapted and reserved for older adults with special needs regarding accessibility to service and the indoor and outdoor environment, did so after wavering and queuing for an apartment. Common to their experiences were the gains made through this move; the facilities’ enabled these caregivers to regain access to SRRs that environmental SRDs had made unusable in their homes:




It [moving] was an ordeal … but the older ladies living here are really nice to talk to … we’ve got barbeques, play card-games … just outside in our garden it’s really social … I really talk a lot more here than back home! … [A]partments are disability adapted... can pop down to do my shopping, no problem! … [T]hey have got these carts on wheels … just bring it up in the elevator! (CG, 19)





Being in familiar surroundings is a SRR that was described as enabling the caregiver and care recipient to obtain easy access to the companionship of old friends and sources for significant memories (their roots). Most care recipients were deeply rooted where they currently lived and had lived there for a long time.



Closeness to nature was an important prerequisite for using several SRRs/GRRs. Being able to venture out into nature or the garden enhanced wellbeing for the caregiver and, when possible, the care recipient. Most caregivers spent their breathing spaces in solitude in their gardens when they needed a short break from caregiving. For other caregivers, walking outside daily was the only usable SRR that always calmed agitated care recipients. All apartments without gardens were situated close to nature and all SA/ALF complexes had accessible gardens and walkways.



Residing close to nature sometimes induced problems associated with transportation for shopping or other errands within the time a care recipient could be alone or for socializing anywhere away from the care recipient’s home. Therefore, being close to public transportation or services that could be reached by foot or bicycle or being able to drive a car were essential SRRs.




3.3. Caregiving in Relative Ease


The GRR brings together SRRs related to the specific reasons for caregiving, developments over time, and comparisons with other caregivers’ situations. Being in the early stages of a caregiving career, experiencing a slow decline or impairments affecting one care recipient function at the time, was described as enabling both parties to adjust in a facilitating fashion: “Well he received the diagnosis in 2000 [Alzheimer’s disease, interview in 2006] … the progress has been very, very slow … he’s been very stable … it’s been developing successively” (CG 5). Favourable comparisons could also be made vis-à-vis other caregivers’ situations (“I’m rather well off since I haven’t got any heavy lifting and he’s not demented … I know what’s out there!” (CG 2). Changes in care recipients’ health status could be perceived as easing, regardless of whether it deteriorated (“From my point of view it has improved … even if she has deteriorated [into dementia]”, CG 29) or improved (“In the beginning he was up at least six times and so was I … Now he can do everything … he can’t read, but he can move, walk around the garden, talk to people”, CG 9). These comparisons ignore degree of burden; they show only an awareness that caregiving had become easier compared for them than other caregivers.




3.4. Having Access to Appropriate Support


Support was considered a GRR if it was enabling and facilitating when facing challenges. SRRs about positive experiences of accessing help and assistance are grouped together in the GRR Having access to appropriate support unites the essences of SRRs ability to encourage positive life experiences derived from having access to appropriate types of support. Such support, given when caregivers faced challenges, ensured any assistance was fitted to caregivers’ individual requirements and made a positive outcome more likely.



Encounters with professionals who interacted courteously and considerately with caregivers facilitated caregivers’ use of SRRs. Such interactions included how people were given advice, information, or support. Caregivers felt appreciated, proud, and confirmed in their role when they and their care recipient were fairly, respectfully, and empathetically treated by professionals providing direct support in their home:




They [home helpers] think I’m very good … [to] take care of him the way I do. [It] facilitates their work when they have a lot to do in the mornings … [They] don’t have to care for him, only put on his clothing, everything is laid out for them … [They] take him up and put him in his chair … [I] receive a lot of praise [laughs]. (CG 19)





Affirmation from the municipality, for example through the yearly invitation to attend a local revue and complimentary dinner, was mainly described as generating happiness and gratitude. Most caregivers referred to this invitation positively, some ironically implying that it was crazy to think that they could spare the time, while a few were altogether negative and implied that this was all the municipality did in return. Feeling secure and content with formal support was an important SRR that enabled caregivers to do their work or take a break without too much hassle:




The support I get is good; they’ve told me that if I need more, I’ll just call, so I know that I can if I need more help. [Interviewer: Does that sense of security help you manage?] Yes, it’s comforting to have home nursing. I can talk to her [homecare nurse] if something’s bothering me. (CG 18)





It was also crucial to feel secure when the care recipient and/or caregiver interacted with professionals at formal care facilities the care recipients frequented alone. If disagreements with staff occurred, this type of support could become a SRD; however, if it provided security, it was described as a SRR. Some types of formal support were ambiguously described, such as participating in a self-help group. The ambiguity was due to when and where it was conducted and its content. Having a safety alarm was also ambiguously described; mostly it was a SRR, but if the care recipient was not able to use it reliably, it was described as causing more trouble than being without a safety alarm. The most frustrating ambiguous type of support was the municipal transportation service, which was mostly facilitating for caregivers who were granted it in their own right and when the care recipient was granted a companion (SRR). However, the organization required to use SRDs such as transport was frequently described as a significant barrier rather than an enabler.




3.5. Generalized Resistance Deficits, GRDs


Struggling in Impeding Surroundings


This theme groups experiences of physical environments or contexts that hamper and obstruct the use of available SRRs/GRRs.





3.6. Caregiving in Hampering Surroundings


SRDs grouped together in this GRD were material or non-material features of the workplace that fitted poorly with either the care recipient’s capability or the caregiver’s task demands. “She’s got a shower she’s almost incapable to get into … she can’t help with the dishes since she has to sit on her side in the wheelchair as the kitchen is so narrow”. (CG16) Similar constraints were also noted with respect to venturing outside:




It’s an ordeal … I have to order transport … to carry her down the stairs since here’s no lift … to go through that to get a breath of air … or to visit … It’s sort of not worth it because you have to book when you need assistance in again and sometimes she needs to go earlier, loo or something, and I have to reschedule and they can’t get there in time … you really should be able to go when you need to! (CG 16)





Caregivers’ daily walks (SRR) frequently provided them with breathing spaces regardless of whether they walked alone or with their care recipients. Not being able to use this SRR for weeks, due to bad weather, for example, or lack of road maintenance (SRDs), was described as causing psychological strain, irritability, and physical deterioration negatively affecting both parties.




3.7. Being Presupposed to Act and Behave in a Way Expected by Others


This GRD refers to caregivers’ negative perceptions of societal obligations and others’ expectations. The SRDs grouped in this theme came from their immediate (e.g., family) or outer (e.g., care providers and media) context. Most statements described caregivers’ reactions when they were expected to comply with invisible rules or regulations against their own best interests, such as having to accept the authority of professionals who they perceived were wrong:




She behaved strangely … thought she’d had a small stroke … but they didn’t listen to me at the hospital … had their minds set it was a urinary infection … sent her home by lunchtime … we sent her back at five and finally they listened to me. (CG 30)






When [my husband] goes to the doctor, he’s told him that he’s not to tell me about his conditions. When I ask [the doctor], he just refers to [husband’s] integrity and doesn’t tell me. REALLY! I think doctors should be obligated to tell the one who’s providing care! Especially since [my husband] SAYS he doesn’t remember what the doctor said. (CG 3)





Disrespect in the form of ignorance regarding caregivers’ efforts or situations was exemplified by professionals who did not comply with previous agreements or caused delays. Such behaviours increased caregivers’ workloads and obstructed SRR/GRR-usage:




I should have some medication … called down and they said, “just pop down and collect them” and down I went and there was NO medication. Then it happened again. I ordered and they said I could pick them up. NOTHING. They weren’t there! [They] hadn’t even ordered it! I find this utterly disrespectful. (CG 31)





Children and others were frequently described as having opinions regarding how caregivers should live their lives or did not understand that the care recipient was as impaired as the caregiver stated. Caregivers found this attitude excusable, since adult children lacked the whole story, but it hurt to be presumed to exaggerate. Subsequently, some caregivers refrained from revealing their thoughts and thereby missed opportunities to receive support. One caregiver was amazed that everyone, including his support group, had a preconceived opinion about his caregiving capability:




It doesn’t make a heck of a difference where you are, you always hear the same “well we’re always wondering how long you’ll manage”. [I’ll be] damned if that’s any of their business! Not one damned bit!” (CG 30)





The broader community expressed itself in a similar attitudes through the media, frequently portraying caregiving in form of negative scenarios: “Almost the first thing we heard about Alzheimer’s after she got the diagnosis was … next day. The headline was ‘Alzheimer’s: The death before dying’. That’s not really something you’d like to hear!” (CG 10)



Some caregivers contributed to maintaining an incorrect picture of how care worked because they concealed how difficult it could actually be. They struggled to maintain the image of whom they were presumed to be as they brought grandchildren home for babysitting or prioritized children’s house maintenance before their own. Some caregivers even guarded this self-image with excuses, such as having lost interest, despite it being obvious that it was not the interest that had vanished, only their ability to use the necessary SRRs.




3.8. Lacking Access to Appropriate Support


Reports of not receiving appropriate support when needed to deal with challenges were grouped together in the GRD Lacking access to appropriate support. Being provided with inappropriate support exacerbated lack of fit between available SRRs/GRRs and a desired outcome. This kind of support did not take the entire situation into consideration, or induced more SRDs and challenges than the ones it was supposed to diminish, and caregivers thus refrained from using it.



Professionals’ performance in caregivers’ homes was less often a source of frustration than the organization and its rules for accessing different types of support. The municipal transportation service was the most frustrating kind of formal support. The regulations for being granted it were described as outrageous and no one who had access to it stated that using it was enabling. It was difficult to fulfil requirements to obtain transport, especially if a grant for an accompanying person was needed. To use it required careful planning, lengthened the time for transportation, and was sometimes costly. Some care recipients had to cross municipal borders when travelling to physiotherapy or other rehabilitation; such arrangements frequently made transport so costly that they did not persist. Caregivers provided lengthy descriptions of their ordeals with this service during different parts of the interview:




[Interviewer: Are you allowed to accompany your husband?] Are you completely mad!! In that case he would have had to be so sick that he couldn’t sit in a car from point A to B!!! It’s completely hysterical! If he’s to take this service to town I’m supposed to take a bus or a car to meet him down there for such as shopping because he can’t move around in the shops by himself, can he? If I’m to do this, we may as well take the car! And these regulations, they only grant him six months and then he’s got to get a doctor’s certificate again. How can people who decide this be so ignorant concerning different functional limitations that they don’t understand that a person who is 77 years old and have had several strokes will not be healed in six months! It’s outrageous! (CG 4)





This caregiver also described direct negative health impacts on the care recipient of inappropriate travel arrangements:




Finally, he got rehabilitation in [another municipality]; it took him one hour to get there and then physiotherapy one hour and one hour home but … the Taxi sort of went around to several community centres to drop people off so he got motion sickness and it took him hours to get home and when he did he was exhausted … now I drive him. (CG 4)





The provision of formal support was mainly criticized in two ways: not being able to influence when assistance was delivered and not receiving “good quality” assistance. These aspects were mentioned by caregivers to explain why they refrained from having home helpers; they did not want different people invading their home at hours they could not choose or they wanted assistance during hours they were not granted (e.g., evenings and weekends). Another example came from caregivers who, after activating the safety alarm to call for assistance, waited a long time until staff finally showed up; subsequently, they refrained from trying again and performed the work on their own. Another quality aspect was lack of affirmation (in the caregiving role). For example, a daughter stated that her allowances seldom came when they were supposed to and no one called to ask how she was managing. Such aspects still made her feel unappreciated as a caregiver and a person, even though she had been caregiver for decades.





4. Discussion


This paper presents data from a study thoroughly embedded in salutogenic theory and designed to unravel the content of four central concepts within this theory: the SRRs, GRRs, SRDs, and GRDs. These concepts are helpful in conceptualizing individuals’ capacity to address life’s challenges and to manage the resulting stress. The ability to manage the stress associated with caregiving is apparent among Swedish informal caregivers. Both positive and negative caregiving experiences were reported. SRRs/GRRs result in positive caregiving experiences, while SRDs/GRDs induce negative ones [15,20,105]. To describe the content of these concepts may therefore be considered essential when conducting health promotion initiatives and programs [3].



According to the salutogenic theory, internal, external, and contextual aspects determine the presence of SRRs/GRRs and SRDs/GRDs, so the context in which a study is conducted is closely interlinked with the results. The participants in the study were informal caregivers to older adults residing in a medium-sized Swedish municipality [90], so the presented SRRs/GRRs and SRDs/GRDs are closely interlinked with this context. The study design showed that it was possible to gather qualitative data describing the GRRs/GRDs of informal caregivers. This type of data was scarce when the study was conducted and still is. Since using a salutogenic approach has been fruitful when promoting health in different contexts [106], it was used to acquire consistent knowledge regarding caregivers’ GRRs/GRDs that could be used to develop different types of caregiver support missing from Swedish municipalities [107].



SRRs/GRRs and SRDs/GRDs Described by Swedish Informal Caregivers


Data enabled us to make a generalized synthesis of results [40] describing how these salutogenically approached caregivers seemed to manage their caregiving situation. They described their effectiveness as a care provider for an older adult as well as their own health related to their ability to use SRRs/GRRs and their experienced SRDs/GRDs.



The theme Being in empowering surroundings unites the essence of being able to acquire a fit between available SRRs/GRRs originating from the environment and context in which caregiving takes place and caregivers’ desired outcomes when facing challenges. Struggling in impeding surroundings brings together the caregivers’ experiences of the environmental/contextual SRDs/GRDs that counteract their ability to acquire this fit (i.e., induces a lack of fit), so their capability to use available SRRs/GRRs was lost. This loss may be temporary until other usable SRRs/GRRs are found. SRRs may be inconsistent as some SRRs are usable only during certain conditions (e.g., walking outside is possible only if the weather fits the person’s capability on that day). SRRs/GRRs become permanently lost when an escalating number of individualized SRDs reaches a certain individualized level (e.g., accumulation of impairments and lack of appropriate support to bridge the gap between available SRRs and present SRDs). This level indicates the breaking-point: when caregiving in the care recipient’s home ends [108].



The results indicate the importance of considering the caregiver and care recipient as individuals as well as a unit when assessing their support needs. The care recipient’s home is the caregiver’s “workplace”; in the case of spousal caregiving, the caregivers also work in their home. At this “workplace”, the caregiver is the main provider of care, but through co-operation with the care recipient. Another consideration was when support, such as home adaptations, did not enable co-operation between the caregiver and care recipient. The caregiver’s “workplace” obstructed her/his attempts to encourage the care recipient to use what remained of her/his SRRs, thereby potentially increasing the caregiver’s workload. Since 2009, legislation in Sweden has obligated municipalities to support caregivers, although a follow-up audit showed that the municipalities still did not provide the good quality individualized, flexible support that caregivers needed and wanted [107].



When designing health promoting programs and support for informal caregivers it is important to take their GRRs and GRDs into consideration. They have to be more generalized to meet the needs from the caregivers. Such initiatives are described in welfare policies. These policies do not usually include criteria for entitlements that are appropriately individualized to reduce lack of fit. Regarding generalized initiatives, there seems to be a need to define what is encompassed in caregiver support [107]. Reducing the lack of fit or preserving a fit between available and usable SRRs/GRRs and a population’s desired outcome seems to involve most political arenas: public transportation, outdoor accessibility and configuration, type and number of accessible apartments (housing policy), location of shops, and health care.





5. Methodological Considerations


The study was designed to unravel SRRs/GRRs and SRDs/GRDs in a specific context at a specific time, an approach that limits the transferability of the results, especially regarding SRRs/SRDs, which are not transferrable at all. Salutogenic interviewing is an interactive and conversational technique focused on health resources used in a particular context that seem to require that the interviewer possesses some contextual familiarity about home caregiving. Good familiarity facilitates interaction and renders an extensive diversity of data since both participants know what the other is referring to. The interviewer possessed extensive contextual familiarity derived from spending her professional life in home care settings. This experience facilitated probing and made lengthy explanations of the context unnecessary (e.g., municipal transportation service) and thus enabled the caregiver to describe the unravelling of their individualized SRRs/SRDs. The interviews highlighted variations in GRRs/GRDs and made it possible to assess the credibility of the results [101], which may be considered a methodological strength.



The data were judged to be of a sufficient scope and contextual richness to ensure trustworthiness. Specific processes were used during the analysis when structuring data and to guard against biases induced by the interviewer’s preconceptions [101]. These processes have been described in detail elsewhere [90,91,92]. The GRRs/GRDs may be generalized enough to indicate plausible content in GRRs/GRDs originating from the environment/context in other populations [103].




6. Implications for Research and Practice


The results from this study may indicate the direction of health promotion among caregivers, suggesting a variety of approaches depending on which SRRs/GRRs and SRDs/GRDs they concern and the actors involved (e.g., professionals meeting caregivers, policy-makers, politicians at different levels, and support groups). If thorough knowledge of salutogenesis is present, we suggest that it is possible to use this study as a source of inspiration to acquire necessary data when designing health promoting activities, programs, and support even for other populations. When designing health promotion initiatives and types of support, an essential prerequisite seems to be to define what is included in caregiver support and specify what it is intended to achieve for both the caregiver and care recipient. The results from this study and recent research indicate that this support has to be conducted on two levels—individualized SRRs/SRDs and generalized GRRs/GRDs.




7. Conclusions


The salutogenic approach and the methodology used to unravel caregivers’ Resistance Resources and Deficits in caregivinghood succeeded in improving understanding of the mechanisms involved in the development of stress management among caregivers. The results may empirically as well as theoretically strengthen health promotion research and practice in a way that develops appropriate health promoting initiatives and supports caregivers and care recipients. This support has to be both individualized and generalized.
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