Perceptions and Coping Strategies of Immigrants from the Former Soviet Union in Israel who Who Care for a Family Member with Severe Mental Illness

Evgeny Knaifel

Abstract

Background
The present study describes how former Soviet Union (FSU) immigrants perceive the severe mental illness of a family member and cope with it against the backdrop of their immigration to Israel.
In the last several decades, a process of deinstitutionalization has been taking place in the Western countries in the mental health field. This process has led to the transfer of the focus of care for individuals who are coping with severe mental illness (SMI) from psychiatric hospitals to the community. These changes have increased the responsibility responsibilities and subsequent stress of family caregivers, and have made them a central, sometimes exclusive, instrumental and emotional support system for individuals with SMI. Consequently, many empirical studies have lately dealt with how family caregivers, how they perceive their role as primary caregivers, and how they cope with the associated hardships, challenges, and rewards.
"Family burden" is the commonly used term in the professional literature for to describing describe the distress and stress experienced by family members as a result of providing intensive care for their loved ones. Two types of burdens can be distinguished: an objective burden, meaning the economic, functional, and social disruptions in the lives of family caregivers, and a subjective burden, that is the result of the way they perceive the situation and emotionally respond to it. A heavy burden is known to negatively affect the family caregivers' welfare, the process of reorganization and recovery following the crisis caused by an outbreak of mental illness, and their ability to effectively help the relatives with SMI.
The burden that family members experience may be especially heavy in the case of immigrant caregivers. They experience “piled-up” stress as result of their care and concern for the family member with SMI simultaneously withat the same time as they are coping with the stress of adaptation in migration. The enormous burden stems from multiple stressors that iImmigrant caregivers are simultaneously exposed to multiple stressors: , such as the cultural gap between them and the majority culture, and their limited resources as immigrant families. However, little is known as to how immigrant caregivers experience this burden and what its long-term implications are as to for their individual and family lives.
Despite the large number of immigrant families living in Israel, no empirical study has been conducted as ofto date regarding immigrant families who are caring for a family member with SMI. The present study focuses on FSU immigrant caregivers –,  the largest group that hasto have immigrated to Israel in the past several decades. In addition to their immigrant status, they are characterized by a unique cultural background and bring with them their own experiences with the mental health system of their country of origin. Despite many studies that have dealt with cultural and family-related aspects of FSU immigrants, no data has have been compiled as to how they cope with SMI of a family member. The purpose of the present study is to fill in this gap.  
The main research question is:  hHow do FSU immigrants perceive SMI of a family member and cope with it parallel to coping with their immigration to Israel? 	Comment by Author: Or “at the same time as they are coping with their immigration to Israel”
?

Research method  
The study applies the a qualitative research method in the narrative-constructivist tradition. The advantage of the qualitative approach is that it enables an inductive examination of reality as is reflected in the eyes of the individuals, their life outlooks, and subjective experiences. The qualitative- narrative approach has become popular in recent years for studying individuals and families coping with life transitions such as illness and immigration.
The two criteria for inclusion of respondents in the study were being: (1) a family member caring for an individual with SMI who is recognized by the National Insurance Institute of Israel as psychiatrically disabled (at least 40% disability); ) and (2) an FSU immigrant who immigrated emigrated to Israel after 1990 (some emigrated after 2000).	Comment by Author: We would suggest that this phrase only needs to be included if you are differentiating between the groups that came between 1990–1999 and those after 2000.

32 Thirty-two respondents from 30 families where located and participated in the study:  28 of these were individual representatives of their families (22 mothers, 2 fathers, 2 spouses, a sister, and a grandmother) and 2 there were two couples who were caregivers for their children, parent-caregiver. The participants were sampled recruited via two main channels: (a) community family counseling centers that assist family members of individuals with mental illness were approached; , and (b) the "snowball" method was used –, requesting names from turning independently to active family members, professionals, and friends from the mental health field.	Comment by Author: Readers may not understand what you mean by “active”. Perhaps clarify or simply write “family members”.

The research instrument was a two-part narrative interview: the first unstructured part focused on the spontaneous narrative of the participants, and in the second, semi-structured part, questions were presented according to a previously prepared interview schedule. The Individual majority of interviews were individualconducted, with the exception of two interviews of the couples. All the interviews were conducted in Russian,  and audio-recorded, ; they were then transcribed and translated into Hebrew. The interviews were analyzed through techniques of categorical and holistic analysis. In addition, the research study employed various techniques in order to strengthen its trustworthiness and adhere to ethical standards. 

Main findings
Research findings disclose reveal the diverse impact of mental illness on the personal and family lives of immigrant caregivers. The categorical analysis revealed uncovered four main themes: (1) the perception of mental illness in the Jewish-Russian Jewish family; (2) the double burden experienced of by immigrant caregivers; (3) the dynamics of relations between family caregivers and their relatives with SMI; and (4) essential resources and support sources of FSU immigrant caregivers.

The pPerception of the mental illness
Most respondents described the outbreak of the illness as an extraordinary event, unexpected and traumatic, that disrupted the "normative" sequence of their lives. The respondents spoke of the shock and fear they felt during the initial psychotic crisis  and of multiple losses, realistic and symbolic, that  accompanied their realization that they are dealing with a chronic illness. Responding to the question regarding about the main reasons that lead to the outbreak of mental illness, the participants emphasized bio-medical factors such as heredity and organic injuries. Nevertheless, in their spontaneous narrative, some also related to socio-environmental factors such as family and social adversities following immigration. Apparently, cultural and contextual characteristics of life in the FSU contributed to the consolidation of these explanatory models, and often encumbered blurring the differentiation between biological and social factors. For example: , alcoholism, which was common in the FSU – and basically is a social factor, was perceived mainly as a biological factor. Respondents that who had previously participated in support groups at family counseling centers presented more integrative and complex explanatory models. , But but they too,also emphasized biological factors more compatible with the cultural background of the FSU.	Comment by Author: Perhaps: “That they would be dealing with a chronic illness”
Moreover, the respondents held very stigmatic stigmatizing attitudes regarding the mental health field that stem from the cultural baggage they bring from their country of origin. It appears that the fear of stigma influences the way the respondents cope with mental illness in Israel as well: the majority make intense efforts to hide the illness from their immediate social and family circles. Furthermore, immigration to Israel and residential transitions in Israel are often motivated by the will to free themselves from the stigma and start afresh in new surroundings. These coping strategies attest to the internalization of the mental illness stigma, as well as of feelings of shame and fear of rejection that push them to isolation isolate themselves from their immediate surroundings following the outbreak of illness. 	Comment by Author: Readers will probably understand this to mean stigmas about the professional field of mental health (psychiatry, psychology). If you mean stigmas about those suffering from mental illness, consider changing to:
“stigmatizing attitudes regarding mental illness that stem from…”

The eExperience of a double burden 
The respondents described the burden they experienced as an accumulation of economic, lingual-cultural, social, emotional, and health-related pressures and stresses that negatively affect their welfare and their individual and family health. The findings show that the objective and subjective burdens that they experience includes dimensions pertaining to their role as family caregivers, dimensions pertaining to their immigrant status, and the circular interphase interaction between these two that intensifies the overall feeling of burden.
Economic difficulties are the main source of objective burden of the respondents. In addition to their own hardships, as main caregivers they must economically assist their family members with SMI. In the case of iImmigrant caregivers – often have a very limited or even no financial capacity their economic ability is very limited or even non-existentto help their relatives. This situation often forces many immigrant caregivers and their relatives with SMI to experience an an economic and emotional realitycrisis of survival that even pushes some of them below the poverty line and into social marginalization. In addition, immigrant caregivers experience a conflict of loyalties between helping their relatives with SMI and providing for their other family members; they and are forced to maneuver on the economic-employment level between the concern for their relatives with SMI and the concern for themselves and their other family membersbetween the two.
Housing problems are one of the factors that intensify the economic difficulties. Respondents emphasize that the cost of living and the lack of public housing intensified increase both their objective burden (because of the need to investing resources in apartment hunting and moving)) as well asand their subjective burden (—the experience of not feeling that they belonging to the new society, negative interactions with local proprietorslandlords, and worries about the future). This situation intensifies the stress among both immigrant caregivers and relatives with SMI, because Because of financial limitations, immigrant caregivers and relatives with SMI they are often forced to dwell in common housing living quarters, even in situations of prolonged conflict and uncertainty. 
 A nother dimension of the objective burden,  that is exclusive to immigrant caregivers,  are concerns language difficulties and lingual linguistic barriers. The respondents related that on one hand, mastering the language requires emotional availability in terms of effort, time, and energy, which as caregivers they don't do not have. On the other hand, not knowing the language encumbers diminishes their ability to engage external support and realize obtain the rights and services to which they and their relative with SMI are entitled to. Apparently, lingual linguistic barriers perpetuate the family burden and increase immigrant caregivers' feelings of frustration and helplessness in their contacts with the care systems.
The respondents also described extensively the subjective burden and their emotional reactions to the outbreak of mental illness in the family against the backdrop of their immigration to Israel. Parent caregivers related that they immigrated to Israel hoping to givein hopes of giving their children a better future, and the fact that their children became mentally ill after immigration, intensified their feelings of loss, sadness, and guilt. These emotions were especially prominent when parents connected directly or indirectly between immigration directly or indirectly and to the outbreak of mental illness. For instance, parents felt guilty that because of adaptation difficulties and their need to work for long hours, they weren't were not present enough in the lives of their children and did n't not identify early signs of distress.
An additional dimension that structures the respondents' feeling of subjective burden is the fear of social rejection or the actual experience of rejection either because of mental illness or immigrant status. These experiences intensify feelings of anxiety, suspicion, and loneliness and encumber reduce caregivers’ ability to engage engaging essential system resources. The negative impacts of the subjective burden are reflected in multiple forms of mental and physical distresses that affect respondents or other family members. 
On a more general level, the results show that the double burden that immigrant caregivers experience leads to partial blurring betweenblurs stress factors such as illness and immigration and the dimensions of the objective and subjective burdens that compose themthey experience. Instead, tTheir burdens is are experienced as a pile-up and of stress and an even intersecting complex of social, emotional,, and health-related distresses with reciprocal and circular relations between them.

Dynamics of relations between family caregivers and individuals with SMI
The findings show that fFamily interrelationships are characterized by ambiguousness ambiguity and blurred boundaries as a result of family caregivers' perceptions of their relatives with SMI, of their own role as caregivers, and of the measure of interdependence created in the family. On one hand, the respondents perceive their relatives with SMI as talented, highly very admirable, and uniquely qualified individuals. On the other hand, they perceive them as violent, dangerous, and unpredictable individuals who arouse fear and wariness. This situation confronts family members with contradicting contradictory feelings, thoughts,, and desires and causes them to express ambivalent feelings such as fear and love towards their relatives with SMI. This reality, full of contradictions, reduces encumbers the respondents' ability to develop an integrative integrated perception of individuals family members with SMI that would include recognition of their strengths, along with the acceptance of their disabilities, and to would create clearer expectations and boundaries in interactions with them.
As to the perception of their role as family caregivers, the respondents described value-oriented, contextual., and emotional aspects that structure the way they help their loved ones. They emphasized the sense of family obligation as an internal directive that infuses their role with a profound meaning. The sense of obligation is influenced shaped by a gender-, specificallyrelated factor and by the way women, and— mothers in particular, —structure their role as the main caregivers. It was observed that the cultural and contextual characteristics of FSU immigrant families intensify the sense of family obligation. For example, the fact that these are usually small families (many were single-parent families and only had one single mothers, families with an only child) and that immigration to Israel was often undertaken "for the sake of the children's future" gives the caretaking experience of immigrant caregivers a total meaning that sometimes overrules their own individual needs.	Comment by Author: Do you mean you observed the impact of coming from the FSU or the respondents themselves were aware of this?
Perhaps: “It arose from the interviews that the…” or “The researcher(s) observed that…” 

The findings show that challenges confronting immigrant caregivers often hamper their ability to maintain firm boundaries in their relationships with relatives with SMI and to maintain their role as a source of guidance and authority. Thus, on one hand, tThe transition to a new, unfamiliar country intensifies exacerbates the responsibility, concern, and emotional involvement of the respondents with their loved ones' lives, negatively affecting the development of the sense of autonomy of the relatives with SMI. On the other handYet, the cross-cultural transition often causes a role- reversal between parents and children and contributes to the development of mutual help between parents and their children with SMI, who volunteer to help their parents by providing culture-language brokering. Despite the instrumental and emotional benefits in the short rangeterm, in the long range, this relational pattern may preserve interdependence in families and hinder the creation of boundaries and emotional and physical separateness.

Essential resources and support sources 
The respondents described formal and informal sources of support that help them in their coping as family caregivers. As for informal support sources, respondents emphasized personal resources –— optimism and religious faith; family resources –— presence of a spouse, healthy children, and grandchildren; and social resources –— support at the workplace and leisure consumption. Relying on these resources enables respondents to preserve their emotional and physical well-being, distract themselves from troubles and hardships, and re-create, at least occasionally, a normative life routine that characterized their lives before the crisis. The findings emphasized the lack of family and social support in some families, and their need to engage new coping resources, such as religious faith, that are not dependent on external sourcessupports.
As for meaningful formal support sources, respondents mentioned the community rehabilitation services ("Sal Shikum") for their relatives with SMI, and support groups for Russian- speakers at family counseling centers for themselves. It appears that use of these systemic resources helpsed them reduce the sense of burden and stigma, improve their relationships with relatives with SMI, and experience individual and family recovery processes. In addition to the significant emotional and cognitive-educational contribution ofhelp offered by Russian-speaking groups at family counseling centers, the participants viewed these groups as a unique opportunity to widen their support networks and create a sense of collective belonging against the backdrop ofbased on their cultural similarity with other participants as well asand their common affinity to the mental health field. 
Alongside In addition to describing existing support sources, the respondents speak spoke extensively of those systemic resources that are were lacking. They called attention to the lack of regulation and therapeutic continuity in the community, the lack of adequate cooperation between mental health professionals' and family caregivers, the lack of systemic solutions for for refusal of individuals with SMI who refuse to receive treatment, and to cultural-lingual barriers in contacts with treatment agents. For instance, in immigrants who engage contacts with these social systems there aexperience a dissonance betweenre gaps in expectations of immigrants who come fromtheir a collectivist and authoritarian cultural background of FSU and the individualistic and liberal values that guide most recovery-oriented mental health services in Israel. It is to be emphasizedAt the same time, the that structural and cultural characteristics of FSU immigrant families (—small nuclear families,  and lack of extan extended family) —increase their dependence on formal support sources. Therefore, lack of accessibility to system resources due to various social, cultural, and lingual barriers leaves some of these families with no sorely needed help and support whatsoever. 	Comment by Author: By “lack of regulation” do you mean lack of services or lack of laws/legislation that require treatment of those with SMI?


Typology of illness and immigration narratives
A holistic analysis that complemented the categorical analysis enabled the identification of differences between among the respondents' narratives, in addition to the common topics themes just presentedreported so far. The analysis of titles that respondents gave to their stories and of story lines, showed two main types of narratives: collapse narratives and journey narratives. These two meta-narratives differed in their structural and content-related aspects, such as: the perception of the illness and of immigration, the degree of coherence in the narrative, the narrative genre, coping patterns, the central message, and the emotional experience that characterizes the respondents and is conveyed to the interviewer. In addition, the narratives differed in their coverage of certain life events (— for example, the outbreak of the illness in relation to the time of immigration) —and the resources available to the respondents. 
From the structural point of view, journey narratives are characterized bystructured like  the novel genre and characterized by coherence. The coping pattern of the respondents is active,  and solution--focused, and it relies on their internal resources. The respondents perceive themselves as the main heroes of their narrative who keep moving on, learning, and developing even through crises. The family dynamics are also characterized by continual functioning, attempts the to share the burden, stabilize stabilizing boundaries that were blurred,  and acquire acquiring new coping resources. On the community level, the respondents aspire to establish ties with other families coping with similar problems and even contribute from their experience to help them. It appears that these narratives represent a the sense of strength and resilience that the respondents developed over the years, despite the stresses and burden they experience.
In contrast, collapse narratives are structurally characterized by the genre of tragedy and by incoherence. The coping pattern of the respondents is mainly passive or avoidant, and depends on external assistance. In these narratives, there is a sense of stagnation and being at a standstill and stagnation is expressed in their contents (repetitiveness regarding a given topic throughout the narrative) or on the emotional level (a sense of despair and helplessness). The family system is characterized by ongoing malfunctioning, imbalanced unbalanced role sharing, and communication difficulties. As to ties with the community, – the respondents experience social isolation, and due tobecause of stigma or cultural-lingual barriers, they avoid ties with other families caring for relatives with SMI. Most of them experienced ongoing distress and crisis originating from a combination of immigration hardships and difficulties in coping with mental illness in the family.
The study findings indicate that most respondents experience a crisis due to piled-up stress relating to illness and to immigration. However, some gradually adapt to their situation and even experience growth (journey narratives). Others, collapse under the multiple stressors and burdens and experience a survival reality based on merely surviving many years after the outbreak of the illness (collapse narratives).	Comment by Author:  Do these changes reflect your intended meaning?


Discussion and conclusions
The main conclusion from the present study is that the immigration process and cultural background of FSU family caregivers impact affect their perception of their family members' mental illness and the way they cope with it. 
The findings are discussed from two theoretical perspectives:  One is the family stress theory that focuses on the way immigrant caregivers experience coping and adaptation processes on a personal and family level. The second, is the critical multiculturalism approach that deals with the cultural and socio-political context in which immigrant caregivers in general, and mothers who are caregivers in particular, function as a group that is both culturally different and socially disadvantaged in terms of access to resources and equal opportunities in society. 
The present study offers several important contributions. On the methodological level, the study investigates an immigrant population coping with SMI of a family member –, a group that is empirically difficult to interview and to map its characteristics and needs. On the theoretical level, the study illuminates the complex dynamics between two processes that occur simultaneously in the lives of immigrant caregivers: coping with mental illness parallel toand coping with cross-cultural transition. In order tTo conceptualize the two processes and their reciprocal relations, the study proposes a new term –: "the double adaptation burden.". This term concept makes it possible to focus on immigrant caregivers' experiences in a context that is uniquely theirs, in comparison to the burden experienced by non-immigrant family caregivers and in comparison to stress experienced by immigrants who are not coping with mental illness in the family. 
The study identifies the burden and pressures that immigrant caregivers experience and also explores their adaptation processes over the years. The typology of collapse and journey narratives reflects different coping and adaptation processes of immigrant caregivers in relation to multiple stressors and crises in their lives. The study examines potential strength and risk factors and how FSU immigrant caregivers perceive them on an individual and collective level. The Funderstanding of facilitating and hampering factors have important implications both for on the welfare and health of immigrant family caregivers as well asand on for the recovery processes of the relatives with SMI.
As far asIn terms of clinical practice is concerned, the study makes a practical contribution to the mapping of the needs and difficulties of FSU immigrant caregivers  on the micro level— –  the individual and group therapeutic level—and  as well ason the macro level –  in shaping a social policy more adapted toaligned with their special unique needs. The study emphasizes the need to adapt individual and group psycho-educational interventions to the emotional, social, and cultural-lingual needs of FSU family caregivers.  
On the services and policy levels, the study points to the need to recognize immigrant caregivers as a high-risk group and to broaden the range of resources offered to them. The study identifies specific two of the highest-risk groups types of families among immigrant caregivers: families in which the mental illness broke out shortly after immigration and families headed by single mothers. Those two groups are in need for a mostof comprehensive emotional and instrumental support. The solution ofProviding adequate public housing and the assimilation ofincorporating cultural competence into the care systems are of great importance for improving the welfare and adaptation of immigrant caregivers and their family members with SMI.	Comment by Author: OK change to differentiate these subgroups at the highest risk among the high-risk group?
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