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        Abstract



        
          Method:


          The aim of this study was to explore the systematic follow up of supportive activities in non-profit organizations targeted at children as next of kin. Managers and group leaders were interviewed, and findings were content analysed.

        


        
          Result:


          The findings indicated that a child focus, education, safety and trust were important. These factors were observed as the primary tasks and the key reason for being involved in supportive activities. Managers expressed concern about not retaining funding, if the organization was unable to demonstrate the effects of their activities. Namely, to enhance the health and wellbeing of children. In order to continuously develop their work most organisations explained that they used some form of system for follow up. However, there was a wide variation in how non-profit organizations worked with follow ups.

        


        
          Conclusion:


          Overall, it was evident that there was a major need for education and support in this area.
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      1. INTRODUCTION


      When a parent has severe difficulties, the whole family is affected in one way or another [1-4]. Substance abuse, severe physical or mental illness, violence or death always bring consequences for the ones involved, and the children are especially vulnerable [5, 6]. First, they are dependent on the affected parent as well as the other parent (if there is one). Second, depending on their own age and development the child might have difficulties in understanding what is happening as well as the causes. Previous studies show that children in these situations have an increased risk of being negatively affected i.e. by their parents’ or own anxiety, changes in everyday life, excessive responsibility, lack of care or other difficult life experiences [5-8].

    


    
      2. BACKGROUND


      With reference to Swedish law and in the present study, children as next of kin refers to children (up to 18 years) with parents who suffer from mental illness, severe physical disability, and any form of substance abuse as well as children who have unexpectedly lost a parent or another adult with whom the child permanently lives [9, 10]. This includes children with caring responsibilities (comparable with the term ‘young carers’, [11]) as well as those without.


      As a result of the Swedish legislative changes in 2010 [9] children as next of kin have gained increased attention. The aim of this amendment of the law was to emphasize the rights of the child and to strengthen the child perspective. Currently, the law focuses on children as next of kin and first and foremost, their need for and right to advice, support and information. In turn, the National Board of Health and Welfare Sweden (NBHWS) instigated a major development initiative to improve health and social care for affected children.


      Between 13 and 17 percent of all children in Sweden experience having a parent with some sort of substance abuse [8, 12]. Ten to fifteen percent of children have been exposed to violence [8, 3], up to 18 per cent live with a parent who suffers from severe physical disability, and approximately three percent have experienced the loss of a parent [8, 12]. Approximately, 30 percent of the children living with a parent suffering from substance abuse or mental illness left elementary school without being eligible to start high school, which in turn constitutes a risk factor for illness later in life [8, 12, 13]. In comparison, the proportion of children from families without such experiences is approximately 12 percent [5, 8, 12].


      Historically, Sweden has boasted a world-renowned welfare state model in which the State cares for its citizens from the cradle to the grave [14, 15]. More recently, the Swedish model has undergone a substantial change. In the 1980s, the expansion of the Swedish welfare state ended, and in the 1990s, the economic crisis forced the government to reduce welfare services in order to decrease public spending. Although the service levels were restored in several areas during the 2000s, the public trust in welfare is no longer as steadfast as it once was [15, 16].


      Alongside Swedish health and social care services, non-profit organizations provide advice, information and support for children as next of kin [6]. Non-profit organizations are categorized as civil society [17], but their works are usually regulated by health care or social service laws [18, 19]. Due to a political decision in 2008, a national agreement was established aimed at strengthening non-profit organizations’ independence and strengthening their role as a voice of public opinion.


      The underlying thinking was to create conditions for increased diversity in civil society, where the non-profit organizations were assumed to have an important role to play, i.e., to increase the diversity and number of actors in health and social care services [18]. Non-profit organizations are often referred to as flexible, i.e., the organization individualizes the concrete needs of help-seeking persons, and they also take particular responsibility for marginalized people [19, 20] emphasized closeness to the help-seeking individual, which in turn creates space for responsiveness [21, 22] underscored the informal and family-centred culture that is representative of non-profit organizations in which attitudes, relationships and solidarity hold prominent places [23].


      Even though the situation for children as next of kin differs in many ways, their needs may be similar in several respects [6]. Children are at a significantly increased risk to be affected negatively if they are involved in incomprehensible situations in life, such as anxiety and unpredictable incidents [1, 24]. The family economy, social relationships, communication and division of roles are additional examples of risk factors for the children affected [6]. Indeed, it has been well documented that children as next of kin are at increased risk for socio-economic problems, poor school performance and mental illness [8]. Although there are a number of organizations that provide support to these children, there is little knowledge of the results of the support given. The developmental necessity as well as the need for research is described as comprehensive [25]. This study forms part of a larger commissioned study conducted by the Swedish Family Care Competence Centre (SFCCC), a centre of excellence in the field of family or informal care (http://www.anhoriga.se/) on behalf of the NBHWS, which focuses on systematic follow up of supportive activities targeted at children as next of kin. The focus of the present study was the work of non-profit organizations in this area.

    


    
      3. AIM


      The aim of this study was to explore how non-profit organizations work with supportive group activities for children as next of kin and how they follow up obtained results.

    


    
      4. METHODS


      A descriptive study with a convenience sample [26] was conducted in 2015. This study was carried out with a sample of managers and group leaders in non-profit organizations in Sweden who provide help in the form of advice, support and/or information (e.g., physical, emotional or practical) for children as next of kin. The data were collected through individual and group interviews.


      
        4.1. Sample and Process


        To be included, the non-profit organization had to provide help in the form of advice and/or support for children as next of kin (up to 18 years). They were not required to perform any form of systematic follow up prior to the study. An informal review of the non-profit organizations in Sweden was made via the Internet. Children got in touch with the non- profit organizations via information- giving at organized public lectures, through advertisements, social media and the internet.


        Forty-seven organizations were identified and contacted by letter, email or phone call, and ten organizations agreed to participate. Managers and group leaders in the interested organizations received oral and written information about the study aims and process, and were asked to provide informed consent. A cooperation agreement was established that involved the organizations providing a contact person and time to participate in the study. For the researchers, the cooperation agreement meant supporting the staff; obtaining increased knowledge about systematic follow up; finding, developing, refining and evaluating items and/or questionnaires; and analyzing the results from the data collected by interviews. The participants were aged between 26 and 74 years, one-third of the participants were women. Many of the participants were educated or were undergoing education in psycho-social areas (e.g., social worker or psychologist).

      


      
        4.2. Data Collection


        The managers and the group leaders (n=49) were interviewed in focus groups or individually [26], giving a total of 20 interviews. The interviews took place at the participants’ work places. Open-ended questions were asked in semi-structured interviews that lasted between 30 and 90 minutes each. The interviews were tape recorded and transcribed verbatim. The interviews included information about the organizations, background, goals, results of the support group activities and the managers’ and the group leaders’ encouragement to provide systematic follow up.

      


      
        4.3. Analysis


        The data collected were analyzed with conventional content analysis [27]. To avoid affecting the data through our own interpretations, the researchers tried to retain the integrity of the data as much as possible [28]. First, the data were read repeatedly to achieve immersion and gain a sense of the whole, the key thoughts and concepts were noted in order to derive codes. The codes were sorted into 14 subcategories based on how they were related to each other. The subcategories were then combined into five categories: “Goals related to systematic follow up”, “Empowering each child”, “Structured supportive group activities”, “Current performed follow up work” and “Future follow up visions”. During the analysis process, the categories were refined by repeatedly studying the interview text and revising the categories. The focus group interviews were analyzed on a group level [26], single quotations were used to highlight the categories that emerged. The interviews are numbered from 1 to 20 in the results, and M denotes “manager”, and GL denotes “group leader”.

      


      
        4.4. Ethical Considerations


        The ethical considerations were made on the basis of the guidelines from the Ethical Advisory Board in South East Sweden (http://www.bth.se/hal/eksydost.nsf/) and Swedish law [29]. There were no dependent relationships between the researchers and participants. The study was of such a nature that it would not harm the children in any way. No personal information from the children, supported by the non-profit organizations, was handled within the study. All collected data were treated confidentially, and participants were informed that they, could withdraw from the study at any time without further explanation.

      

    


    
      5. RESULTS


      The participating organizations (n=10) were located in the middle and southern parts of Sweden. Most of the organizations offered their services within restricted geographical areas, whereas a few of them offered some of their services nationally through online chat or email facilities. Approximately half of the organizations have existed for 10 years or more. Four out of ten organizations were run by faith-based organizations. The organizations have employees ranging from two up to approximately ten people. The participants described that their hours of working with the group activities were after school, on weekends and holidays and all year around.


      All of the organizations offered group activities (for example group talk, discussion, sport, play or cultural event), always led by two group leaders for each activity (in concordance with the Children’s Rights in Society), with predetermined themes in some way. The thematic areas focused on for instance guilt, shame, loneliness, the right to be a child, and children’s rights in society. The number of gatherings differed from usually ten up to twenty three, and the age of the target group differed between six and eighteen years of age. Most organizations invited the children to participate in repeated group activities.


      
        5.1. Goals Related to Systematic Follow Up


        The participants described their organization goals in diverse ways. Some of them were fully aware of the objectives of the organization, whereas others described the goals vaguely. A few of them were unsure and imprecise when describing the organization’s goals, some of the participants had disagreements regarding the goals. However, all participants were able to describe their organizations’ goals in the form of practical conditions for the children such as providing a safe, calm and reliable place. They illustrated a willingness to help the children feel that they are welcome in any way, even though they may be sad or angry.


        
          …. Our statutes… say our goals … and our mission are…//… concrete, yes, but they are probably more obscure... We serve those who are ill and their families…//...yes, but it is for the best of the child to help the child get knowledge and to start talking, that’s the goal! (M14)

        

      


      
        5.2. Empowering Each Child


        The participants considered the child perspective as the most important issue in their work. Their challenges were described as how to help the children function in their particular situations and how to help them move forward with their lives. All participants noted the importance of educating the children in how to actually say no, for instance, if they do not want to see their dad when he is drunk or if they do not want to do the laundry every day; this approach helps the children understand what it means to be a child and what are normal and abnormal responsibilities at a certain age.


        
          ...Some parents have been like this….yes, now they [the children] are protesting more and say no; they don’t want to have that much responsibility at home anymore...//…and we consider that a positive response …. that we are strengthening the children’s ability to say what they mean … I don’t want to do the washing anymore ... I'm only ten years old .... Or I don’t want to take on the responsibility of bringing my siblings to and from pre-school. (M2)

        


        Both the managers and the group leaders considered that they wanted the children to feel safe, have trust and receive support from an adult whom the children can trust in any situation.


        
          Many children describe themselves as very lost, they have found it difficult to set limits, and they have found it difficult to say no. They find it difficult to look people in the eyes, but later you can see a great change as a result of their participation, that they bloom, and you can tell a lot about a child from that… (GL17)

        


        As previously mentioned, the managers and group leaders try to help the children in structuring their lives, e.g., by educating the children in the rights of a child or their rights in the society.


        
          We tell them stories from our own experiences to try to get them to understand that yes, we're talking about children's rights; did you know that you have rights? ... And then they can start thinking about themselves, begin putting words to their own stories, such as talking about how their mom says they have to pick up their little brother every day… (GL8)

        


        In addition, the managers tried to spread the organization’s message in order to increase the children’s awareness and understanding about children as next of kin and to lower their guilt and shame. Participants also illustrated that an absolutely essential way to lower their guilt and shame is to share their feelings with others and to discover that they are not alone in their particular situation.


        
          …the aim of our organization, as it still is today, above all, is to remove the shame surrounding this problem and to talk about it. Because they're [the children] not alone, but the more they open up, the more others will open up as well. (M5)

        

      


      
        5.3. Structured Supportive Group Activities


        According to the group leaders, structure, predictability, order and tidiness were described as having special meaning, both to themselves and for the children. The participants described that they had learned the importance of activity structure in order to keep the participating children feeling safe and secure. The great importance of maintaining the same structure each and every time was underlined. One example of structure included first sharing a meal while chit-chatting, then preparing to perform an activity with a pre-determined theme, and last but not least, a performing pre-determined ‘rounding off’ activity.


        
          … and we are of course consistent ... and completely structured in those things .... It's the same all the time and that's what makes them feel more secure (GL3)

        


        Most participants described satisfaction with their child-supporting work. Both the managers and the group leaders believed they had a supporting, helping, developing and knowledge-sharing function. Further, they described feeling a sense of satisfaction when the children were satisfied with what the organization might offer. For instance, if a child needed additional support, the organizations had plans for helping the child in the form of contacting social services, health care entities or other authorities.


        
          … And then we, with the youth, can make contact with the responsible social service office.... In some cases, the youth's desire may be to accompany them to the meeting ... if needed... (M4)

        


        All participants clearly described the great engagement of the children participating in their group activities, and they wished to help children on their way to a functional daily life. Many of the participants talked about being flexible, which in turn may have meant that they do not strictly follow the established programme.


        
          There must be flexibility when meeting with a group ... then, when you sit down in the group, you have to be flexible and see that one type of activity may not work every time …// ... it’s important not to think you have a template that you always have to follow ... you have to be flexible. (GL6)

        


        Children need to be treated according to their needs, and their needs may be different. Participants from organizations working with children where the parent or another adult who the child permanently lives with unexpectedly dies illustrated that this situation, in many cases, may occur abruptly and unexpectedly for the children, e.g., by suicide. However, other participants described that the situation of the child, in many cases, may have been the same during the child’s entire childhood, and for some children, it may have been perceived as a normal state.


        
          We had this one guy here….his mother was really sick, really mentally ill. He didn’t understand what he was doing here. “I have no sick mum,” the boy said. We knew that was the case, but… (M15)

        


        The activities were described as organized in ways that not only had to suit the children’s situation but also had to suit the children’s ages and levels of development. For instance, some children did not have the capability to describe their feelings; instead, they jumped up and down or hid underneath tables. Other children, from time to time, simply did not want to say or express anything in the group and that was okay. This, in turn, meant that the group leaders did not know much about each child’s situation. However, the group leaders described that these children participated and listened to what was said during the group activity. Subsequently, the children could communicate by role play or using Casper dolls.


        
          …If they feel the need, they may whisper what they want to say, because it’s such an important part of… the basis to why we are here. We need to share, but then it’s okay to say no; those who are not able to talk or, don’t want to talk at that moment, then it’s okay for them to say no, but they always get a chance… (GL9)

        

      


      
        5.4. Current Performed Follow Up Work


        Most participants claimed that they performed some sort of practical follow up, e.g., oral discussions, with the children as well as their parents. They also stated that they had to ensure closure in order to try to help the next child, i.e., “move on”, aiming to help as many children as possible.


        
          We must let the children move on ... so the follow up is similar to a family gathering (M19).

        


        The participants described that their organizations had some sort of documentation system to continuously develop their work. A few participants illustrated anonymized temporary documentation of each child with written consent from the children’s parents. All of the participants stated that such information was always deleted when each group activity ended. They also illustrated confusion and frustration regarding documentation, and legal rights and/or options were described as unclear and messy. In some cases, documentation was described as important, for instance, when showing the organization’s development statistics and figures to contributors.


        
          We have gathered some information, but we try to limit it as much as possible; we do not think we are under any legislation that says we are allowed to do so. Ehh, we all know that psychologists and therapists must do this as well. (M10)

        


        Approximately half of the group leaders did not know if their organization carried out follow ups. One-third of the participants described that they used questionnaires the first time the children participated. The majority of participants asked questions immediately prior to the group activity in various ways. They also explained that the first time the children answer, they say they feel good because they think that is what is expected. However, as time goes by, the children express themselves (by words) as increasingly angry, shameful, sad and unstable, which the group leaders described as more consistent with how the group leaders actually perceive the children. Three organizations performed follow ups in the midst of their group activities, and participants from these organizations described the same pattern with the children’s decreased mental health. Moreover, the participants indicated that it surely is an important result when the children begin to talk and maybe even discuss with each other. Continuous oral discussions were described as natural components of the group activities.


        
          … It would be satisfying to have follow up that’s more continuous; it would be satisfying to, during a longer period of time, compile anonymized material that shows what the results of these group activities mean as well as the resources required. (GL12)

        


        Despite the above-mentioned elements, most of the group leaders described that they experienced important child developmental results during the group sessions and as an accumulated result throughout the term. However, they found it difficult to measure and show others their results. Additionally, they believed that there were several difficulties when following up their activities. An example they describe is that they continuously talked to the children about the fact that the group activity was the start of ongoing work with them; this, in turn, made it difficult to measure follow up correctly. Participants also talked about factors such as the children's ages and development that affected how they might respond to a follow up. Another problem described was that in order to understand and interpret the children’s answers, one must link the answers to their background, i.e., each child had different childhood conditions, and it can be difficult to use standardized questionnaires for all children or to generalize their answers.


        
          You can’t just put it [these data] into a system for all of the children ... because you have no clue about their backgrounds, which are needed to understand these data as well. (GL18)

        


        Most participants stated that they sought to provide evidence of the benefit of their particular group activity, which preferably should be easy to achieve, and then in turn show others.


        
          …Yes, I think it will feel good to get past this, because it’s a little disorganized, this whole thing ... We have never compiled our questionnaires; they are just lying around in bundles. (M14)

        


        The participants illustrated that they constantly, based on everyday experiences, made changes in their way of performing the group activities. They clearly portrayed how, by conversation, they gathered background information and captured the children’s signals of fear, anger or sadness. Further, the participants tried to explain how these conversations were often followed up at the end of group activities, regularly in the form of simple written evaluations.


        
          … They tell us a lot, which in turn tells us a lot about their experience here. We make a sort of reconciliation with them in that we ask them their expectations for the rest of the time, now that half the time has gone. It could be difficult to know what it means to be here when first arriving here. (GL20)

        


        The most common method of follow up was described as “homemade” questions on a piece of paper, which were saved and stored on a shelf. A few participants described that their organization made their follow ups electronically. The children answered predetermined questions before they participated in the group activity, and then the children repeated the same process after six months and at the end of the group activity. One organization had performed systematic follow up work for several years. This organisation routinely administered the following questionnaires: Becks Youth Scales [30], The Ladder of Life [31], Children are People Too [32], Strengths and Difficulties Questionnaire [33] and the Sense of Coherence Scale [34]. The participating children (children > seven years old) responded to one or more questionnaires adjacent to the group activity, and then the children repeated the same process at the end of the group activity.

      


      
        5.5. Future Follow Up Visions


        The majority of the managers stated that they wanted to be able to present what they actually achieved and to show that their way to offer help and support was effective. Most managers described great concern about not retaining funding if they were not able to demonstrate their good work in the aim of increasing the health and wellbeing of children. They spoke enthusiastically about the absolute necessity of follow up work for their future survival.


        
          … I believe that it’s necessary to do this; if we want to continue, I am convinced that we must be able to present our progress in some way to the system were we get the money from. (M13)

        


        The importance of showing others the organization’s results and its achieved goals were acknowledge as increasingly important. Additionally, participants from well-established organizations illustrated the complexity and difficulty in actually showing what the organization achieved in each participating child’s life. They wanted to able to show that the things happening in these children’s lives actually are good and positive for them. For instance, the municipality sometimes requested statistics on the results of the activities that they provided in grants, such as how many of the children were in the group activities due to parental substance abuse, mental illness, among other issues. The participating managers had investigated how to present their results in a proper and illustrative way. However, none believed that they had found the optimal instrument with which to do so. Nevertheless, they illustrate willingness and hope to learn more about systematic follow up.


        
          … In our organization…now that we have started writing reports and looking at different types of statistics, we have noticed that there are questions that we have not asked previously or we have not previously documented that we should document. (M11)

        


        Most participants claimed that they performed some sort of follow up, but most stated that they were not satisfied. Their suggestion was that the follow up ought to be easy to perform, clear, and simple and that it could be stored in a simple way. Other participants said that they would like newer, simpler instruments. One of the participants spoke of the instruments that they use currently, but said that these instruments were too broad and that they also demanded too much of the child.


        Nevertheless, many participants considered their organization to be in urgent need of functional ways to follow up on their supportive group activities. One common opinion was that the participants wanted an easy and user-friendly follow up questionnaire that gave them the ability to view results from their organization and provide them to their financiers.


        
          …If there was a pre-written questionnaire, we would be very happy. (GL20)

        

      

    


    
      6. DISCUSSION


      Our results describe several different types of formulating supportive activities for children as next of kin. The results also reveal great differences in how different non-profit organizations work with follow ups.


      Structure, predictability, order and tidiness were stated as important and meaningful in the supportive group activities for children as next of kin. At the same time, flexibility for each group of children and every new situation was also widely presented. Further, child focus, education, safety and trust were important; these factors were observed as the absolute main tasks and the reasons for being involved in that particular organization. Earlier studies have also shown that children’s knowledge and understanding regarding their family situation have a crucial impact on how they further are able to handle the situation [35, 36]. In line with the present results, previous studies have emphasized the importance of the professional’s role in age-appropriate communication and integration with children as next of kin [2, 37, 38] highlighted the lack of supportive activities for children as next of kin and indicated that these activities need to be further developed and evaluated. In our study, the participants experienced important child developmental results from their supportive activities. However, they found it challenging to measure what they had achieved and also experienced difficulty in showing others in an appropriate and clear manner. The results further revealed that the participants found it difficult to generalize the answers from the follow ups, and they also illustrated great confusion regarding documentation and expressed concern about not retaining funding due to deficiencies in their presentation techniques. In some organisations follow ups were used first and foremost to continuously follow child development, develop their work and show others their group support results. In concordance with Söderlind [39] participants described problems such as child stigmatization, lack of time, lack of meaning or relevance for the organizations’ goals when using questionnaires. On the other hand Glad et al. [40], reported that focus had shifted from costly follow ups to actually seeing and understanding the value of follow ups at both individual and group levels.


      In line with Hansson [5], we found that systematic follow up on an individual and group level was carried out to a very limited extent. Often, there was a lack of systematic documentation of goals, content and results, which in turn could impact future quality and organization development. At the same time, the organizations showed a moral as well as ethical obligation to ensure that the supportive activities they offer children as next of kin are suitable and of good quality [39].


      Finally, follow up was described as very important for producing the best for children as next of kin and for developing their practical daily work. However, another main issue in accomplishing systematic follow up is to show the results to policy makers and possible contributors. We identified several different ways to manage and perform systematic follow ups in non-profit organizations. Nevertheless, the participants expressed a large and clear need for education on the subject of systematic follow up, and many participants asked for a simple, short and useful instrument to aid in follow up. During this study, we did not identify any validated instruments that matched these organizations' requests and needs.


      We regard our study as useful for exploring how non-profit organizations work with and support children as next of kin and how they follow up the results of the support activities they provide. Twenty interviews with a total of 49 participants were deemed an adequate sample size for variation in organizations and participants [26]. With a convenience sample, the participants were self-selected into the study by responding directly to the authors. Those who chose to participate may well have been those most interested, negatively or positively, by their experience of systematic follow up and therefore with the most commitment, interest in and opinion on this topic. Although this may be the case, the open and reflective narratives (on average, 50 minutes) revealed valuable insights, about the organizations and their support for children as next of kin and how they work with follow up. However, we interviewed managers and group leaders separately, and the interviews were tape-recorded and transcribed verbatim, and the categories were checked against the original data. Moreover, representative citations confirmed the descriptions, which ensured the credibility of the results [26].

    


    
      CONCLUSION


      With this research project, the SFCCC began work to support non-profit organizations in developing the systematic follow up of supportive activities for children as next of kin. The organizations involved have a large burden of work and have limited resources for this work. Meanwhile, the children targeted by these organizations are increasing in number. Several other organizations are still in need of support, and staff working to give children support require additional knowledge about systematic follow up. Furthermore, there is still a large gap in the knowledge regarding the affected child’s position in systematic follow up. The children’s valuable opinions should be captured. Therefore, politicians and policy makers must be made aware that interventions for work with systematic follow up need to be accelerated. Indeed, we have only just scratched the surface, and much work remains. Together with different stakeholders, the SFCCC aims to create a meaningful, evidence-based systematic follow up method. Therefore, the current study must be followed by additional research and development work together with voluntary organizations.
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