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    1. Introduction


    In this research report, we present the results obtained from the scientific research conducted during the first year of the project “Create Your Future”.


    The overall purpose of this research is to understand the needs and challenges that childhood cancer survivors in Europe have to face once they have overcome the disease, and more specifically, when they resume their education (usually interrupted by illness) and confront their future-vocational guidance.


    As we shall see throughout this report, the emergence of the disease (childhood cancer between 0-15 years old) affects these children in different degrees, both the educative process and social, emotional, physical aspects.


    Available studies, together with the interaction between health professionals, family associations, cancer patients and young survivors themselves, state that the expected recovery of child cancer today is very high, but the process significantly affects these children, forcing them -in most cases- to postpone or greatly alter their relationships, educational and leisure activities and living conditions.


    We have seen from the initial review of experiences and previous studies that this is a relatively unexplored and unknown field for educational research. To carry out the work we contacted and asked for advice at different times, from the different European family associations and cancer patients, reaching the conclusion that there is a important gap of knowledge based on two crucial issues for improving the quality of life and expectations of children with cancer and young survivors: How does disease affect educational processes of children with cancer? And what are the needs, barriers and challenges experienced once they have overcome the disease?.


    These two issues try to answer this study providing comprehensive information and some conclusions that we hope will be useful to parents and educators and be taken into account by employers and public administration.


    The research presented here has been coordinated and carried out by the team of researchers of the University of Santiago that take part in the project “Create your Future”. We often counted on the logistical support and advice from members of the project and partner associations listed below, without which we would not have had access to the young Europeans survivors of childhood cancer who participated in the study and provided the necessary data for research.


    The present report aims to describe the research process and results obtained. It has been organized into two parts following the Scientific Research Report’s formal structure:


    • A first part explaining in detail the research design and the instruments developed for data collection (Sections 1-5).


    • A second part where the interpretative analysis of the data obtained (quantitative and qualitative) and the main conclusions are presented, both organized around the four research objectives.


    We are especially thankful for the continued support that has been provided to us by the partner associations and the enthusiasm with which they have received project initiative. They also communicated to us a very important idea which we feel profoundly committed to: there is much hope in the battle against cancer, we all have something to contribute, and together we are stronger.


    Adversity changes us, makes us see life from another perspective, makes us strong and generous. This generosity and this vital intensity is transmitted to us and all those with whom we are engaged in the “Create Your Future” project. We hope this work and important contributions are seen in Europe as key to developing educational and labour market policy that respond to the needs of childhood cancer survivors.
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    2. Issue and Research objectives


    In the field of Education Sciences, and in particular hospital pedagogy, multiple educational innovation initiatives have been developed to facilitate the training during the illness and convalescence of school-age children and adults, and even the development of e-learning systems for inpatient Bienzle, H. et al (2008)1 .


    We have therefore interesting resources and innovative educational experiences, but not outstanding in-depth research that reveals the full complexity of needs and educational experiences of children with cancer during and after illness.


    In other words, there is a gap in educational research that blocks the visibility to this reality and identification of the needs, problems and challenges that these children, young people and their families face. It also defines the areas of intervention and improvement that the authorities should respond to with their educational, occupational, economic and social policies among others. The project aims to respond to this challenge.


    Taking into account the above considerations and trying to effectively answer them, we formulated the following research problem:


    “To know the needs and challenges European childhood cancer survivors are facing once they overcome the disease, and in particular, when they retake their educational process and face their professional future”


    The problem culminated in the following general objectives that served us to guide the study design and data collection instruments


    1.To know to what extent the diagnosis of disease, recovery process and medical treatment could affect the experience of these childhood cancer survivors and their school performance.


    2.To analyze to what extent the disease conditions the childhood cancer survivors´s social life, relationships, personal attitudes and self image. All of them are crucial aspects in the educational process and personal growth.


    3.To analyze how the disease affects the vision of their professional future and their access to the world of work. Barriers experienced needs and strengths.


    4.To discover the point of view of a childhood cancer survivor’s professional future, learning needs and educational and vocational guidance.


    
      1 This is for instance the case of the European e-hospital Project, previously developed by some of the participant partners in “Create Your Future” (Die Berater, USC y CESGA) and from whose website the handbook and the research report can be downloaded (www.ehospital-project.net/downloads.htm)

    

  


  
    3. Methodology and phases of the study


    To find answers to the objectives, we developed a descriptive research by using the method of survey which is one of the methods most commonly used in educational research. With the term survey, we generically refer to descriptive studies that collect large amounts of data at a given time (cross-cutting) -Hernández Sampieri et al. (2007) - through various types of instruments, of which the questionnaire is the most used, Cohen y Manion (1990). In this case, we developed and used two complementary instruments for data collection: the questionnaire and semi-structured interview applied to survivors of childhood cancer from four European countries (Spain, Austria, Bulgaria and Greece).


    Research as shown, was developed in three phases which were not sequential, since as McMillan and Schumacher (2005) put it, we understand research as an “interactive process between the researcher and the logic of the problem, design and interpretations”.


    • A first phase which begins with the request in each country of formal authorization for the collection of data according to ethical research protocols, and which also includes the selection of the sample and the development, validation and application of the questionnaire.


    • A second phase of development, validation and implementation of face to face semi-structured interviews as well as a purposive selection of the sample.


    • And a third phase which comprises the processing and analysis of data from the questionnaires and interviews and concludes with the presentation of the main results of the research and the findings-results of the study.


    In Table 1 shown below the main decisions taken in each of the phases of the study are described in detail.


    [image: t1.jpg]


    Table 1. Phases of the study

  


  
    4. Data collection instruments


    As already mentioned above, we designed two instruments that are included in the final report annexes to obtain research data:


    1.Create Your Future questionnaire on the difficulties, needs and challenges of Childhood Cancer Survivors after their treatment and on their way back to education and work. (Annex 1)


    2.Create Your Future In-depth interview protocol (Annex 2)


    We will briefly outline each of them.


    4.1. “Create your Future” questionnaire


    It is an electronic format questionnaire specifically designed for this purpose consisting of 29 questions organized around four dimensions, consistent with the problem and aims of the research. For its preparation, we reviewed previous studies available on children and young people with cancer. Although they do not address the same study object, they contributed important key ideas to be kept in mind from a psychological and medical point of view.


    We formulated a first version of the questionnaire, taking into account our knowledge about the problem, the literature reviewed (González Carrión, 2007; Solana, 2005; Ochoa et al, 2010; Grau Rubio, 1993,1999,2001; Grau Rubio y Cañete Nieto, 2000; Die-Trill, 1993; Díaz Asper, 1993; SEOM, 2007; Mehnert et al, 2013) and the results previously obtained from the project consortium during the elaboration of the “Desk Research in 13 European Countries: Career Counselling Offers for Childhood Cancer Survivors” (Ziegler, 2015).


    To certify the validity of the tool, this first version was submitted to a “Panel of Judges” process, which led to the final version. In the validation process different profiles were involved: heads of the partner associations in the project (all of them directly involved with children with cancer and survivors of childhood cancer), primary and secondary school teachers, psychologists from oncology patients associations, parents of child survivors and health professionals. Reviewing the initial version led to many recommendations and improvements used to conclude with the final version of the tool. The annexes at the end of the report contain the final version.


    As we have said above, the “Create Your Future questionnaire on the difficulties, needs and challenges of Childhood Cancer Survivors after their treatment and on their way back to education and work” consists of 29 items of various types:


    • Closed-ended questions or with dichotomous response options, for instance item 9.


    • Multiple-choice questions, e.g., item 10.


    • Evaluation questions in different formats of Likert-type construction, for example item 16.


    • Open questions, for example item 2 and 29.


    The questions are grouped around the following dimensions:


    I.General and personal aspects of survivors (Item 1-15).


    II.Education: barriers and needs experienced (Item 16-20).


    III.Social life: experienced barriers and needs (Item 21-24).


    IV.World or work and professional future: barriers and needs experienced (Item 25-29).


    We want to conclude the description of the Create your Future questionnaire by addressing the reliability indices. That is to say, the data stability and consistency that we have obtained. Reliability or internal consistency of the instrument was tested through internal consistency coefficient Cronbach , used when scales have more than two items (Bisquerra, 1987). Specifically this statistical test was applied to all scales of the questionnaire (questions 16, 19, 22, 23, 25, 26, 27 and 28) obtaining a Cronbach (Cronbach Alpha) = 0.948.


    [image: 041.jpg]


    Table 2. Reliability analysis (global-element statisticians) item 16


    Values close to 1, the highest, lead us to consider as very acceptable the different reliability indices reached. According to Bisquerra (1987) correlation interval located between 0.8 and 1 could consider as very high and therefore denote high levels of precision and internal consistency. Therefore we can say that the questionnaire designed has a very high reliability rate.


    In order to analyze the relationship of each of the internal components of each item with the total of the internal ratio reached, we have also obtained the item-total correlation jointly presented for each of the scales. As shown in tables 2 to 8 representing the possible variations of the coefficient of reliability if you delete an item, in no way significantly improve the reliability of the instrument if you delete an item, which we can conclude that they all contribute positively to the internal consistency of the instrument.
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    Table 3. Reliability analysis (global-element statisticians) item 19
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    Table 4. Reliability analysis (global-element statisticians) item 22
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    Table 5. Reliability analysis (global-element statisticians) item 23
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    Table 6. Reliability analysis (global-element statisticians) item 25
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    Table 7. Reliability analysis (global-element statisticians) item 26
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    Table 8. Reliability analysis (global-element statisticians) item 28


    4.2. “Create your Future” interview


    Vocational guidance is based on two main guiding principles:


    • The idea of training as a process of personal fulfilment and to respond to changes in society (Lifelong learning).


    • The idea of continuous professional improvement and the flexibility of career paths (can be trained for the changes in the professions and the world of work increasingly dynamic and interconnected).


    All people need to define their career path and relate it to their formal educational activities and/or self-learning. Cancer survivors are not in the same situation when tackling the process, both because of medical and psychosocial effects, and because of the difficulties of planning their professional future after such a complex experience.


    Also the experience of the disease in many cases can have positive effects, not only negative, as it has contributed to the development of the person allowing them to deal with situations of difficulty with a maturity far exceeding what would be typical of their age.


    This interview aims to gain a first-hand look at the needs, concerns and childhood issues of cancer survivors (15-25 years) considered important for their professional guidance. On the basis of these contributions, we will develop a training program for career guidance and awareness initiative for employers.


    We formulated the questions following dimensions to learn about the process of personal training or strategies that they have practiced to find work or prepare for their professional future. Questions about their more personal experience consist of: concerns and issues that they feel can have an impact on their working lives and necessary for employers and institutions to take into account.


    We elaborate a semi-structured interview specifically for this purpose, also consisting of 7 large blocks, where we formulated questions to guide the development of the interview. We seek each interviewee express their thoughts and the interviewer formulate any question which helps to expose all the possibilities. Therefore, questions depend on the development of the interview and the characteristics of each case. They also conform to each case in the form of dialogue and are made suitable for the experience of each survivor.


    The protocol consists of a set of open ended questions organized as a flexible script around the following dimensions:


    1.Current Situation of the survivor: it enquires whether the survivors still study or have already completed their education, if their incorporation into the world of work is imminent, and to what extent the illness experience has conditioned their interests and attitudes.


    2.Educational trajectory: it explores the experience in their educational process and depending on how it has been, what the needs are of educational and vocational guidance they currently have.


    3.Personal trajectory: poses a personal analysis after the experience to discover their needs necessary for meeting their professional future, abilities, strengths and interests.


    4.Professional future: poses the projection towards how they face the future by addressing the difficulties perceived in order to join the world of work, concerns and fears, as well as the advantages and strong points of what they have experienced and contributed to the professional world


    5.Job search experience: identifies whether they have explored the world of employment, the level of awareness of existing services to facilitate job search and the extent to respond or not to the specific needs of survivors.


    6.Experience with employees: in those cases in which they have had experience with employers and the world of work, to know the conditions they are offered, situations of support or difficulty in the workplace.


    7.Difficulties experienced by the survivors in the workplace and the aspects which, according to the survivors, employers should take into account to facilitate their employment.


    As we can see, following the dimensions and questions set up in the interview we aim to have an in-depth retrospective and projective survivors overview. We ask this reflection of their experience to see what significant aspects stand out and to determine the value they give to the experience and the process of personal development, the strategies that the survivors set up to find work or to prepare for professional future.


    However, we also ask them to specify their concerns about both now and the future. We also ask them to specify personal issues that might occur in the working life and they deem necessary that employers and institutions take into account. The interview complements the questionnaire data and allows us to broaden the experiences of the survivors in a qualitative way.

  


  
    5. Selection and description of the study sample


    Our study population consists of young childhood cancer survivors between the ages of 15 and 25 years from four participating countries: Austria, Bulgaria, Spain and Greece. That is to say, the ages of the pediatric oncology units ranges between 0 and 15 years old. It is obviously a rather indefinite population because it is invisible and hardly be delimited.


    One of the first steps that we gave at the start of the study was to interview the different associations and access children’s Oncology units directly or through families to try to identify the study population. Surprisingly, few databases or specific units exist that allow us to keep track of cases of childhood Oncology or contact them.


    The professionals of the Spanish Association against cancer (AECC), with whom we interviewed, ratified that we have a large amount of information about pediatric oncology units and about the cases, but once the disease is over, there is a vacuum in the next stage, with regard to the needs that are experienced and the process of returning to everyday life.


    Taking into account the lack of opportunities to have databases or specific sources that would allow us to define the population, we decided to accede to survivors through the partners of the project and other specific associations identified in our environment and social networks as it is the case in Spain of the “Spanish Association of adolescents and young adults with cancer”(AAA)1.


    Since the beginning of the project we had marked a theoretical sample of 400 survivors (100 per country) for the application of the questionnaire and 24 survivors (6 per country) for the implementation of the interview. We decided to get the sample with the help of associations, which helped us distribute the questionnaire and locate the survivors.


    5.1 Distribution of the questionnaire sample
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    Table 9. Distribution per country of the quantitative study actual sample (Questionnaire)


    In table 9 the quantitative study actual sample consists of a total of 355 survivors percentage distributed among the four countries of the study as follows: Spain 31.3 %, Bulgaria 27.3 % , Austria 21.7 % and Greece 19.7 %
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    Figure 1. Distribution per country of the quantitative study actual sample.


    In terms of distribution by gender of the participants in the quantitative study who answered the electronic questionnaire, as shown in Table 10, 59,2% of survivors who participated in the study were woman and 40,8% were male.
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    Table 10. Distribution by gender of quantitative study actual sample
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    Figure 2. Breakdown/Distribution by gender, actual sample of the quantitative study. (Questionnaire)


    5.2. Distribution of the interview sample


    [image: T11.jpg]


    Table 11. Distribution per country of the qualitative study actual sample (Interview)


    In table 11 the real sample of the qualitative study consisted of a total of 26 survivors interviewed distributed percentage among the countries of the study in the following way: 30.8% Spain, 27% Austria, 23% Bulgaria and 19.2% Greece.
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    Table 12. Distribution per gender of qualitative study actual sample.


    Regarding the distribution by gender of the participants in the qualitative study and who we interviewed face to face, a greater representation of women participated as can be seen in table 12 (77% % of the survivors who participated in the study were women and 23 % men)


    The high percentage of participating women may be due to their greater willingness to engage in the study and participate in awareness-raising actions. It is not related to the fact that women suffer a higher rate of Pediatric oncological diseases. In this sense, no studies show strong correlations between gender and childhood cancer disease.


    
      1 www.adolescentesyjovenesconcancer.com

    

  


  
    6. Data analysis


    In this research, we have compiled data that has been analyzed quantitatively and qualitatively, depending on the nature of the questions comprising the questionnaire, semi-structured interview and the data obtained.


    To respond to the objectives of our research, we have made a differentiated analysis from the data of the questionnaires and the interviews. Although the presentation of the data obtained from both sources (questionnaire and interviews) will be interspersed and the information has been triangulated.


    Quantitative data analysis of the questionnaire has been based mainly on univariable statistics with a descriptive purpose and in bivariable statistics. We did this to assess the degree and the form of possible associations between variables, the significance of the results and significant differences between groups and variables.


    In relation to the open ended questions, in which survivors gave us their personal opinion regarding the areas in which we asked their opinions from the questionnaire, we conducted a content analysis.


    In the Table 13 below we collect with detail all the techniques of data analysis from the questionnaire and the objectives set for its application in each case. For the realization of the analysis we used the program SPSS (Statistical Software for Social Science) 20.0 version.
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    Table 13. Data analysis techniques applied in the questionnaire


    The election of these tests responds to 3 main reasons:


    • Its relevance with the characteristics of the data that we have handled in each case.


    • Its potential to respond to the objectives pursued in each case.


    • Its significance in other educational research


    Regarding the data analysis from the interviews, we performed a qualitative analysis using categories and codes. Initially, we established categories and subcategories with their associated codes. Then we proceeded to code each interview as information was identified for each category . Finally, we pooled the information in each category and subcategory and proceeded to perform the analysis.


    The categories and subcategories of analysis were defined as follows:


    Objective 1: To know to what extent the diagnosis of disease and the recovery process and medical treatment could affect the experience of these childhood cancer survivors and their school performance.


    Cat. 1. The experience has influence on the progress and educational achievement


    Subcat. 1.1. The continuity or not of the educational process to achieve a professional profile


    Subcat. 1.2. The choice or not of the career path according to interests and level


    Subcat. 1.3. Training throughout lifetime


    Cat. 2. The late effects marks the stages of personal development


    Cat. 3. Educational and Professional counselling


    Subcat. 3.1. In the school system


    Subcat. 3.2. Other support for educational guidance


    Subcat. 3.3. Professional Guindance


    Objective 2: To analyze to what extent the disease is conditioning the childhood cancer survivors´s social life, their relationships, personal attitudes and their self image. All of them are crucial aspects in the educational process and personal growth.


    Cat. 4. To maintain social relationships


    Cat. 5. Attitudes towards all periods of their personal development


    Cat. 6. Self-image


    Objective 3: To analyze how the disease affects the vision of their professional future and their access to the world of work. Barriers experienced needs and strengths.


    Cat. 7. Attitude towards integration in the labour market


    Subcat. 7.1. The place of work in their lives


    Subcat. 7.2. They are concerned about getting a job in the future


    Subcat. 7.3. Expectations in relation to their position


    Cat. 8. Access to the labour market


    Subcat. 8.1. Looking for work


    Subcat. 8.2. Strategies towards difficulties of finding a job


    Cat. 9. Barriers in the labour market


    Subcat. 9.1. Employers lack of awareness of the illness and its effects


    Subcat. 9.2. The influence of the late effects in the job position


    Subcat. 9.3. The conditions and work in a company. Problems with employers, even in companies with positions for disabled people


    Cat. 10. The requirements they feel necessary for a job


    Subcat. 10.1. Requests made to the labour market or employers


    Subcat. 10.2. Personal needs


    Cat. 11. How they see themselves in a job


    Subcat. 11.1. Carrying out the tasks


    Subcat. 11.2. Involvement with their work


    Subcat. 11.3. Relationships with others


    Subcat. 11.4. Improving their jobs


    Objective 4: To know how childhood cancer survivors see themselves about professional future, their learning needs and educational and vocational guidance.


    Cat. 12. Attitudes and proposals for the future


    Subcat. 12.1. Perceived needs


    Subcat. 12.2. Educational guidance needs


    Subcat. 12.3. Professional guidance needs


    Subcat. 12.4. Work proposals and proposals for employers

  


  
    6.1. Description of the results obtained through the questionnaire


    The high volume of data obtained and the diversity of the same in terms of the different nature of the variables, obliges us to adopt a sequence for the presentation of the results. This will not only allow for the understanding of general finds, but also information on result provided in terms of the achievement of the objectives we initially set.


    For this reason, we have decided to pursue the following sequence: firstly we draw up the most relevant characteristics of the childhood cancer survivors who participated, to later focus one by one on the objectives of the research and respond to each of them. In the results, we combined both data from questionnaires and interviews in order to respond to each of the objectives and delve into the results.


    6.1.1. Survivors participating in the qualitative study (profile)


    Before putting forward the study sample we have made reference to source countries and gender of survivors respondents. In this first section, we shall provide some data that allows us to have a more detailed description of its characteristics.
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    Table 14. Context where they reside.


    The ages of childhood cancer survivors group who participated in our study ranges from 14 to 43 years, being the average age of all of 22,67 years. Although the majority (68.2%) of survivors resides in cities (urban contexts in Europe), a significant percentage lives in semi-urban settings (20.6%) and rural (11.3%) where they don´t usually have their own hospitals.
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    Table 15. Type of Childhood cancer diagnosed.


    The ages when the diagnosis of the respondents is made, are between 0 and 20 years old considering the highest (over 15 years) age of repetition or appearance of a second tumour. The mean age at which the first diagnosis occurs is 9.65 years and the average age at the end of treatment (recovery) is 12 years old. That is, generally speaking, one can say that between the final diagnosis and treatment elapse an average of almost 3 years.
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    Figure 3: Type of childhood cancer diagnosed


    In terms of the type of oncological disease diagnosed to the survivors, two are the the most frequent coinciding with other studies and reports of paediatric oncology (Table 15). Leukemia (48.7 %) and lymphomas (19.2 %) are the variants most frequent (67.9 % of the cases), being less frequent the following:


    •Brain tumours and central nervous system (9,3%)


    •Bone Cancer (6,2%)


    •Others (4,5%)


    •Neuroblastoma (3,9%)


    •Soft tissue Cancer (3,7%)


    •Wilm`s tumour (kidney) (2,8%)


    •Germ cells tumours (1,1%)


    •Malignant Epithelial Cancer (0,6%)
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    Table 16. Long term effects or sequels


    More than a half of the Childhood cancer survivors suffer some late and long term effects (54,9%) compared to 41.5% who fortunately after the medical discharge do not have late and long term effects.


    Survivors who fortunately do not suffer late and long term effects reinforce the idea that these significantly determine life and the situation of each person and should be considered:


    “I have answered from my point of view, I was very small when I took ill of cancer and don’t have any late effects; of course, the point of view would be very different in the case of a person with late effects.”


    [image: t17.jpg]


    Table 17. Type of late or long term effects or sequels


    As we can see in table 17, frequent late and long term effects affecting survivors are lack of concentration (21.4%), others (21.7%), fatigue (18.6%) and lack of memory (14.4%), manifesting also others but with less frequency such as:


    • Motoric impairment (10,7%)


    • Fertility problems (9%)


    • Hearing impairment (8,5%)


    • Visual impairment (6,8%)


    • Pulmonary diseases (4,5%)


    • Heart problems (4,2%)


    21.7% of surveyed survivors experience another type of late or long-term effects after treatment not considered by the initial response categories. The analysis of open responses to this question provides valuable information to delve into this issue and understand the kind of difficulties that may arise and how they can affect their educational processes, social dynamics and even their future contexts and work activities.


    In particular, the analysis of open responses issued by the survivors allows us to highlight 5 types of late effects that may significantly influence their professional, social and educational activities:


    A first block, related to “Visual impairments” (inflammations of the eye or vision loss) that could be included in the initial “Visual difficulties” category, should be considered and minimized as far as possible in work and educational contexts with tools of accessibility (screen readers, amplifiers, adapted keyboards...).


    A second block relative to “Motor and/or muscular problems” (joint aches, backache and muscular, balance problems, power problems, osteoporosis...) that although they belong to “motor difficulties” category, again deserve to be highlighted by the clear physical impact on them and they must be considered and minimized to the extent possible in the educational and occupational contexts with guidelines and resources that facilitate Improving ergonomics in schools and employment contexts.


    A third block concerning “Problems of skin, hair, and skin care” (alopecia, allergies, colour changes and pigmentation of the skin, growth problems, weight gain due to the medication, tooth loss...) that directly affects the physical image of the survivors. They should be considered and standardized in such a way that they do not pose barriers or difficulties in the educational and occupational contexts.


    A fourth block relative to “psychological and/or cognitive problems” (lack of concentration, comprehension difficulties and verbal expression, slower pace, low self-esteem, insecurity, depression etc. ) that directly affects the mood and the emotional balance of survivors and should be considered in the educational and working contexts (flexible learning processes, psychological support, etc. )


    A fifth block is configured by the “problems related to fertility and sexual life” (infertility, erectile dysfunction) as a result of the treatments. They are going to have an important impact on their personal development and vital projects.


    We would also like to know the most common late and long term effects which occur depending on the types of oncological diseases. Given the results obtained in the study, we can say that Neuroblastomas survivors (with a 85,7%), Brain Tumours and Central Nervous System (81,8%), Bone Cancer (81%) and Germ Cells Tumour (75%) experience the highest late and long term effects rate. While Retinoblastoma (0%), Liver Cancer (0%) or Neoplastic malignant epithelial cancer survivors (0%) participating in this research don’t have late effects for the long-term effects of treatments (See Table no. 17)


    It is important to emphasize that oncological survivors of those types, with major incidence among children (Leukemia-40,5 % -and Linfomas-57,4 %-), present these late and long term effects in rates close to 50%. That must be considered and tackled by the ergonomic, organizational measurements and accessibility adapted from the educational institutions and for the employers.


    In extreme and rare cases, some late and long effects become disabling and must be recognized by the government administration. In this sense public administration must devise evaluation and specific recognition measures for cancer survivors and do it in an effective and fast way. We need to avoid some situations such as the ones survivors related to us in their final contributions to the open question in the questionnaire that are extremely worrying:


    “In my case, the late effects have been long-term, I am disabled both in my daily life as well as professionally and they don’t recognise my work disability or my disability.”
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    Table 18. Late or long-term effects according to the different survivors group


    We focus now on the participant survivor’s academical/labour situation. As we can see in table 19, 36.9% of respondents have or are currently completing their high/university education, 23.4% Upper secundary-education course, 17.5 % vocational training and only 22.3% have just completed the compulsory education (primary and/or secondary school). In general terms, one can say the group is characterized by a good educational level.


    [image: t19.jpg]


    Table 19. Educational level of childhood cancer survivors


    As we discussed earlier, the average age of the survivors who have participated in the survey is 22.67 years and the average age of diagnosis is 9 years old. We expect that those young people are likely, despite the impact of the disease, as shown by the results obtained, to continue their education.
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    Table 20. Current occupation


    As we can see (table 20), a high percentage of survivors are currently studying (59.7%) and most (46%) attend college, 17.4% vocational training, 26.8% secondary education and only 9.8% compulsory education (table 20). The incidence of the disease in the educational process could, as we will see later, interrupt or slow down the process. Only very low percentages (3.1%) resulted in the definitive dropout.
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    Table 21. Type of studies that are currently studying


    The data presented above highlights the importance that the return to the education system suits the needs of this group and provides reintegration mechanisms that allow the continuity of the training processes. Survivors emphasize it:


    “I have answered from my point of view, I was very small when I took ill of cancer and don’t have any late effects; of course, the point of view would be very different in the case of a person with late effects.”


    Going forward, the data that reflects the survivors surveyed current situation (Figure 4) shows a significant percentage currently working (28.5%), 8.5% seeking employment and, fortunately, the lowest percentages of survivors are unemployed (1.4 %) or are unable to work (2 %).
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    Figure 4. Current Situation/Occupation


    If we have previously highlighted the importance of the educational system, which articulates protocols and measures standardization to facilitate the continuity of the formative processes, now we must also note that employers and those responsible for the employment policy must articulate measures that promote the employment of this collective group. The establishment of the basic conditions of ergonomics and accessibility allows these workers to perform their functions in response to the difficulties arising from the long-term effects of treatment. As we saw above, those effects in the majority are not limitations, but they do require a more flexible and specific attention.


    Focusing now on 28.5% of survivors that are currently working, we wanted to know the type of sectors and the role it plays. In this sense we find two types of situations:


    • An important group of survivors work in lower skilled jobs (Clerk, receptionist, carrier, seller, cleaning, cashier, dependent). During the interviews, we could sometimes detect cases of the refusal to find higher qualified job for fear or insecurity, frustrating in some cases very strong professional vocations (for example towards teaching). They consider that this decision is reviewable when enough time goes by so they can distance themselves from the episode of the disease. Which leads us to say that after a defined time survivors regain self-confidence and face the future with enthusiasm, where it can be useful to offer alternatives of educational and vocational guidance.


    • Another important group of survivors work in medium-skilled jobs (accounting, administrative, adviser, computer support) or highly skilled jobs (professor, doctor, nurse, graphic designer, dietician, physiotherapist). This leads us to affirm that they have defined their professional careers and reached a satisfactory skill level in the exercising of their jobs and employment.


    To conclude this first section of data analysis in which the characteristics of the childhood cancer survivors group who participated in the study are defined, we focus on some of their social and family characteristics.
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    Table 22. Residence status


    We are interested in knowing the degree of dependence or independence, taking into account the context of residence (table 22). Characterized as a relatively young population that largely studies, a majority of the percentage of survivors lives with their parents / families (66.2%), but also a considerably significant percentage live independently (31.6%) either with their partner (15.5%), with friends or colleagues (3.7%) or alone (12.4%). Only 0.6% is in a situation of complete dependence that forces them to live in a specific clinic or residential centre. This data reflects the status of any young person of their age and shows that only a small percentage childhood cancer disease leads to a situation of complete dependence and therefore as the survivors themselves have told us in interviews “you can overcome (adversity)”,” there is always hope “ and “ everything seems impossible until it is done”.
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    Table 23. Parents laboral situation (Member family 1)


    As for the parents-mothers of the survivors employment status, which is an important factor that may influence to some extent the expectations and future prospects of young people (training opportunities, career choices), the data shows that an overall majority of the percentage of parents (92.1% -member 1- and 85% -member2-) have a job or are pensioners. However, 7.9% to 15% parental unemployment is also considered and can affect the entire family unit (both parents are unemployed or single-parent families also represented in the sample).
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    Table 24. Parents laboral situation (Member family 2)


    The unemployment data is particularly sensitive because it can affect families facing particularly vulnerable situations (illness), conditioning the educational and professional future of the survivors and their expectation of recovery that should be protected, depending on the social policies of each country. In this sense, some of the testimonies of the survivors interviewed highlight the need for measures to protect the employment of parents-mothers of children with oncological diseases with flexible working conditions during treatment and convalescence. Essential care and dedication from the family during the illness of the child pose serious challenges to maintain schedules and work routines, and as stated in the testimony of survivors who can be made to quit their jobs or even lose them.
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    Table 25. Fathers-mothers professions (family member 1)


    In respect of the type of professions of parents as we can see in the tables included below, they are distributed in different categories of the following way:


    Unit family member 1 (Table 25):


    • Employee in a company (25,6%)


    • Civil servant (15,8%)


    • Self-employed and liberal professions (15, 2%)


    • Businessman/Businesswoman (13%)


    • Administrative, Shopkeeper (12,1%)


    • Household tasks (7,6%)


    • Others (6,8%)


    • Farmer, Cattle-raiser, Fisherman (3,9%)
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    Table 26. Fathers-mothers Profession. (Family member 2)


    Member 2 of the unit family (Table 26):


    • Employee in a company (24,1%)


    • Civil Servant (18,5%)


    • Self-employed and liberal professions (16,3%)


    • Household tasks (16,3%)


    • Businessman/Businesswoman (9,7%)


    • Administrative, Shopkeeper (8,8%)


    • Other (4,1%)


    • Farmer, Cattle-raiser, Fisherman (2,2%)

  


  
    6.1.2. Education: barriers and needs experienced by survivors of childhood cancer


    The data presented in this section seeks to respond to the first overall objective of our study and was aimed at:


    “To know to what extent the diagnosis of disease and the recovery process and medical treatment could affect the experience of these childhood cancer survivors and their school performance.”


    Thus intending to answer this question, in the fieldwork, we address issues such as the needs and difficulties experienced by survivors during medical treatment and reincorporation into school, aid which they had at their disposal and the importance it attached to each of them or the effects and implications of the disease in school performance.
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    Table 27. Educational experience during the treatment and reincorporation into school (Likert scale. Mean scores)


    In order to know about survivors’ experiences during illness and in their reincorporation to schools, we formulate a Likert scale and ask for their level of agreement/identification with a set of statements relating to 4 variables: Impact of the process on the possibilities of attendance and participation in school activities, impact on the process and pace of learning, impact on relations and interaction with peers and teachers and experience returning to school after treatment.


    Table 27 presents the mean scores on a scale from 1 (Completely disagree) to 5 (completely agree) granted by the survivors of statements to show their agreement level. The average scores in general show a high agreement with all of the statements (above the mean average scale (2.5).


    1.During the treatment it is necessary to keep contact with the school, teachers and classmates (4,18)


    2.The reincorporation into school activities requires special attention to help catch up (4,05)


    3.The treatment of the illness made it difficult to regularly go to school (3,94)


    4.When I returned to school after treatment, classmates were all very supportive (3,84)


    5.After treatment teachers supported me and helped me catch up with school (3,82)


    6.Because of the side effects of the treatment (fatigue, anaemia, weakness...) I often missed class (3,72)


    7.The treatment protocols and treatment effects made it difficult to keep up with school (3,42)


    8.The treatment process makes the relations with friends and colleagues difficult (3,32)


    9.After treatment I would have needed more support from teachers or other professionals (educational advisors, psychologist, etc.) (3,21)


    10.After treatment it was difficult for me to keep up with the teaching and learning pace in school (3,06)


    11.Returning to school was harder than I thought it would be (2,89)


    12.Because of the side effects of the treatment (fatigue, anaemia, weakness, lack of concentration,...) I had learning difficulties (2,87)


    13.I had learning difficulties because of my long-term effects (2,53)


    In table 28, if we take into account the extreme response categories together (4 – very - and 5 - completely - indicating high or very high degree in accordance with each item of the scale) data obtained show several matters:


    • The importance of maintaining the link with the school, the teachers and peers during treatment for children affected by an oncologic disease (77.8% of the respondents considered it important or very important)


    • Difficulties to attend class regularly because of the illness (64.2% of the respondents give a high or very high value) and how it involves recurrent absences from school (for the 60,6% of respondents) Some survivors express it in this way in their contributions to the open-ended questions:


    “With regard to studies I think that it is necessary to have support at first because the long stay at hospital leads to a loss of academic performance. Before anything else, we must think that we are all the same in a special situation. Thanks.”


    • A need felt for special attention at the moment of reincorporation to the school to be informed and reincorporate themselves into the school rhythm and activities (for 74,3 % of the survivors). As well as that, in general, the reincorporation process received an important support from the professor (66,5 %) and from the partners (66,1 %) but it never turns out to be sufficient. 49,1 % indicates that they should need a major support from the professorship and other specialists (counsellors, psychologists). Some survivors express their contributions to the open final question in the following manner:


    “The adaptation of a child with cancer at school after the stay at hospital is very important. By means of information and help of the schools’ professionals as well as classmates, schools can find a better way to integrate children who suffer this illness. For this reason, it is necessary to promote projects so that the situation of the child with cancer in his/her school environment returns to normal because unfortunately, at present, there still are problems”.


    • The incidence of the disease and the difficulties in social relations and social dynamics that take place in school (46.8%).


    • The direct impact of the disease and treatment processes of learning and school performance. Also the difficulty to keep a proper pace during school (47.1%) and after treatment (41.9%) and learning problems resulting from side effects of treatment (33%) or long-term effects (24.9%).
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    Table 28. Educational experience during the treatment and reincorporation to the school (Likert scale, valid percentages)


    We have made some statistical tests (non-parametric tests: Chi square) to see if there are significant differences among the survivors of the four countries regarding the educational experience during treatment and reincorporation (into school). We observe significant differences depending on the country of origin of the survivors. Thus, the Greek survivors experienced minor difficulties in attending classes, but greater after treatment, considering that they would have needed more support after treatment (Table 29). Spanish survivors, however, showed the opposite pattern. After treatment, the Austrian and Bulgarian survivors reported greater difficulty in social relationships (friends and colleagues).
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    Table 29. Mean scores on the assessment of the educational experience of survivors during treatment and reincorporation and Chi square values showed significant differences by country of origin


    Focusing now on the gender variable and taking into account the results of the U Mann-Whitney, the results have shown significant impact in a few aspects of the educational experience during treatment and reincorporation of survivors of childhood cancer: the girls feel a higher need to maintain contact with school, teachers and peers (U = 10607; p = .001) and more often indicate that teachers supported them (U = 11399; p = 0.044). Boys who report a greater degree of learning disability problems because of the late and long-term treatment effects (U = 11253.5; p = .011), show greater difficulty in attending class (U = 11477; p = 0.021).


    We wanted to know whether there are significant differences in the educational experience during treatment and reincorporation depending on the type of childhood cancer that affects survivors of our study. For all statistical tests contrasts related to this variable (type of cancer) we selected the four most common cancers (83.4% of the sample) to ensure the power of statistical analysis. We analyzed: leukemia, lymphomas, brain tumours, and bone cancer.


    Regarding the educational experience during treatment and reincorporation, the Kruskal-Wallis tests show that those who miss school most frequently, do so because of the late effects of treatment (fatigue, anaemia, listlessness, lack of concentration...) (χ2 = 8.114; p = 0.44) where the bone cancer survivors followed by leukemia and lymphoma and finally the ones who have had brain tumours indicated that their classmates supported them when they rejoined the school (χ2 = 14.458; p = 0.02). Furthermore, survivors of leukemia, lymphoma and brain tumours stated that bone cancer survivors would have needed more help from various professionals after treatment (χ2 = 8.081; p = 0.44).


    The emergence of the disease is very clearly projected on the educational experience of minors making it necessary to adopt specific measures to guarantee the right to education and the adaptation of the system to the needs of this group. Overall, associations develop important support function, but the education system must also meet the needs of this group. Generally teachers are committed to help, but specific protocols should exist in all of the centres to ensure adequate attention for the needs of sick children.


    “ The work of the teachers of the school where I studied was not at all correct because they didn’t get involved to a great extent; thanks to the support of my parents -both teachers- and to the work of the AUXILIA association, I slowly went back to my duties and I reached the curricular level of my classmates without having to repeat a class. “
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    Figure 5. Situation of the Survivors after the treatment


    We were interested in not only specifying which aspects affect the situation, but also the level of incidence. Therefore we asked the survivors for their educational situation at the end of treatment. Fortunately, as shown in Table 30, quitting school occurs only at a very low percentage (1.5%), while 71.7% of survivors normally return to school and the same classroom after treatment ended. Results also show that in 7.4% of cases, children are forced to change schools (either because of the need of special support measures or other reasons) and a significant percentage of them (19, 5%) is forced to repeat a year due to lower performance and difficulty of keeping the school pace during treatment.
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    Table30. Situation of the Survivors after the treatment.


    Also in this case we made some statistical tests (non-parametric tests: Chi square) to see if there are significant differences among the survivors of the four countries on the educational situation at the end of treatment. This variable of the analysis did not include the data concerning Greece, since only 16 Greek survivors answered the questions, limiting the statistical power of the analysis that could have been done.


    The situation of survivors after treatment differs significantly depending on their country of origin (χ2 = 27.811; p < 0.001). Although as discussed above, most of them could normally return to the same school and classroom in which they studied prior to treatment. Survivors are distributed unevenly in other categories of this variable. As shown in Figure 7, in Bulgaria a significant percentage of survivors had to change the type of school or retake a school year (repeat grades)while in Spain and in Austria a high percentage of survivors had to redo a school year (Figure 6).


    [image: figure6.jpg]


    Figure 6. Situation of survivors during and after treatment in schools (in percentages) that had significant differences depending on the variable country


    This data shows that the cancer disease has a significant effect on the rate and school results during treatment, but adequate aids during and after treatment can ensure the continuity of the educational process. Also, the educational system can contribute to minimize the effect of the disease and improve the quality of life of children. Some of the necessary aids during treatment should be: Contact/meetings with tutor, school counsellor, teachers, peers, as far as possible and flexible teaching/education and paying particular attention to the child in the process of reincorporation offering specific educational reinforcement and support. Here we will focus on what extent the aids were within the reach.
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    Table 31. Educational aids available during the treatment.


    Regarding the type of educational aids with which childhood cancer survivors counted during treatment, as shown in Table 31, more than half of survivors did not have most of them available.


    • Accessibility measures (hearing aids, adapted keyboards, etc.) (94,4% did not have them at their disposal)


    • Others. In the open ended question we emphasize: notes from their classmates, teacher awareness, “home visitor” teachers (93% did not have them at their disposal)


    • Technological resources (Computer/tablet, Internet) (75,2% did not have at their disposal)


    • Teacher hospital educator(70,7% did not have at their disposal )


    • Support teachers / private classes / reinforcement classes (68% didn´t have at their disposal)


    • Hospital classroom (66,2% did not have at their disposal )


    • Detailed information about the development of the school subjects (55,8% did not have at their disposal )


    • Study materials and activities to work at my own pace (52,4% did not have at their disposal )


    • Flexibility in the delivery of activities and exams (55,8% did not have at their disposal)


    • Contact/meetings with my tutor, school counsellor, teachers (56,6% did not have at their disposal )


    • Contact/meetings with classmates (56,6% did not have at their disposal)


    The aid package which more than half of respondents said they did not have access to during treatment mainly concern:


    Specific support of teachers, peers and other education professionals who can play a crucial role in these cases. This is for example the case in Spain, Teacher/Hospital educator is a generalized figure in all pediatric units of the hospitals dependent on educational administration (hospital schools). Psychologists are generally members of the health system and are present in most of the hospitals with pediatric units or cancer treatment unit benchmarks. Educational and professional counsellors who are generally present in schools and exercising an advisory role and support to students. The data obtained about this aid package shows that only a small percentage of the survivors had some of them at their disposal: Teacher/Hospital educator (29.3%), contact / meetings with teachers / tutor (43.4%), teacher’s support (31.8%), contact / meetings with classmates (43.4%).


    Accessibility measures and technological resources which are essential to making more bearable or minimizing / offsetting the usual short and long-term treatment effects (long term effects). This is the case, for example, of Information and Communication technologies (ICT) as tablets, computers and Internet connection allowing access to the information and interaction despite the mobility or distance limitations. The data obtained suggests that only a low percentage of the survivors had some of these aids available: technological resources (24.8%), measures of accessibility (hearing aids, adapted keyboards, etc.) (5.6%). It is noteworthy that although short and long term effects suffered by children during the treatment and affecting such sensitive and crucial issues as mobility, strength or mood are frequent, accessibility measures should be the ones less available as indicated by the fact that 94.4% of the survivors interviewed did not have access to this type of aid during the treatment.


    Curricular adaptations that allow flexibility in the educational process and are adapted to the conditions resulting from the disease and medical treatment. This is the case for example of detailed information on the evolution of subjects (44.2%), flexibility in the delivery of activities and tests (44.2%) or hospital classroom(33.8%) usually responsible for adapting and safeguarding the educational process during the hospital stay. With regard to the latter point, considering the age range of children (0-15 years), some of the answers to open-ended questions showed that even having a hospital classroom and a hospital teacher available, the educational level of some survivors does not fit in as these teachers usually teach primary, but not secondary education (“the hospital professor gave no secondary school lessons”). If the pediatric oncology units in the hospitals attend 0-15 year old children, hospital classrooms available should also meet the educational needs and specificities of the broad age range.


    We wanted to know whether the aid made available to survivors during treatment varies depending on the country they belong to. In this sense chi-square tests have also been carried out showing significant differences in most of the educational aids that survivors had at their disposal during treatment. In general, Greece stands out in educational aids available for the survivors in the school center during the treatment, all lower scores are for the case of Austria except in the variable on the existence of support teachers (Figure 7).
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    Figure 7. Educational aids available during treatment (in percentages) obtained significance differences depending of the variable country


    Regarding educational aids available in hospitals during the treatment, unlike the ones in the school center, Greece offers less aids such as existence of Hospital classroom, Teacher/Hospital educator. Spain offers more aid of this type (Figure 8).
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    Figure 8. Hospital setting aids available for survivors (in percentages) that had significant differences depending on the variable country


    With the intention of knowing now the importance that the survivors attached to another type of aid after treatment and therefore to identify the needs which they face, we made a Likert scale with various proposals in order to evaluate gradually other complementary measures supporting educational measures.
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    Table 32. Importance survivors give to other kind of aids after the treatment (likert scale. Mean values)


    Table 32 presents the mean scores on a scale of 1 (nothing important) to 5 (very important) that survivors give to each one of the aids showing their level of agreement. The scores for all of the items of the scale typically give a high degree of importance to all the aids formulated (scores all above 3.5 on a maximum score of 5).


    The survivors established the following priority:


    1. Family support (4,72)


    2. Support from Friends (4,61)


    3. Leisure activities and entertainment (4,42)


    4. Caregivers support (doctors/nurses) (4,35)


    5. Teacher support (4,30)


    6. Psychological support (4,29)


    7. Contact with other survivors with oncological diseases (4,22)


    8. Flexibility in the delivery of activities and exams (4,16)


    9. Technological resources (Computer/tablet, Internet…) (3,94)


    10. Support teacher / private classes / reinforcement classes (3,92)


    11. Accessibility measures (hearing aids, adapted keyboards, etc.)(3,58)


    [image: t33.jpg]


    Table 33. Importance survivors give to other kind of support after treatment (Likert scale valid percentages)


    As we see (Table 33) the two most valuable aids are family support (93% consider quite or very important) and the support of close friends / environment (88.8%). Also the other professional support post-treatment is a high value resource to them: health support staff (82.2% considers quite or very important) and support staff (80.4%).


    It is also worth noting the importance they attach to have recreational activities and entertainment after treatment, as we see it is the third most valued aid and it is evaluated as important or very important by 84.8% of survivors. This fact makes us think about the strong impact of the disease process and treatment on a person because of suffering the insecurity, stress and physical experience and the importance of providing non-formal entertainment and leisure alternative and some degree of disconnection and mental well-being and relaxation to encourage the normalization of life in the later stages of treatment.


    We wanted to know whether the importance survivors granted to these other aid after the treatment varies depending on the country to which they belong. In this sense, the country of origin also showed a significant effect. The Kruskal-Wallis test results show that the Greek survivors award very high scores to all items (averages between 4.97 and 5). The Austrian and Spaniard survivors expressed higher scores than the rest in the variable family support. Also in leisure activities and support of health workers items, Austria showed the lowest scores of importance. The Bulgarian survivors, however, reported a greater importance of psychological support, followed by leisure activities. Survivors from Austria, Bulgaria and Spain agree, indicating that measures of accessibility are the least important resource from those included in the questionnaire, surpassing in any case the average scale score.
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    Table 34. Mean scores on the assessment of the importance of support during treatment and Chi square values showed significant differences by country of origin


    Considering now the variable type of cancer, and taking into account the results of the Kruskal-Wallis as shown in Table 35, in general, leukemia survivors rated as most important almost all the aid received after treatment than the other survivors, especially with regard to psychological support and technological resources, but the survivors of lymphoma have expressed similar ratings as the survivors of leukemia in support of health workers and recreational activities and entertainment.
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    Table 35. Mean scores on the assessment of the importance of aid after treatment and Kuskal-Wallis values showed significant differences depending on the type of cancer Variable
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    Figure 9. Impact of the disease and treatment in school performance of the survivors


    So far we have been analyzing the main educational problems experienced by children with cancer, the needs they face and the necessity of implementing aids for reincorporation into school. As we have seen, the process of illness and convalescence has important effects on learning processes and social relations that take place in school. The survivors require special attention and monitoring both stages of hospital care (absence from school) and return to school. We now want to assess the impact of the disease on school performance in global terms. When we talk about the disease we don’t refer strictly to the health problems but the whole life situation contained therein and which is largely determined by the response -or lack of social answer- and the education system.


    The data obtained in the study (Figure 9) show that the disease has a direct impact on the academic performance of a significant percentage of childhood cancer survivors (73.5%). The incidence rate is specified in different grades:


    •Little impact cases (25.2% and 23.5% little nothing), as can be gleaned from interviews, make reference to those who were diagnosed at very early ages (0-3) and therefore in more flexible education stages in which both teaching methods and educational objectives are better suited to different rhythms and student situations (Preschool education).


    •Important impact cases (48.3% of survivors) refer to processes that result in delays even involve repeat a school year due to the inability to attend class during hospitalization and convalescence and the consequences of the loss of class, slower rhythms or difficulties associated with long-term effects of treatment and the long term effects.


    •More complex cases fortunately occur in very low percentages (3.1%), where as a result of the process, the child drops out of school and in a very decisive way the educational process is interrupted.
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    Table 36. Impact of the disease and treatment in survivors school performance


    All these caseloads should be considered by teachers and education authorities with a dual purpose: to promote the continuity of the educational process during convalescence and ensure that all childhood cancer survivors acquire the level of basic training needed to define their professional future and develop their life projects.


    We start from the premise that society and the education system must be adapted to the diversity of students’ particular situations to ensure the right to education and equal opportunities. For this reason we believe that the impact of the disease on school performance of childhood cancer survivors, as we have seen, is determined by many factors (physical, cognitive, psychological limitations arising from the illness, absence of compensatory measures, lack of specific support, etc.) and must be addressed explicitly and decisively. Schools and training systems and labour market integration should bring together countervailing measures.


    6.1.3 Social life: barriers and needs experienced by childhood cancer survivors


    The data presented in this section tries to answer the second objective of our study which was oriented to:


    “To analyze to what extent the disease is conditioning the childhood cancer survivors´s social life, their relationships, personal attitudes and their self image”. All of them are crucial aspects in the educational process and personal growth.


    Thus, with the intention of responding to this issue, in the field work, we handle aspects such as the extent to which the disease process affects the social life of the survivor, their relationships with other in different fields (school, family, friends and acquaintances), aids which they had available during treatment for personal well-being and to what extent can be conditioned or be conditioning their attitudes and self-image. We should consider all of these aspects with importance when analyzing the reality, potential and needs of this group.
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    Table 37. Aid designed to promote relations with others and personal well-being that survivors had at its disposal during the treatment


    The illness experience has a relevant impact on all facets of child life and the associations, health and educational institutions offer -or they should do- various aids during treatment. In table 37, the most frequent help the survivors had during the treatment were family support (86,2 %), psychological support (68,5 %), Caregivers support (doctors/nurses) (67,9 %) and the support from friends (65,2 %). That is to say, the continuous and social and emotional assistance is crucial to emotionally support them, convert the recovery process in a common goal and to make them feel accompanied. Some of the survivors’ surveyed expressed themselves clearly in the concluding observations and recommendations of the questionnaire (open question). This may mean the socio-affective accompaniment of them during the treatment and the difficulties that sometimes are raised when dealing with disease by the people who are part of their circle. This is why it is so necessary to know the reality of childhood cancer and learn to settle down and normalize the disease:


    “it can only be understood when it happens to you, and as everything else in life, the others and receiving help is very necessary (…) In these cases, people don’t know how to help”.


    On the other hand, as we see the specialized care of health professionals (psychologists, doctors and nurses) is another determining factor -as we shall see in the interviews- for emotional balance and the personal safety of minors during the treatment. In this sense, human dimension of the profession is particularly important and constant in the way these professionals act as it expressed by one of the respondents:


    “Thanks to all the people (personnel of the oncopediatric ward, hospital classroom, private teacher, Aspanoa...) for always been there when I needed you. THANKS!!”


    We want to emphasize the importance of the psychologist as a indispensable professional in pediatric oncology units, as stated by the participants in this study (survivors, families and support associations). Psychologists are not always available or not referred to these units in the public health structure, and many cases are being recruited by the associations to alleviate this shortfall in public hospitals, and with the consequent difficulty to get the necessary permission to provide the service within the hospitals as they don’t belong to the public administration.


    Some aid less frequently available during treatment includes: recreation and entertainment during the convalescence at home (59.7 % did not have), support of the teachers (52.1 %), contact with other children with oncological diseases (51.5 % ), Leisure activities and entertainment in the hospital (59.7 %) and other (99.4 %) resources of leisure and entertainment such as video games (Nintendo, psp2, laptop computer) or other specialized professionals (physiotherapists).


    The results emphasize again the importance of alternative leisure and entertainment during and after treatment which we consider fundamental for the emotional well-being. They also make visible an element of special relevance, which is the need to socialize the disease and share the experience with other peers in order to reinforce, support each other and have motivational references and examples that reinforce the child during the illness. In this context the input received through the last question in the questionnaire (open) in which survivors share their worries and concerns makes a lot of sense:


    “The only thing that I could mention, is the lack of access to help others. Since I was 18 years old, I have wanted to help in the Association, I love children and I wanted to help at the Hospital, games, handicrafts,... They didn’t give me any facilities, nor whom to speak to, nor where I could go, nothing. That is the negative part that I see in all this, that there are trips, meetings, etc., but that there is no access to Hospitals, daily, as a volunteer.”


    This demand concerns the emotional and affective value that it means for children with cancer to count on other children/young referents who have passed through the same situation. We have found that it is common for survivors of childhood cancer to opt for health and education professions as they want to “give something back” in a certain way or “contribute” to children experiencing the disease in the same extent that they have received from their teachers, doctors, nurses and carers.


    “I have been a leukemia patient for two years and now I want to study Medicine. On one hand, I come from a family of doctors, and on the other, my doctors saved my life and one day I want to be like them!”


    Also they show the trend of continuing the work through partnerships that have helped them as active volunteers (summer camps, awareness campaigns, assistance, etc. ). In this sense some of them insist that health institutions consider the necessity of having references of “equals” and articulate effective means to perform volunteer work and “accompaniment between equals” during hospitalization.
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    Table 38. Importance survivors who have granted to the following aid aimed at promoting relationships with others and personal well during treatment and today (Likert Scale : Mean scores )


    Consistent with previous findings as shown in Table 38 (average scores on a scale of 1-5), survivors attach great importance to all aid that can help them with the process related to the permanent and personal socio-emotional involvement (-4,76- family support, support from friends -4,63-), support of different professionals (support of personal health (doctors / nurses) -4,52-, counselling and support -4,33- support from my teachers -4,24-), availability of leisure activities in the hospital -4,33- and at home -4,44- and access and identification with others (4.27).


    Considering the scores in percentage terms (Table 39) the most valuable aid during treatment and at the present time is family support (94.1% of respondents consider them quite important or very important), support from friends ( 91.5%) and Caregivers support (doctors/nurses) (88.1%). While having little representation in the responses to the open ended question of the item “other aid” some survivors say “pets”, highlighting the importance of counting on the pets that are part of the usual environment. Not being representative, however it brings an element that had not initially planned which connects to the psycho-educational trend supported in pet therapy whose contributions are currently being evaluated and demonstrated in the educational intervention with pupils with special educational needs.


    It is important to note that the survivors appreciate the support with a pragmatic sense as long as they are aware that during the illness process specific needs arise that have a direct impact on the own disease evolution, but they categorically insist that the disease would not become a differentiation or discrimination element because the fundamental objective is to be one of the regular group and normalize the issue of cancer in the society.


    “Although I’m in favour of helping those who need it, in my opinion any deference towards cancer survivors becomes a discrimination in itself because what the survivors want most is to be one more and not to be pointed out during all their life because of having cancer.”
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    Table 39. Importance the survivors attach to to dispose of the following aid aimed at promoting relations with others and the welfare staff during their treatment and at present (Likert Scale: valid percentages)


    To know the impact of disease on the survivors’ social and personal dimension we formulate a Likert scale requesting their level of agreement/identification with a set of statements relating to 3 variables: Incidence of the disease in the personal attitudes, incidence in the perception they have of themselves and their self-esteem and the impact on their relationships with others.


    Table 40 presents the mean scores on a scale from 1 (Strongly Disagree) to 5 (strongly agree) granted by the survivors to each of the statements that show level of agreement with the same. As we can see, the mean scores for each of the items of the scale show differences in function of the subdomains commented on (attitudes, perception of themselves, relationships) that are consistent and explain the priority that set out to assess the necessary aid. Below are the items ordered from the highest to the average score:


    • Family support is key for well-being and a good development (4,81)


    • The illness has had a clear impact on family members (changing relationships and conditions) (3,91)


    • The illness has had a clear impact on my personal relationships limiting them to the closest social environment (3,10)


    • The fact that many people don`t know about childhood cancer and late effects makes it hard for some to relate to me. And that makes social participation difficult for me (2,55)


    • The late effects of the treatment have negatively affected my self-confidence (2,36)


    • The experience of the illness negatively impacts on my sense of security (2,32)


    • The late effects of the treatment make me prefer to be on my own rather than in company (2,25)


    • Late effects negatively changed the way that people relate to me (2,10)


    • The experience of the illness negatively impacts on my self-esteem (2,10)


    • Late effects negatively changed the way I relate to other people (2,07)


    • The experience of the illness negatively impacts on my attitude towards life (2,04)


    • Friends abandoned me (1,92)
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    Table 40. The Social Dimension: to what extent the situation of disease affects survivors social life, relationships and personal attitude (Likert scale. Mean Scores)


    Only the first four items obtained agreement scores higher than the average value of the scale (2.5).
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    Table 41. The Social Dimension: to what extent the situation of disease affects survivors social life, relationships and personal attitude (Likert scale. Valid percentages)


    In Table 41, if we consider together the two extreme response categories (4 and 5 – mostly agree- –Completely agree indicating high or very high agreement with each item on the scale) data obtained reveals several issues:


    1. The critical nature of the family unit in the process of coping with childhood cancer, which highlights the need to implement measures to protect and support the family unit on which the cancer has impacted. For almost all survivors of childhood cancer, family support is key to the welfare and good evolution of sick children with cancer (95.5) and a very high percentage of them show that the disease has a clear impact on the family (73.2%). In this regard, in-depth interviews have shown how therapeutic routines require great changes in family life (workplace, relationships,taking care of siblings). Usually one of the two heads of households must devote his or herself to accompany the minor, so that the other can guarantee basic income family without altering their work performance. The situation is exacerbated and compounded in single-parent families that also are represented in the study. The interviews have revealed a case in which one of the head householders lost his job for taking time away from work to accompany the child to hospital therapies. This requires that those responsible for labour policies implement protective measures and flexible employment of parents of children with oncological diseases and to pay special attention to single-parent families usually subject to a greater vulnerability in these situations.


    Besides the impact on the workplace, as the interviews have shown, the couple’s and siblings’ relationships are also affected. The worry and stress resulting from the impact of the disease on the child and treatment, the physical separation in many cases imposed travel and stay in hospitals and reference units certainly affects the atmosphere and family affective state. Usually head of householders spread roles and responsibilities in the process to ensure the economic and job security and medical care of children so that one of the two heads of household can assume the role of regularly accompanying the child in the hospital (usually women) and another assumes the role of ensuring stability of income keeping work demands. To do so could have serious consequences. Both roles involve resignations, internal tensions and great sacrifices as we can imagine and all this affects relationships. Brothers / sisters of the child affected by an oncological disease also experience the effects. The physical separation in some periods (hospitalization) of one of the parents, that shows a lack of affection, makes the less sick child resent the stress and concern for the situation of the brother / sister. It also affects their mood and their personal and educational experience.


    Therefore we conclude the necessity of global management (educational, employment and social policy) that also bears in mind the impact on child oncological diseases household and develop measures (labour rights, compensatory measures, educational services) to help minimize this impact and allow them to focus with all the intensity required on the recovery process of children.


    2. The need for the social normalization of the disease as something you get over and accept as part of reality, so that it does not entail a social obstacle for children and childhood cancer survivors. In this sense, a large percentage of respondents (32.7%) largely say (quite agree and completely agree) that social ignorance of the disease poses serious obstacles to these children to be able to interact. And in some cases, even the minority- indicates that affected themselves in the way they relate to others (17.7%) or others with them (17.2%). Therefore campaigns of social awareness of the child cancer problematic and survivors’ reality should include the objective and positive information about the disease, raise awareness of the implications and needs and promote an approach to this natural reality from the knowledge of the most suitable strategies to accompany the children and their families as they need to contribute to their welfare and social acceptance.


    3. For most survivors -and fortunately due to the effectiveness of the aid received from the different associations and healthcare and education professionals- the experience of the illness has not had a major impact on their self-esteem (66% said disagree or totally disagree, 1 and 2 scores taken together), or sense of security (57.4%) and attitude to life (66.2%) and moved as we see too a positive view of the disease not without difficulties. Visions to be transferred to the awareness actions and social information about the problem in order to change attitudes and normalize this reality:


    “I’m studying my career without problems and with good grades”


    “Life is hard, so without effort it is difficult that you achieve your goal.”


    Moreover, as regards these personal variables (self-esteem, security and self-perception), it is noteworthy that childhood cancer survivors are generally characterized by high resilience and strength due to premature ripening involved in the recovery process. This is how they perceive it and express talking about themselves as we can see in the interviews and we extract from the questionnaire.


    “Personally I don’t have such disadvantages. The experience of the illness has allowed me to have a lot of confidence in myself and thanks also to the support of the activities organized by the cancer association (more than before).”


    “In spite of all the process, when one overcomes it, one feels that nothing can with you, it is admirable.”


    “I think that the illness has prepared me to face difficulties better and in a more positive way and I don’t find myself in a worse situation than other young people that have not been through the illness.”


    “In my case I don’t have important late effects. Although the experience was hard, and it leaves scars, it has given me a spirit of achievement. And I am cured, I don’t feel ill.”


    Therefore these personal variables that characterize young childhood cancer survivors: resilience, strength and ability to overcome constitute a strong argument to be considered by employers and should be given visibility. Resilience, effort and improvement are nowadays considered key skills in Europe of workers in a constant changing labour context and increasing complexity. Therefore awareness and knowledge of the reality of survivors must be addressed to break the stereotypes, fears and prejudices about the productivity of the workforce and employment in Europe.
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    Figure 10. Social impact of the disease: self-image and relationships with others


    Just to break those stereotypes and fears we can say that although childhood cancer disease has very important consequences for the child’s life, as shown in Table 42, impact has no irreversible consequences, but it does have some positive learning.


    Only 8.7% of survivors report that the disease led to the isolation and loss of friends, 47% recognize that it had a strong impact but with time and effort they recover and they maintain a satisfactory social life and 44 2% of them claim that it hardly altered self-image and attitude towards life and the world of relationships.
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    Table 42. Social impact of the disease: self-image and relationships with others


    To complete this section we wanted to know if the social and personal experience of survivors varies depending on some of characteristics such as gender, the country to which they belong or the type of cancer they have had.


    In the social sphere, also the Kruskal-Wallis tests highlighted a significant effect of the variable country in the importance given by the survivors to all aid evaluated during treatment and at present time (table 43). Greek survivors again give all aid in general very high scores (between 4.96-5). Spanish and Austrians survivors showed similar scores, giving greater importance to family support, friends and medical personnel, and minor to psychological support; while the Spanish survivors gave higher scores to teacher support. The Austrian participants gave it the worst. On the other hand, Bulgarian survivors reported the importance of support of friends, counselling and recreational activities at home and in the hospital, giving minor value to health workers and teachers.
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    Table 43. Means obtained in the assessment of the importance of aid designed to promote relationships with others and personal wellbeing during treatment and at present depending on the variable country


    Focusing now on the scores awarded by the survivors in the scale likert (question 23) making reference to the attitudes to life, self perception and their world of relationships, the Kruskal-Wallis test results have shown that the survivors of the 4 countries considered that family support is key to well-being and a good evolution, although the Greeks survivors feel more identified with that statement. The Bulgarian survivors, followed by Austrians and Greeks, consider to a greater extent that the disease has had an impact on the family (Table 44). On the other hand, greater identification of the Austrian and Bulgarian survivors (although the scores are around the mean, i.e., around 2.5 out of 5) with respect to the Spanish and Greek survivors on the impact of the disease on their social relationships (how they relate to others with them or the loss of friends) and their attitude towards life (including the self-confidence and self-esteem).
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    Table 44. Means obtained in the assessment of the importance of aid designed to promote relationships with others and personal wellbeing during treatment and at present depending on the variable country


    Finally, we also found significant differences between countries by Chi square test (χ2) regarding the impact of the disease in self-image and survivor’s relationships with others (χ2 = 19.716; p =0.001). In this case we have not considered the responses of the Greek survivors since there were very few respondents (question 24) for a non-representative sample would distort the results. In all countries a high percentage of survivors indicated that the disease had a significant impact but they have managed to restore confidence and social life (Austria: 56.2%; Belgium: 50.2%; Spain: 40.6%). However, in Spain the highest percentage of survivors (50.6%) reported that the disease had little impact on their self-image and social relations.
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    Figure 11. Impact of the disease on survivors’ self-image and social relations (in percentages) that obtained significant differences according to variable country.


    Turning now to the variable gender and taking into account the results of the U Mann-Whitney tests, the results have shown a significant impact on a few aspects of attitudes towards life, the perception of themselves and the world. Male survivors (question 23) further reported they prefer to be alone instead of accompanied (U = 13333.5; p = 0.036) during the aftermath of the treatment. They also reported the presence of learning disabilities because of the late and long-term treatment of their disease (U = 13333.5; p = 0.036). Also, men refer to the consequences of treatment that have negatively affected the way they relate to others (U = 13025.5; p = 0.013 ) and generally the aftermath of treatment, negatively influence their attitude towards life (U = 12517.5; p = 0.002). The attitude of men differs so greatly from women with a greater tendency to isolation, a greater negative effect on confidence in themselves and on their attitude toward life.


    Focusing now on the variable cancer type and bearing in mind the Kruskal-Wallis test results, in general, the survivors evaluation of the importance of receiving various aids during treatment and currently also vary depending on the cancer type, with leukemia and lymphomas survivors giving importance to psychological support, teachers support, friends, contact with other children with oncological disease and leisure and entertainment activities in the hospital and during convalescence at home.
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    Table 45. Average values obtained in the assessment of the importance of aid during the treatment and currently that showed significant differences in function of the variable type of cancer


    Also in terms of the impact of the disease on survivor´s social and personal dimension (question 23) leukemia and lymphomas survivors significantly differ according to the Kruskal-Wallis tests (χ2 = 8.674, p = .034) from the others when they identify with the statement “family support is key to the well-being and good evolution.”

  


  
    6.1.4. Professional future and world of work: barriers and experienced needs for childhood cancer survivors


    The data presented in this section tries to answer the third and fourth overall objectives of our study that were oriented to:


    “To analyze how the disease affects the vision of their professional future and their access to the world of work. Barriers and experienced needs and strengths”.


    “To know how childhood cancer survivors see themselves about professional future, their learning needs and educational and vocational guidance”.


    With the intention of responding to these questions, in the field work, we address aspects such as priorities and professional expectations, the possible uncertainties, concerns or demands posed and training needs and requests formulated by survivors.


    To learn how childhood cancer survivors feel towards their professional future we elaborate a Likert scale requesting the level of agreement with a set of statements relating to 3 variables: expectations and professional priorities and concerns that were brought to the world of work and attitude with which they face their future career.


    In Table 46, we present the average scores on a scale of 1 (no agreement) to 5 (completely agree) granted by the survivors to each of the statements that show the level of agreement with them. Then the mean scores obtained appear in descending order:


    1. I feel capable of carrying out a full time profession in the future (4,15)


    2. To study and prepare myself for a profession is one of my priorities (4,13)


    3. I know what I would like to become/to do professionally (3,81)


    4. The labour market (employers, administration, trainers) must take into account the needs that have come from the long term effects due to my illness and its treatment (3,74)


    5. The experience lived through was hard but it hasn’t affected my training (3,57)


    6. My priority at this moment is to search for work in whatever comes up (2,92)


    7. I feel insecure when I think about my professional future (2,56)


    8. As a result of my illness my training has some shortcomings and I need additional training that will allow me to face the professional future (2,17)


    9. The experience I lived through limits my professional future (2,10)


    10. I worry about discrimination by future employers (2,05)


    11. I worry that I won’t find work due to my long term effects (2,01)


    12. I worry that I won’t find work due to my cancer experience (1,95)


    13. I worry about being bullied by future employers or colleagues (1,79)
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    Table 46. Professional Future: attitudes, expectations and needs of childhood cancer survivors (Likert scale. Mean Scores)


    As you can see, complementing the analysis with the data in table 47, if we bear in mind the response categories grouped in the extremes (1-completely disagree - and 2-mostly disagree - on the one hand that indicate little or no agreement and 4 –quite agree- and 5 –completely agree- that indicate high or very high agreement with each item on the scale) data obtained reveal several issues:


    1. Survivors generally show quite or a very positive attitude to professional future, showing a positive self-image and good levels of personal safety and self-confidence. For example more than a half of the survivors will not feel insecure when they think about their future career (51.8%), 63.9% clearly knew what they would like to work professionally and 75.8% feel unable to perform a profession full-time in the future but generally do not feel that the disease has limited their professional aspirations (66.8%)


    Although the general tone is positive and we can say that in general the survivors’ attitudes are a very solid foundation on which to base future proposals for educational and vocational guidance and specific learning actions, it cannot and must not avoid data showing that in this group a minority group presents significant levels of insecurity about their professional future (28.5%), doubt of what they would like to become/to do professionally (14.3 %) and a 10.5 % feel unable to carry out a full time profession in the future. Therefore the actions that we launch must address personal attitudes to work, build self-confidence, self-knowledge and in the world of professional work knowledge as pathways which help define its priorities. Also they will have to be analyzed and to work the reasons that provoke this sense of inadequacy, and those linked to the late and long-term effects of the illness and treatment will have to be an object of social protection policies in those invalidating cases and of ergonomics and accessibility in the labour contexts.
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    Table 47. Professional Future: attitudes, expectations and needs of childhood cancer survivor (Likert Scale: valid percentages)


    2. Survivors in general at this time of their life prioritize training and preparation for employment so there is a clear and strong desire and a positive predisposition towards training. Elements that must be taken into account in the proposed vocational guidance aimed at this group. Thus, 78.8% say their priority is to study and prepare for a career. Moreover, 25% admit that the process has been tough and has had an impact on their education and training and 21.7% recognize gaps as a result of the disease.


    Therefore, the proposals for educational guidance aimed at survivors must be able to include an educational assessment at the time of reincorporation to school (educational institutions) and the development of curriculum adaptations and reinforcements in order to correct these gaps. Initiatives or proposed training school (complementary to the formal education system) as was referred to in the project Create your future, shall be considered among the objectives of survivors who have left the educational system; the acquisition of the core competencies of the compulsory education and coordination with the educational institutions in this area for those survivors who are still in the system and who are the majority from what we’ve seen in the study.


    It concerns us that 38,3% of the survivors affirm that “their priority at this moment is to search for work in whatever comes up”. Bearing in mind the descriptive information of the group that is characterized for being very young, with an important percentage with compulsory studies (average age 22,67 years, 22,3 % obligatory basic studies, 28,5 % work) it would be convenient to explore more thoroughly this question to identify the reasons why they choose this priority about the professional future.


    The statistical analysis carried out does not allow us to confirm that there is a correlation between this variable and others such as level of education, employment status of the parents, insecurity, and in any case this issue must be considered by the vocational counsellors and clarified with the survivors before defining its options. It is therefore necessary to identify if the prioritization of looking for a job in whatever comes up at an early age is due to personal financial needs- family pressure or to the survivor attitude and self-confidence, etc. , in any case, the answer must guide the policy decisions and the orientation programs to mitigate a situation that hit the families (by the oncological disease suffered by the minor and by difficulties arising from the loss of a job of the parents, to the effects of the economic crisis currently affecting Europe and very especially to some of the countries represented in the study) or the survivors of childhood cancer (due to illness and the break of academic career because of hospitalization ).


    3. Survivors are generally optimistic and they don’t feel the cancer incidence should be a cause for concern, they identify themselves as equals (as their peers), they trust in fairness and equal opportunity, and categorically demand that from the world of work and employers their needs arising from the effects of the disease should be addressed.


    Thus, 67% of them expressed no concern about being discriminated by future employers, 70.4% expressed no concern finding a job because of the late and long-term effects of the disease, 72.1% expressed no concern about finding a job because of cancer and 73% expressed no concern about possible situations of being bulled in the workplace. The following sentence contained in the last question of the questionnaire expressed very clearly the feeling of normality that underlies the attitude of the survivors to the world of work:


    “Having had the illness during childhood doesn’t make me feel different from other young people with regard to working and training opportunities.”


    Finally, 65.1% believe that their needs arising from the aftermath of the disease should be considered in the world of work and so expressed as follows in the final input from the open question of the questionnaire:


    “In my case , I had no late effects , and so I think I should be equal in the workplace to the rest, but if I had late effects, of course it should be taken into account”.


    We focus now on the areas where survivors perceive that they have needs as a prerequisite for defining the initiatives of educational and vocational guidance concerning them. Table 48 presents the mean scores on a scale of 1 (Nothing ) to 5 (Very) provided by the survivors to each of the types of needs expressed. The results indicate that in general the scores are higher in all areas over the average score (2.5) while surprisingly in none of them the high scores 4- (very necessary) or 5 (much needed) are reached. Mean scores obtained are presented in descending order:


    1.Accessibility of the work place (3,72)


    2.Job opportunities for people with disabilities (3,63)


    3.Online work (3,59)


    4.Knowledge of the dynamics of the labour market (job openings, active employment search: sources, resources and skills) (3,50)


    5.Training opportunities for people with disabilities (3,50)


    6.Others (3,46)


    7.Labour skills: attitudes and working habits (3,40)


    8.Social abilities (communication, empathy, teamwork, leadership, autonomy, self-esteem...) (3,39)


    9.Knowledge of the professional world: studies and career opportunities (3,39)


    10.School support (individual support to finish school) (3,38)


    11.Personal skills: self-awareness, decision-making (3,32)


    12.Online training: available tools and resources (3,28)


    13.Advice to help me define my professional project (3,21)


    14.Security and occupational health (3,19)


    15.Individual counselling about the learning process (study techniques) (3,02)


    16.Information and Communication Technologies (social networks, mobile devices, network security, possibilities of the Internet, ICT as a tool for employment integration…) (2,88)
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    Table 48. Areas where childhood cancer survivors present needs (Likert Scale: mean scores)  


    Complementing the analysis with the data in Table 49, if we consider extreme response categories grouped (one-nothing-and 2 -few - one hand meaning little or no agreement and 4 -quite - and five -completely- indicating high or very high degree of agreement with each item on the scale) the data obtained show several questions:


    • The areas in which survivors perceive higher needs are:


    • Accessibility of the work place (63,3%)


    • Job opportunities for people with disabilities (61,1%)


    • Online work (59,5%)


    • Knowledge of the dynamics of the labour market (job openings, active employment search: sources, resources and skills) (57,2%)


    • Training opportunities for people with disabilities (58%)
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    Table 49. Areas where childhood cancer survivors present their needs (Likert Scale: valid percentages)  


    With an intermediate level of needs (45-54 %) there are the next areas:


    • Labour skills: attitudes and working habits (53,8%)


    • Social abilities (communication, empathy, teamwork, leadership, autonomy, self-esteem...) (53,8%)


    • Knowledge of the professional world: studies and career opportunities (54,4%)


    • School support (individual support to finish school)) (52,9)


    • Personal skills: self-awareness, decision-making (50,1%)


    • Online training: available tools and resources (51,2%)


    • Advice to help me define my professional project (47,1%)


    • Security and occupational health (46,2%)


    Finally we have two where a significant percentage don’t feel any need, but it should not be rejected because a similar percentage say the opposite (quite a lot or completely)


    • Counselling about the learning process (study techniques)(41,4%)


    • Information and Communication Technologies (social networks, mobile devices, network security, possibilities of the Internet, ICT as a tool for employment integration…) (45,9%)


    We turn now to the need for specific training demands made by the survivors. To do this we asked in which of the above proposed areas would they like to receive counselling/ training. As shown in Table 50 there are six training areas where most demand is concentrated:


    1.Security and occupational health (66,5%)


    2.Knowledge of the dynamics of the labour market (job openings, active employment search: sources, resources and skills) (66,2%)


    3.Social abilities (communication, empathy, teamwork, leadership, autonomy, self-esteem...) (63,9%)


    4. Knowledge of the professional world: studies and career opportunities (63,7%)


    5.Advice to help me define my professional project (63,7%)


    6.Personal skills: self-awareness, decision-making (62,5%)


    Obviously the most demanded subject is related to the “occupational safety and health” (66.5% of the survivors would like to receive training). A logical consequence of this group personal experience and awareness with health and prevention care. Survivors give great importance to occupational health and safety protocols and want to know about risks, guidelines and protocols.


    On the other hand, childhood cancer survivors show a high interest in receiving advice and guidance to move into the world of work and define their professional profile. In this sense, there is a significant demand for the labour market training and skills in active search of employment (66.2%) and a keen interest in the world of professions, i.e., different studies and your career (63.7%). Finally they also claim individualized advice for the definition of their own professional projects (63.7%). Vocational guidance therefore constitutes a need and a clear demand for childhood cancer survivors.


    Personal skills are conceived currently in Europe as keys to citizenship and active professionals (Key competences) and constitute the third pillar of its priorities. In this sense a 63.9% would like to receive training in social skills such as communication, empathy, teamwork, leadership, autonomy, or self-esteem, and a 62.5 % training for the development or improvement of personal skills such as self-knowledge and decision-making.


    It is remarkable however that the prioritization of the interests of the survivors (priority areas on which they would like to receive training that we just discussed, Table 50) is not aligned with the prioritization of the perceived needs (Table 49). Probably to define their interests they apply a practical approach that is based on a common trend among the survivors and a clear interest in their preparation to join the world of work with solid and holistic training, not focused exclusively on the specific professional skills of the profession.


    With an intermediate level of demand (50-60%), eight other training areas are located (Table 50):


    7.Individual counselling about the learning process (study techniques) (58%)


    8.Information and communications technology (social nets, mobile devices, network security, Internet potential, ICT as a tool for better-quality job insertion …) (55,8%)


    9.Accessibility to a job (58,9%)


    10.Social and labour ability: attitude and work habits (58,3%)


    11.Online training: available tools and resources (58,6%)


    12.Job opportunities for people with disabilities (55,5%)


    13.Training opportunities for people with disabilities (54,4%)


    14.Online work (52,7)


    These eight areas refer to:


    • Information and Communications Technology and its various applications to the world of work: to use transferable skills and job search (55.8%), education (58.6%) and work online (52.7%).


    • Specific work (55.5%) and education aspects (54.4%) of interest to people with disabilities such as the existence of specific job training and accessibility in the workplace (58, 9%). It can be interesting for those survivors affected by treatment late effects.


    • Other cross-cutting issues such as study skills (58%) and attitudes and work habits (58.3%). Data that is consistent with their profiles as discussed above since a high percentage of survivors is currently studying.


    Finally the school reinforcement (individualized support for completing studies) is claimed by 42% of respondents. The result is also consistent with the data presented above as 48% of the survivors experienced significant impact of the disease in the educational process due to school delays or repeat of a school year (Figure 9).
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    Table 50. Areas where childhood cancer survivors would like to receive advice and training


    We focus finally on the importance they give to different measures to enhance the work insertion. In Table 51, mean scores on a scale of 1 (none) to 5 (high) granted by the survivors to each of the proposed measures, generally all measures are valued, most getting higher scores than 4.
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    Table 51. Measures to promote the employment of survivors of childhood cancer (Likert Scale: Mean scores)


    Here are the different measures proposed to promote the employment of childhood cancer survivor ranked according to the importance they attributed to them:


    1. Social awareness campaigns aimed at the employers and society in general (4.42)


    2. Education programs that make them go back to school and get a vocational qualification for those who did not get it (4.32)


    3. Incentives in the recruitment of young survivors (4.31)


    4. Measures of accessibility in the workplace (adapted furniture, physical aids in the workplace...) (4.29)


    5. Training programs with commitment to hiring (4.26)


    6. Training programs for obtaining certificates of professionalism (4.23)


    7. Training programs in cross-disciplinary skills (ICT and languages) (4.23)


    8. Personalized guidance and accompaniment in the search for employment (4.12)


    9. Possibility of part-time work (4.11)


    10. Measures to stimulate entrepreneurship and self-employment (4.11)


    11. More breaks and shorter periods of work (3.91)
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    Table 52. Measures to promote the employment of survivors of childhood cancer (Likert scale: Valid Percents)


    We complement the analysis with the data in Table 52. If we consider extreme response categories grouped (1-not important- and 2 –of little importance- one hand indicating little or no importance and 4 –important- and 5 –very important- other indicating high or very high importance) data obtained shows several questions:


    There are three main relevant measures for the survivors that focus on three key areas of intervention: social awareness (84.2% of survivors consider it quite or very important), return to education programs that allow them to obtain a professional qualification for those who have not got one (81.7% of survivors consider it quite or very important) and incentives for hiring young survivors (81.7% of survivors consider it quite or very important)


    Therefore interventions to launch in Europe promotion of employment of childhood cancer survivors should cover three complementary actions:


    1. Employment measures (incentives) to support institutions and employers who hire young survivors, educational programs and vocational guidance aimed at this group.


    2. Specific training proposals that help young people who have failed to finalize their studies (professionalizing)


    3. Public awareness campaigns in order to reveal the reality of childhood cancer, normalize and engage and involve citizens in this group.


    The contributions of the survivors in the open-ended questions highlight the importance of social awareness for better integration of survivors and creation of a supportive environment:


    “We must raise awareness and make known all that cancer brings with itself, making people aware so that they open up to give us opportunities.”


    “In general, people (at workplaces and in all areas of life) should be more sensitive and respectful of people in disadvantaged situations (disability).”


    “This questionnaire is of major importance. I sincerely believe that this will be instilled in society! More publicity in society about children with oncological illnessess. I believe that we must help young people with oncological diseases for a better fulfillment in the future”


    In a second level of importance but also very high, survivors placed the remaining measures:


    1. Accessibility measures in the workplace (adapted furniture, physical aids in the workplace ...) (80.3% of survivors consider it quite or very important)


    2. Training programs with commitment of hiring (80% of survivors consider it quite or very important)


    3. Training programs for obtaining professional certificates (77.8% of survivors consider it quite or very important)


    4. Training programs in generic skills (ICT and languages) (77.7% of survivors consider it quite or very important)


    5. Personalized guidance and support in finding employment (73.5% of survivors consider it quite or very important)


    6. Possibility of part-time work (74.7% of survivors consider it quite or very important)


    7. Measures to stimulate entrepreneurship and self-employment (72.1% of survivors consider it quite or very important)


    8. More breaks and shorter working periods (65.2% of survivors consider it quite or very important)


    To complete this section we wanted to know if the vision of the future and professional training needs of survivors vary according to some characteristics such as gender, the country they belong to or the type of cancer they have.


    In a professional future dimension, also the Kruskal-Wallis test revealed a significant effect of the variable country of how childhood cancer survivors see themselves in a professional future. Bulgarian survivors report greater concern than the other survivors about the impact the disease can have on the career aspirations or the attitude of employers and colleagues. On the other hand, the Greek survivors give less priority to the training for a profession and show less concern about the incidence of long-term effects on the chances of finding work. (Table 53)
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    Table 53. Averages obtained on how childhood cancer survivors face their professional future that showed significant differences depending on the variable country


    With regard to the perceived needs of the survivors also differing depending on the country of origin, the survivors of Greece show greater need for training for future employment (4.9 to 5 on all items), while the other survivors report average requirement (with similar ranks among countries with scores ranging between 2.1 and 3.7), except in issues of accessibility and professional guidance, in which the Bulgarian survivors express greater needs (in all cases scores slightly above 4). (Table 54)
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    Table 54. Averages obtained on Professional Future: attitudes, expectations and needs of childhood cancer survivors that showed significant differences depending on the variable country


    Finally, the existence of differences by country in terms of the importance they attach to the measures to promote the employment of survivors, have also been found. Greek survivors are those who give more importance to the proposed measures to promote employment in childhood cancer survivors (between 4.8 and 5), the remaining survivors assessed giving similar scores (high, but lower than the Greeks survivors in the range between 3.5 and 4.5) (Table 55).
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    Table 55. Averages obtained on Measures to promote the employment of survivors of childhood cancer that showed significant differences depending on the variable country


    We focus now on the existence of significant differences by gender. Regarding how childhood cancer survivors face their professional future, the gender variable also showed significant differences in many aspects evaluated (Table 56). Specifically, tests (Mann Whitney U) indicate that boys relate more to the negative consequences of the condition of the disease: they further report that the experience they live trough limits their career aspirations. They also show greater concern about not finding a job due to the late and long-term effects of the disease and finally they also report a gap learning because of the cancer disease and consequently have a weaker formation and need additional training that allow them to face their professional future. Women show greater determination in their professional future and face it more positively: it is clear for them what they want to professionally become and they want to engage and feel able to do in the future and to do this is one of their highest priorities and the disease has not had an impact on it.
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    Table 56. Averages obtained on how childhood cancer survivors face their professional future that showed significant differences depending on the variable gender


    As for the existence of gender differences in the needs experienced when they think about their future, Mann Whitney U tests show that men have higher requirements indicated in the following areas (Table 57):


    • Individualized guidance in the learning process (study techniques).


    • Strengthening school (individualized support to finish their studies).


    • Advice to define their professional project.


    • Knowledge of the world of professions and career studies.


    • Accessibility in the workplace.


    • Career opportunities aimed at people with disabilities.


    • Training opportunities aimed at people with disabilities.
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    Table 57. Average values obtained in the perceived needs in the professional field that showed significant differences depending on the variable gender


    In identifying measures to promote the employment of childhood cancer survivors variable gender in Mann Whitney U test has also proved significant influences: women are generally more concerned about the accessibility of the work place measures (U = 13250,500; p = 0.018).


    Finally we focus on the existence of significant differences depending on the type of cancer (table 58). We also found significant differences in how childhood cancer survivors are facing their professional future depending on the type of cancer. Specifically, the Kruskal-Wallis indicate that they are bone cancer and brain tumours and central nervous system survivors. They clearly more often indicate that they would like to work professionally and also demand that the world of work take more into account the needs arising from the aftermath of the disease and treatment. Moreover, leukemia survivors show more positivity about their professional future and further indicate that the experience with the disease has not had a negative impact on their training.
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    Table 58. Averages obtained on how childhood cancer survivors face their professional future that showed significant differences depending on the variable type of cancer


    Considering the results of the Kruskal-Wallis test, the pattern they follow when they talk about needs is the same for all the different childhood cancer survivors. Leukemia survivors, followed by brain tumours, lymphoma and bone cancer survivors, appreciate the following aspects as more important (Table 59):


    • Social skills


    • Socio-laboral skills


    • Personal skills


    • School tutoring


    • Information and Communication technologies.


    • Online training


    • Advice for the definition of my professional project


    • Knowledge of the world of professions and career.


    • Knowledge of the dynamics of the labour market


    • Online training


    • Occupational Health & Safety


    • Accessibility in the workplace.
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    Table 59. Means obtained on the needs of the survivors showed significant differences depending on the type of cancer Variable


    Finally, the Kruskal-Wallis tests also indicated that the type of cancer significantly influences the importance survivors attach to the various measures to promote their employment (Table 60). Leukemia survivors are more concerned about provision of incentives for hiring and lymphoma survivors are less concerned. Survivors of leukemia are more concerned and survivors of bone cancer are less concerned about the following questions: the existence of more breaks and short periods of work, ability to work part-time training programs with the possibility of hiring. Leukemia survivors are most concerned and survivors of brain tumours and nervous system survivors are less concerned about: training programs in transversal skills, measures to encourage entrepreneurship and self-employment, and the existence of social awareness campaigns directed to employers and society in general.
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    Table 60. Mean scores obtained on the importance of measures to promote the employability of child cancer survivors depending on the variable type of cancer

  


  
    6.2 . Description of the results obtained through the interviews


    The following are the main results obtained from the qualitative analysis of the semi-structured interviews carried out in Spain, Austria, Bulgaria and Greece to a total of 26 childhood cancer survivors. To present the results we will follow the same strategy as in the previous section: firstly we draw up the most relevant characteristics of childhood cancer survivors who participated in the interviews, to later focus one by one on the objectives of the research and go responding to each of them through the categories and subcategories of analysis defined (see point 6).


    As we will see, the results of the interviews are generally consistent with those obtained through questionnaires, even though they add new elements or allow us to explain the findings in detail.


    6.2.1. Survivors participating in the qualitative study (profile)


    The interviews were carried out with 26 key informants from the four countries of the study: Austria, Bulgaria, Spain, Greece (Table 11). The selection of these key informants was based on two criteria:


    a) The diagnosis was undertaken at an early age.


    b)They are, nowadays, either receiving medical check-ups or they don’t need treatment anymore.


    Amongst the distinctive features of the sample we took into account: age of diagnosis, gender, current age, type of cancer and educational level of training.


    1st. The age range of the diagnosis was between 2 and 18 years old. In some countries childhood cancer comprises a shorter period, up to 16 years old, but this is not an international standard. 46% were diagnosed between 2 and 12 years old, ages in which basic education is compulsory in all countries, and 54% were diagnosed in secondary school or vocational studies related to their professional choice.


    2nd. Gender is predominantly female, with 78% of the cases. Only 6 men offered to take part in the study. The participation in the interview means the ability to express experiences, feelings and difficulties related to how one has lived the illness. With this data we can assume that women can accept in a better way that other people get to know what happens to them.


    3rd. The current age of the people who were interviewed ranges from 16 to 41 years old. A period that offers more time to allow a retrospective view of the participants’ experience is considered necessary. This view allows us to identify the influence of the illness’ experience in three ways: the person’s training, the professional choice and the difficulties at work. These processes are longer not only because of the interruption of the illness but as well because of the difficulties the late effects have on the continuation of the training process or in the search for work. Job experience is usually characterised by instability and by short work contracts. As well, nowadays in the context of the economic crisis, it is more difficult to get into or re-enter the labour market.


    4th. In relation to the type of cancer, the National Cancer Institute of U.S.A. (NCI) establishes the typology of childhood cancer from 0-14 years old although the pediatric hospital centres still work up to 20 years old. From 15 years onwards, it is considered a different typology of cancer in teenagers and young adults. In our sample, in childhood phases the most recurrent are leukaemia and some cases more proper of teenagers such as sarcoma, brain tumour or lymphoma.


    5th. The level of studies is high with 35% of participants having university undergraduate and postgraduate studies. 53% with Upper secondary education, intermediate or higher vocational training and 3 people with secondary school.

  


  
    6.2.2. Education: barriers and needs experienced by survivors of childhood cancer


    The data presented in this section seeks to respond to the first overall objective of our study aimed at:


    “To know to what extent the diagnosis of disease and the recovery process and medical treatment could affect the experience of these childhood cancer survivors and their school performance.”


    In relation to the first objective the main results obtained through the interview are:


    Category 1. The experience has influence on the progress and educational achievement


    The experience has influence on the different aspects that give place to the following sub-categories:


    Subcategory 1.1. The continuity or not of the educational process to achieve a professional profile:


    - In most cases where the hospitalization periods and convalescence were interrupted, they continued studying. There are cases where survivors changed school, stopped studying for some years and then returned to studying.


    - There are also examples that late effects related to anxiety and difficulty to put up with stress show times where it is difficult to follow-up the process. For example, during exams.


    - Two left their studies and searched for work.


    - A different situation towards late effects was not to work and continue studying with the aim of achieving a life project.


    - On the other hand, one person comments that her process was brief and went back to her normal routine very soon. This could be because she had a brain tumour and with the operation the convalescence period was cut down. As well, she justifies going back to her daily activities easily because her high level of achievement provided her with sufficient background.


    Subcategory 1.2. The choice or not of the career path according to interests and level:


    - In some cases, where it influences the educational and professional path, the choice has been redirected towards professions that allow survivors to work taking into account late effects. Thus, professions that demand less physical effort, with part-time hours or tasks with less stress are sought out. There are cases of administrative tasks, lesser responsibility or where decisions do not have to be taken due to being under another person.


    - It influences which sector to specialize in and, thus, we observe a redirection towards health sciences because of the high appreciation of these professionals. Or the choice of posts to carry out in the hospital environment because of the knowledge of this world. The exception to this is the rejection of one person because of the memories of the experience it brings back to her.


    - Analyzing the level of training chosen: the levels of profession are decided on professional careers of professional qualification in 40% of the cases and 30% university level. There are several persons that have the intention of continuing studies at a university level.


    - With regard to professions, those related to Social Sciences and, in second place, Health Sciences stand out. The great majority are professions with a direct contact with people and services related to the training of others, health, information, leisure, etc.


    Subcategory 1.3. Training through-out lifetime


    It seems that training is a support for them, it is a very important element for personal growth and they look for opportunities.


    - It stands out that after professional training some people continued looking for training. The type of courses are focused on specializations, current competencies necessary for society or languages. Also, in some cases, they point out that it is a competitive element for looking for work.


    - There are some cases where after work they are thinking of continuing and achieving a university level.


    - Two people bring up their intention of staying in other countries as training, although they point out the difficulties this might bring.


    Category 2. The late effects mark the stages of personal development


    The late effects that have influenced the educational process, choice of profession and, later on, the choice of the professional position are:


    • Physical difficulties and mobility problems (2)


    • Concentration problems (3)


    • Anxiety attacks (3)


    • Migraines (2)


    • Mental capacity (1)


    • Weariness (4)


    • Stress is prejudicial (5)


    Category 3. Educational and professional counselling


    With regard to the learning path, educational guidance is necessary to support continuity and we have looked into the attention they have been given during the illness periods, convalescence and after their studies till nowdays. Depending on the age, professional guidance has two different roles:


    - During the compulsory education stage in decision making, to build a training path with professional future in different moments or allowing studies at a higher level;


    - At the moment of entering the labour market training in strategies of job search and defining the most adequate profile according to abilities and the person’s training.


    Subcategory 3.1. In the school system


    Situations have been different in all educational levels when the illness is known or during the time of choice of the learning path. In relation to educational guidance we can see that there is no protocol or training for professionals. It seems that in schools the situations develop themselves based on the human resources and their personal involvement.


    a) During primary school, guidance:


    - Has been good in situations where the task was more the counsellor’s task with direct support to the child and his/her family and as mediator with teachers. There are some cases where the experience has been very good with the collaboration of teachers and school.


    - In relation to profile, most don’t have information about the illness and the support requirements. There are only two cases where there was knowledge and guidance was much more adequate.


    - As exceptional cases, we must mention those where specialized associations have special trained guidance and have experience. These collaborate with schools and families.


    - There is a case where the responsible person got scared.


    b) During secondary school: in this stage, guidance has not supported children. A total lack of knowledge and recommendations to not continue studying have been suggested due to the difficulties they have. There are some exceptions.


    c) In the case of university level, support has been offered to help them in their late effects or educational needs to continue studying. There is only one case where the university gave individual attention, spaces and adequate means and coordinated with the teaching staff. In the rest of cases, no educational or specific professional guidance was provided.


    Subcategory 3.2. Other support for educational guidance


    The support of parents as guides and for doing counselling tasks is mentioned in all levels of educational guidance. In some cases, support from friends is also mentioned. And one exceptional case, is that of one person who guided during primary school and still maintains contact offering job counselling.


    Subcategory 3.3. Professional guidance


    In the educational system, professional guidance does not appear clearly supported with individual attention. Counsellors are not prepared and the attitude towards this situation is that of concern and support was not provided to them. In the few cases where guidance of some type was given, this was by means of general activities for all students through professionals who visited the schools. In various cases, people pointed out that the scarce counselling received did not meet their needs nor expectations, they were not listened to and standarised tools were applied. Some counsellors recommended leaving off studying.


    In the opportunities of professional guidance offered by employment services, temporary work agencies and even institutions related to disabilities, their specific needs were not meet and no individual attention was given. The people who received them had a total lack of awareness and they did not make an effort to help them, referring them to other places. The only adequate counselling was offered by companies or by associations related to the support of this group.


    Family and friends gave support in professional guidance. This support was both to get to know the opportunities as well as to find a job through their social network environment. This leads them to lack autonomy because they have not learnt their own strategies for decision making and resources to look for a job in the labour market.


    From the analysis of the different categories and sub-categories we can conclude that the experience means a discontinuous process in the training path and performance but all participants think that training is necessary to overcome the difficulties.


    The key elements in this experience related to training and professional projection are:


    1.1. The temporary interruption of studies to continue treatment happens in all the cases, except for one due to the quick reinstatement and the age that situates the participant finishing pre-university training. Everybody tries to continue studying or have some kind of training that will allow them to get into the labour market. The predominant attitude of continuing studies is a factor linked to overcoming the illness. In most cases, expectations are focused on achieving a high level of training. Training is linked to personal growth and opportunities for improvement.


    In this situation of going back to studying, the educational contexts appear as a problem due to their functioning procedures or for the difficulties of the availability of health and educational services related to this period of treatment. Sometimes this means changing city.


    1.2. Studying is related to having more opportunities of getting into the labour market and, thus, they persist in obtaining training. The levels of training, both higher vocational as well as university, are high and there are even three cases of post-graduate studies. They also think that transversal training is important and look for courses related to social abilities, language competences or those skills that meet society’s expectations. Indeed, training experience in other countries is taken into account as a way of enrichment and an opportunity of providing a more attractive profile in the labour market.


    1.3. The difficulties that the late effects mean to the academic continuous progress are related to the needs of a different study rhythm that allows rests and regular academic tasks without stress. These needs are not recognised in school structures and educational systems. In these, the training rhythms are homogeneous and don’t allow the curricular processes and school calendars to be adapted to the individual rhythms. Both cases of incorporation to the labour market are motivated by this difficulty of adaptation to needs in their institutions and educational systems derived from the late effects.


    1.4. The decisions about the choice of training paths to decide upon a professional opening is influenced by the experience of the illness. The typology of the professions chosen are related to activities that have a direct contact with people or that allow a social activity, such as those related to the field of education, health, journalism, tourism, politics. In the choice of the professional path, the late effects also have influence because they have an impact on their performance. They look for activities that allow a rhythm adapted to their late effects or that do not require certain physical efforts. The late effects that most influence are: concentration problems, anxiety episodes, migraine headaches or fatigue.


    1.5. The institutions’ educational response with regard to the treatment period and the late effects does not count on protocols nor with trained personnel. To take care of the students during their training process, we can count on both the school counsellor as well as the teachers who know the patient. But in these illness situations, they don’t know how nor the ways to deal with it.


    The experiences are clearly fragile, depending on the good will and the effort of specific people and not on the responsibility of the educational system to attend these people that are studying. There are cases where the teachers, more than the counsellors, provide educational support and educational guidance. As well, educational guidance disappears and no specific responsible person appears to attend them as we advance towards non compulsory education. In upper secondary school and university there is a lack of awareness and a clear absence of support towards patients.


    The positive experiences are based on educational support offered by trained counsellors in schools and in collaboration with the educational centre and families. As well, in some cases, the participation of specialized associations was very important. These associations have, in most cases, experience and expert professionals that give support to all the implicated parties to get to know how to collaborate and which are the best strategies.


    1.6. The professional guidance that is offered to this group of people is not defined nor are the counsellors trained to meet their needs and there are no action protocols designed. The most common situation was the lack of professional guidance that can be understood as the invisibility of the needs of this group of people. Even those services that meet the specific needs related to the disability do not take into account long-term illnesses where the late effects affect the physchological aspects more than the physical ones.

  


  
    6.2.3. Social life: barriers and needs experienced by childhood cancer survivors


    The data presented in this section tries to give response to the second objective of our study which was oriented to:


    “To analyze to what extent the disease is conditioning the childhood cancer survivors´s social life, their relationships, personal attitudes and their self image”. All of them are crucial aspects in the educational process and personal growth.


    In relation to the second objective the main results obtained through the interview are:


    Category 4. To maintain social relationships


    With regard to social relationships only one case is mentioned where there has been a change of school and breakup with friends. Nevertheless, it is mentioned that late effects related to anxiety attacks make relationships with others difficult and that they have lost friends. This also occurs at work and they have difficulties with their relationships with colleagues. Social abilities worry them and a lot of them believe that they do not control the situations and need training in this area.


    Category 5. Attitudes towards all periods of their personal development


    In general, most point out that their attitude towards life allows them to do things with initiative, effort and they mention “where there is a will, there is a way”, persisting in whatever they wish to achieve. They apply this attitude to learning, to life, to work. Thus, pathways appear where the attitude is to undertake more training to improve.


    As well, the attitude to deal with things analysing their limitations and taking decisions. They have a view of their situation and they look to achieve their targets by getting over their difficulties or making use of their abilities.


    One case stands out where what he/she considers unfair due to favouritism leads her/him to be belligerent.


    Category 6. Self-image


    In their idea of themselves, the aspects that are mentioned are related to the maturing rhythm and personal development, higher than others at these ages. As well, their abilities are more complete.


    - Related to this attitude to make an effort to achieve what one wants, they express their view with words such as: Brave, entrepreneurial, courageous, optimistic, positive.


    - They see themselves as people who, for having gone through the illness, have the ability to: have self-reliance (security), be mature, organized, face the real world and do things (they don’t like “not doing anything”), try out things.


    - Other abilities that they point out and that are transversal are to be multi-skilled, collaborative, creative.


    - To be sociable is a recurring appellative and, although it appears as a training need, we observe here that they value a lot social ability competences. “They like being with others”.


    - To be able to contribute to others. This aspect is very important for them for the self-assessment and for the nature of being part of the society.


    - How others see them and the attitude of people when they know about their situation, worries them: that others think that they do not have abilities (stupid), that they are discriminated or that they are treated in a different way with privileges or support that they do not ask for.


    - One case is afraid that his/her nervousness makes his/her relationships difficult.


    - To work is an expectation that strengthens their self-esteem.


    As the first aim reflected, both the rupture because of the convalescence period as well as the late effects change the context and the opportunities to continue the personal development process without difficulties. The period that the illness affects these people, is also those stages of most impact on personal development. The stages where personality defines itself, where one learns to live in society and values, attitudes and ways of facing life is established. In this case, we analyzed personal development as growth in contact with others and, thus, the self-image one has and the relationships with others are important to establish the influences the illness has had.


    In personal development, they are strengthened by the effort of overcoming the illness and they apply this to all life aspects. The strategies to develop a point of view in life are related: to know and to make use of their potentialities, to overcome their limitations, to always try to do things, to analyse before doing, to organize oneself and to regulate their processes, to persist until having finished what one has started, to have initiative and to look for new opportunities. In this idea, for them to learn is a way of increasing their possibilities and everybody thinks that training helps personal growth and their attitudes towards life and not only as a way of professionalisation.


    Social relationships are very important to them and they appreciate this in their social construction both regarding friendships and work colleagues. When the illness process takes place at the same time as childhood and teenage schooling, getting to know how to relate to others, to establish friendships or social relationships at work and to have strategies to cope with conflicts, is difficult. The illness and convalescence period limits the opportunities of going beyond the family circle and the absence periods don’t allow the participation in social activities. Not having these multiple experiences with others, opportunities to create new relationships in different contexts, knowing how to establish different levels of trust with other people and acting in uncertainty situations or even conflicts, makes them feel insecure. This situation makes them adopt the usual strategies for them: they must strive harder and train in social abilities. In most cases, they point out that relationships with others are important and that they have difficulties establishing relationships. As well, this aspects influences their self-image, they see themselves as social persons, that need to be in touch with others and that they want to help others.


    Two great directions can be observed related to their self-concept:


    a) With regard to internal aspects, they can see themselves as having resources to face life and their view of themselves is positive. They point out that their maturity level is higher than other people and this allows them to face life and challenges in a better way. They are capable of clearly defining their traits. Self-esteem is strengthened by training and work.


    b) Relationships with others and the image others have of them represents an important role in their self-image. This is related to their insecurity in building friendships or relationships at work and we could say that maturity in this aspect of personal development is more difficult. But in this situation there is also an external aspect to be taken into account such as the social stereotypes about people with special needs. The barriers set up due to the lack of awareness in relation to how one must behave towards a person who is ill, makes them afraid of the opinion others have of them. As well when they see themselves in situations of discrimination, both negative as positive, they have few strategies to solve them and this affects their self-esteem. Thus, there are cases where they do not want others to know about their illness experience, although they recognise that their late effects helps them to be understood, specially at work. This may seem contradictory and the same person adopts one or the other strategy in different situations. This difficulty makes them state that they need more training in social abilities.

  


  
    6.2.4. Future professional work: barriers and needs experienced by survivors of childhood cancer


    The data presented in this section tries to answer the third and fourth overall objectives of our study that were oriented to:


    “To analyze how the disease affects the vision of their professional future and their access to the world of work. Barriers, experienced needs and strengths”.


    “To know how childhood cancer survivors see themselves about professional future, their learning needs and educational and vocational guidance”.


    In relation to the third objective the main results obtained through the interview are:


    Category 7. Attitude towards integration in the labour market


    Subcategory 7.1. The place of work in their lives


    - Work is experienced as a way of personal development


    - It increases their self-esteem


    - It allows autonomy, to do what one likes


    - To become independent from family support, to be able to maintain oneself


    - Personal freedom


    Subcategory 7.2. They are concerned about getting a job in the future:


    - Scared about not having a job in the future, that would stop one from being autonomous


    - Not having to change jobs constantly, this is related to the difficulties of feeling integrated at workplaces


    - Difficulties for finding opportunities


    - Scared about favouritism and not having the same opportunities


    - To be able to show at work the best of oneself


    - Scared about rejection when knowing about their experience without taking into account their performance


    - The late effects restrict their employment opportunities


    - The job does not answer their expectations or is boring


    Subcategory 7.3. Expectations in relation to their position:


    - A profession or a position that takes into account their physical conditions and does not require efforts


    - Some cases prefer positions in hospitals due to their knowledge of the environment and in this way they don’t feel insecure. But one person thinks that perhaps having contact with other sick people could make his/her professional performance difficult because of his/her identification with them


    Category 8. Access to the labour market


    Subcategory 8.1. Looking for work:


    - The cases where training for the profession have been finished both at a pre-university level and at university level are 60%. They actively search for work with public employment services or job search companies, they send their curriculum and 37% have applied for an interview.


    - The exception is one person who does not want to work because of her late effects and choses to continue studying.


    - Another case is that of a person who accepts low qualification jobs because of her late effects


    - There are a lot of rejections to applications.


    - Temporary employment.


    - Now, with the crisis, its even harder.


    Subcategory 8.2. Strategies towards difficulties in finding a job


    - They agree to non-remunerated jobs


    - They choose scholarships in companies


    - In two cases the professional opening is in the family firm


    - Companies where all employers are disabled because it was his first job and it is understood that there they would pay more attention to his needs


    - Do not tell employers about the illness so as not to be rejected, they think they are discriminated


    - On the contrary, there are cases that mention that there are advantages


    - Look for positions in companies specially reserved because they expect that their late effects can be understood there


    Category 9. Barriers in the labour market


    Subcategory 9.1. Employers’ lack of awareness of the illness and its effects


    - They do not have any information about the late effects


    - Distrust that they can work as well as the rest on seeing the disability in their curriculum


    - They judge their ability for the position on looks and they reject them


    Subcategory 9.2. The influence of the late effects in the job position


    - Fatigue and physical late effects are very important in the decisions that are made regarding the type of job to choose, change of work or for doing certain tasks.


    - Late effects such as fatigue are not a disease and if time is needed to recover they can’t justify absence from work


    - They are afraid of chemical substances in case it can influence the illness


    Subcategory 9.3. The conditions and work in a company


    Problems with employers, even in companies with positions for disabled people


    - Relationship with the employer and colleagues present some behaviours and social interactions that are pointed out as difficult for any person: they are not told how to do the tasks; they are not clearly told how to work; dismissal by SMS or telephone without any kind of explanation


    - The attitude of employers towards their employees, they only see the profits to be gained and don’t appreciate people as part of the business


    - They don’t trust that employers will keep them in the job if they know the worries of the survivors


    - Stress characteristics and the pressure in the position due to the load of work and to make the most of time, stand out as decisive because they can make their late effects worse


    Category 10. The requirements they feel are necessary in a job


    Subcategory 10.1. Requests made to the labour market or employers


    - Requests made related to the behaviour towards people: show interest in people; that they understand them; that they see them as people with a desire to live a normal life and work, with expectations as the rest


    - They need specific strategies in their job positions and they propose: attention to their late effects, individual support or an individual tutor, part-time jobs due to weariness, have more time to do tasks


    Subcategory 10.2. Personal needs


    - Have job experience so as to be hired, this is a requirement of the labour market


    - To be more receptive and strong in competitive professional situations


    - To adopt strategies that might help them, i.e.: write down the tasks and the steps so as to have a guide


    - Training needs in some transversal competencies: team work, responsibility in tasks, communication skills


    Category 11. How they see themselves in a job


    Subcategory 11.1. Doing the tasks


    They are capable of a lot of effort. Hard workers. They make the most of time. Active. Self-improvement abilities when faced with difficulties. Tenacious. Creative. Organized. Multi-skilled. They are able to multi-tasks.


    Subcat. 11.2. Involvement with their work


    Responsible. Positive. Proactive. On-time. With energy.


    Subcat. 11.3. Relationships with others


    - Their respect and correct attitude towards others stands out: Open. Patient. Affective. Social skills. Empathy. Good humour when working


    - They have adequate strategies: good team work; listening attentively to people; accepting people as they are and what they say; understanding that they must not think that everything said at work is personal and that the others are also under stress; learning from each other


    - Understanding people that have a disability


    Subcat. 11.4. Improving their jobs


    - They relate training with a better preparation and promotion at work. They make use of all the opportunities to go to language courses or specialized courses


    - Willingness to try, experiment and have initiative


    - To reflect before speaking


    The world of work is very important for their personal development and they build their pathway thinking about their entry into the labour market, although they are aware that their late effects make this difficult. This personal fulfilment is identified with social recognition, as someone capable of achieving goals like any other person, feeling fulfilled and improving their self-esteem. But they also see this as a way for personal and economic freedom that allows them to be self-sufficient. Although family support is considered essential in their lives, they need autonomy to decide about their life and they are able to do this, to leave their family homes and to live the same experiences as other people, thanks to their financial circumstances. Indeed, there are two cases that wish to look for a job in another country.


    The late effects make them aware of the influence the illness has on their job performance and it worries them that this will restrict their opportunities of finding a job related to their expectations. An option for their difficulties, is to look for a job that allows them to do feasible efforts and is flexible enough to adapt to their less demanding rhythm or work breaks. They think that these jobs can be less qualified than their expectations or the tasks less interesting and motivating. They want to achieve goals and they don’t resign themselves to less challenging assignments. This affects their self-esteem.


    They are proactive in the search for work and they persist in the attempt although they talk about rejection and the increase of difficulties due to the crisis. Personally, they go to employment services, work agencies and interviews. Virtually, they make use of the possibilities offered on the web: they send their CV directly to the companies and they use the searching services available on the web. Faced with these difficulties, they adopt strategies to find work experience and they take advantage of all the opportunities that arise accepting scholarships, unpaid work, work in companies that hire people with disabilities and they find support in their family networks. They also look for companies that hire people with disabilities just in case these companies accept in a better way the individual attention they need. This strategy allows them to fill in their CV with some type of experience. But to find work they face up to a dilemma: if they talk about their needs, maybe then they will not be hired and others believe that if they do mention them, this will be of an advantage to them.


    From their experience in the labour market, they believe that the principal barrier is due to prejudice because of the lack of knowledge. For them, discrimination based on society’s fear of cancer and its late effects makes employers reject them due to lack of awareness. As well, because employers do not listen to them when they explain that they are not ill and that having needs doesn’t mean that they can’t work. Indeed, they believe that in their case they are at a disadvantage in comparison with other disabilities that are more well known and their needs socially understood. Other features of the labour market that are as barriers to them, are the current trends in the tasks to be undertaken in the jobs. Companies seek productivity without taking into account the job profile and the stress employees are under. Because of their job experiences, they know that tasks and organization rules are not explained very well to new employees. They also point out that human relationships between employer and employees and between employees does not benefit the working atmosphere and that it influences the good running of the company. This problem also occurs in companies that hire people with disabilies. In relation to their late effects they find rejection and distrust regarding their abilities.


    To undertake their work they point out that they need an individual attention or the appointment of a tutor to attend their needs. This would allow them to solve their difficulties: accept that medical check-ups require more leave of absence than other employees, understand that their work rhythm must be more flexible, include breaks or part-time jobs, or that some of the tasks will require more time. They also believe a change of attitude is necessary to respect their expectations on job positions.


    On the other hand, they are people that work very hard and show great commitment and are responsible. Personal traits very valuable for any job position can be pointed out: hard-working, on-time, active, tenacious, organized, creative, spares no effort to achieve something, good use of time, overcomes difficulties, has initiative, listens to others, reflects before talking. In general they are proactive and positive facing difficulties.


    In preparation for the future, they adopt a receptive and strong attitude towards competitive situations and look for strategies that will help them to improve such as to organize what they need to do their tasks well. In relation to this search of improvement they believe training in communicative competencies (language skills) and team work and other specific courses are necessary to be competitive.


    In relation to the fourth objective the main results obtained through the interview are:


    Category 12. Attitudes and proposals for the future


    Subcategory 12.1. Perceived needs


    Related to their life project:


    - Have a job, autonomy, have a family


    - Share the experience with people who have gone through the same


    Related to their job:


    - To have work experience to be able to compete in the labour market


    - Worries about the difficulties of finding a job and a stable job


    - To have a regular salary, to have more or less the same timetables (a little bit flexible but not much, specially not to change the timetable the same day)


    Related to their training:


    - Possibility of having access to transversal competencies courses: computing courses, language courses


    - To continue working and if their employment contract ends, to continue studying


    - To improve their emotional intelligence


    - To go to another country to gain work experience and to learn English


    - To train to be able to compete in the labour market and to stand out with this personal training


    Related to support:


    - That the employment services understand their traits and support them in an individual manner


    - To have a permanent insurance coverage that does not depend on their having to do job courses


    - Special individual support to be able to continue studying


    - Childhood cancer survivors need a network that supports people


    Subcategory 12.2. Educational guidance needs


    In relation to guidance strategies they request improvements:


    - Training of professional counsellors so that they know their traits and needs


    - Coordination of counselling between schools, families and associations


    - To set protocols so that the professional counselling is the same for all and complement this with individual support


    Issues related to specific needs:


    - To promote the socialization of children and help to establish a network of friends, i.e. camps stand out as an activity that establishes bonds with others


    - To promote autonomy and initiative


    - To support studies


    - To design more practice-based and creative activities


    - To develop social skills


    Subcategory 12.3. Professional guidance needs


    In relation to guidance strategies they request improvements:


    - Training of professional counsellors so that they know their traits and needs


    - Adequate training to be able to listen and provide individual attention


    - To set protocols so that the professional counselling is the same for all and complement this with individual support


    - To give adequate information and not only the information that appears in the Internet and in information brochures which is homogeneous and is available online. This information is the first level and it is necessary to go in depth in the individual attention


    - To provide informal communication channels for professional counselling


    - To design counselling activities to get to know direct experiences of employers and people with experience in different professions


    - To design instruments so that each person can assess their abilities and make decisions about their personal pathway


    Training needs that are considered important:


    - To design and submit a CV


    - Help to be able to adapt at work in a better way


    - Skills for managing feelings at work


    Subcategory 12.4. Work proposals and proposals for employers


    With regard to the respect for persons:


    - To treat everybody the same: the need to work and have expectations as the rest


    - Not to get frightened by the illness nor think about it, only think about the person and provide them with opportunities


    - To have an open attitude and provide opportunities to assess if they are suitable or not for the position


    - Not to have prejudices


    For their incorporation into the labour market:


    - Information to know the needs of those who do a job. For most, this is the most important


    - Not to require professional experience because for a long time they haven’t led a normal life and they are not in equal conditions as the rest of people of their age


    - To have reserved positions in companies so as to be able to have a stable job and so that the employers already know about their special needs. This is also mentioned several times


    - To know the abilities and attitudes of people who passed through the experience and that are valuable for working: effort, responsibility, resilience, pay attention to others, etc.


    For the job performance:


    - To give special leave for health check-ups


    - To offer the possibility of more breaks so as to continue the working hours in a better way


    - Not to work under stress and pressure, because this is not good for your health


    - A preferential treatment can cause discrimination and a bad reaction from colleagues


    - To propose other tasks if the late effects do not let them do certain things


    - To give them opportunities to show their skills and to propose difficult tasks as well


    The way they build their process during and after the illness is seen as an opportunity of maturing and reflecting on their life experiences. This leads them to think and have a complex view of the situation they have lived through and an attitude towards their future that includes many personal and working aspects:


    a) The issues raised by them express their need to continue in a personal growth process: to continue with training, to have a family, to feel useful in society and be useful to others, to fulfil oneself through work, to improve transversal competencies present in current society.


    b) They request an explicit support from society but they suggest specific proposals: attention and support in socialization processes during the illness period, coordination between the people responsible for training, educational and professional guidance protocols, respect for their needs and equal opportunities in the labour market, assistance at work. Companies should consider people as human capital.


    c) On the other hand, they are prepared to commit themselves and provide society and their jobs with the abilities that stand out most: to work hard, tenacity and initiative, an attitude to overcome difficulties and be positive towards the future.

  


  
    7. Conclusions


    
      
        
      

      
        
          	
            Key findings of the study around objective 1: To know to what extent the diagnosis of disease and the recovery process and medical treatment could affect the experience of these childhood cancer survivors and their school performance.

          
        

      
    


    1. Educational experience during the treatment and reincorporation into school


    Main ideas that the study reveals:


    • The importance of maintaining the link with the school, the teachers and peers during treatment.


    • The existence of difficulties to attend class regularly because of the illness and how it involves recurrent absences from school.


    • A need for special attention at the moment of reincorporation to the school (teachers and psicologists)


    • The incidence of the disease and the difficulties in social relations and social dynamics that take place in school.


    • The direct impact of the disease and treatment processes on learning and school performance (difficulty keeping pace during school and after treatment and learning problems resulting from side effects of treatment or long-term effects).


    Proposals:


    • It necessary to adopt specific measures to guarantee the right to education and the adaptation of the system to the needs of this group. Overall, associations develop important support function but the education system must also meet the needs of this group. Generally teachers are committed to help, but specific protocols should exist in all the centers to ensure adequate attention to the needs of sick children.


    2. Educational situation of survivors at the end of treatment


    Main ideas that the study reveals:


    • Fortunately quitting school occurs only at a very low percent, while most of survivors normally return to school and the same classroom after treatment ended.


    • The disease has a direct impact on the academic performance for a relevant percentage of childhood cancer survivors (from processes that result in delays even involve repeating a school year, slower rhythms or difficulties associated with long-term effects of treatment to more complex cases which fortunately occur in very low percentages, where as a result of the process, the child drops out of school and in a very decisive way the educational process is interrupted).


    Proposals:


    • The cancer disease has a relevant effect on the rate and school results during treatment, but adequate aids during and after treatment can ensure the continuity of the educational process and the educational system can contribute to minimize the effect of the disease and improve the quality of life of children. Some of the necessary aids during treatment should be: contact/meetings with tutor, school counsellor, teachers, peers, as far as possible and flexible teaching/education, paying particular attention to the child in the process of reincorporation offering specific educational reinforcement and support.


    • All these caseloads should be considered by teachers and education authorities with a dual purpose: to promote the continuity of the educational process during convalescence and ensure that all childhood cancer survivors acquire the level of basic training needed to define their professional future and develop their life projects. Society and the education system must be adapted to the diversity of students’ particular situations to ensure the right to education and equal opportunities.


    3. Type of educational aids with which childhood cancer survivors counted on during treatment


    Main ideas that the study reveals:


    • The institutions’ educational response with regard to the treatment period and the late effects does not count on protocols nor with trained personnel.


    • The professional guidance that is offered to this group of people is not defined nor are the counsellors trained to meet their needs and there are no action protocols designed. The most common situation was the lack of professional guidance that can be understood as the invisibility of the needs of this group of people. Even those services that meet the specific needs related to the disability do not take into account long-term illnesses where the late effects affect the physchological aspects more than the physical ones.


    • More than half of survivors did not have available most of the principal aids: Specific support of teachers, peers and other education professionals who can play a crucial role in these cases, Accessibility measures and technological resources which are essential to make more bearable or minimize the usual short and long-term treatment effects, Curricular adaptations that allow flexibility in the educational process and are adapted to the conditions resulting from the disease and medical treatment.


    • The two most valuable aids are family support and the support of close friends / environment.


    • It is also worth noting the importance they attach to having recreational activities and entertainment after treatment. This fact makes us think about the strong impact of the disease process and treatment in the person because of suffering the insecurity, stress and physical experience and the importance of providing non-formal entertainment and leisure alternatives and some degree of disconnection and mental well-being and relaxation to encourage the normalization of life in the later stages of treatment.


    Proposals:


    • Develop Specific Educational protocols for students with cancer ensuring continuity of education during treatment and convalescence.


    • Develop specific teacher training proposals oriented to know the students with cancer and survivors’ needs and ensure continuity of the educational process .


    • Accessibility measures in schools , at home and in hospitals.


    • Offer leisure and recreational activities during treatment and convalescence.


    • Develop specific educational guidance programs for survivors .

  


  
    
      
        
      

      
        
          	
            Key findings of the study around objective 2: To analyze to what extent the disease is conditioning the childhood cancer survivors’ social life, their relationships, personal attitudes and their self image.

          
        

      
    


    1. Help that survivors received during the treatment


    Main ideas that the study reveals:


    • Survivors attach great importance to all aid that can help them in the process related to the permanence and personal socio-emotional involvement (family support from friends), with the support of different professionals (doctors/nurses, psychologist, teachers), with the availability of leisure activities in the hospital and at home and with the access and identification with other equals (other children with oncological diseases).


    • The most frequent help the survivors received during the treatment are family support, psychological support, caregivers support (doctors/nurses) and the support from friends.


    • Throughout the treatment, survivors received less help in: recreation and entertainment during the convalescence at home, support of the teachers, contact with other children with oncological diseases, leisure activities and entertainment in the hospital.


    • The Long-term and social emotional accompaniment is crucial to survivor’s emotional support, to convert the recovery process into a common goal and to make them feel accompanied.


    • The psychologist is an indispensable professional that is not always available in pediatric oncology units in the public health structure, and that in many cases are being recruited by the associations to alleviate this shortfall in public hospitals.


    Proposals:


    • Ensuring the presence of Psychologists in pediatric oncology units of the public health structure.


    • Ensuring alternative leisure and entertainment activities during and after treatment which are fundamental for the emotional well-being.


    • Develop initiatives to socialize the disease (cancer) and share the experience with other peers in order to reinforce, support each other and have motivational references and examples that reinforce the child during the illness.


    2. Impact of Disease in Survivors’ social, personal environment and self-image


    Main ideas that the study reveals:


    • The critical nature of the family unit in the process of coping with childhood cancer.


    • The impact of disease in one of the two heads of households’ professional development that usually must devote itself to accompany the minor (sometimes it involves the loss of work). The situation is exacerbated and compounded in single-parent families that also are represented in the study.


    • The impact of disease in the couple’s and the sibling’s relationship. The worry and stress resulting from the impact of the disease on the child and treatment certainly affects the atmosphere and family affective state.


    • The necessity of global management (educational, employment and social policy) that also bears in mind the impact on the child’s oncological diseases household and develop measures (labour rights, compensatory measures, educational services) to help minimize this impact and allow them to focus with all the intensity required in the recovery process of children.


    • Although childhood cancer disease has very important consequences for the child’s life, impact has no irreversible consequences, but it does have some positive learning:


    - Only in a few cases the disease led to the isolation and loss of friends.


    - An important group of survivors recognize that illness had a strong impact but with time and effort they recovered and maintain a satisfactory social life.


    - An important group of survivors claim that it hardly altered their self-image, self-esteem, sense of security and attitude towards life and the world of relationships.


    - In general survivors have a very positive image of themselves highlighting their attitude (brave, entrepreneurial, courageous, optimistic, positive) and their abilities (have self-reliance –security-, to be mature, organized, face the real world and do things -they don’t like “not doing anything”-, try out things.).


    Proposals:


    • To implement measures to protect and support the family unit in which the cancer has impacted: psychological and educational support, flexible employment of parents and to pay special attention to single-parent families usually subject to a greater vulnerability in these situations.


    3. Social view of the illness and cancer survivors


    Main ideas that the study reveals:


    • The need for the social normalization of the disease as something you get over and is part of reality, so that it does not entail a social obstacle for children and childhood cancer survivors. Social ignorance of the disease poses serious obstacles to these children to interact.


    • There are many prejudices about cancer survivors unknown to society, which include a high capacity for resilience and strength due to premature ripening involved in the recovery process.


    Proposals:


    • Implement public awareness campaigns on the issue of child cancer that include objective and positive information on the disease. Also to publicize the implications and needs of the survivors and encourage greater engagement and social approach.

  


  
    
      
        
      

      
        
          	
            Key findings of the study around objective 3: To analyze how the disease affects the vision of their professional future and their access to the world of work. Barriers, experienced needs and strengths.

          
        

      
    


    1. Attitude to professional future and work


    Main ideas that the study reveals:


    • Survivors generally show quite or a very positive attitude towards a professional future, showing a positive self-image and good levels of personal safety and self-confidence. Although the general tone is positive, results show minority groups presenting important levels of insecurity about their professional future, doubt of what they would like to professionally become and feel inability to carry out a full time profession in the future.


    • The world of work is very important for their personal development and they build their pathway thinking about their entry into the labour market. Survivors associating professional future with freedom and economic independence allows them to be autonomous and not dependent on their family.


    • They are proactive and persistent in the search for work, although they talk about rejection and the increase of difficulties due to the crisis.


    Proposals:


    • The educational initiatives that we launch must address personal attitudes to work, build self-confidence, self-knowledge and world of professions work knowledge as pathways through which help defines its priorities.


    2. Strengths:


    Main ideas that the study reveals:


    • They are people that work very hard and show great commitment and are responsible. Personal traits very valuable for any job position can be pointed out: hard-working, on-time, active, tenacious, organized, creative, spares no effort to achieve something, good use of time, overcomes difficulties, has initiative, listens to others, reflects before talking. In general they are proactive and positive facing difficulties.


    • Their respect and correct attitude towards others stand out: Open. Patient. Affective. Social skills. Empathy. Good humour when working


    • They have adequate strategies: good team work; listening attentively to people; accepting people as they are and what they say; understanding that they must not think that everything said at work is personal and that the others are also under stress; learning from each other.


    • They relate training with a better preparation and promotion at work. They make use of all the opportunities to go to language courses or specialized courses


    • Willingness to try, experiment and have initiative


    Proposals:


    • The initiatives launched to raise awareness and promote the employment of cancer survivors should highlight strengths and their attitudes toward work (strength, optimism, responsibility, initiative ... )


    3. Barriers and needs to enter the labour world


    Main ideas that the study reveals:


    • They are aware that late effects have influence on their job performance and it worries them that this will restrict their opportunities of finding a job related to their expectations. They think that these jobs can be less qualified than their expectations or the tasks less interesting and motivating.


    • They believe that the labour market´s principal barrier is due to prejudice because of the lack of knowledge.


    • For them, discrimination is based on society’s fear of cancer and its late effects, and this makes employers reject them. Also, this is the reason why employers do not listen to them when they explain that they are not ill and that having needs doesn’t mean that they can’t work. Indeed, they believe that in their case they are at a disadvantage in comparison with other disabilities that are better known and their needs socially understood.


    • Another inherent difficulty of the labour market that acts as a barrier is the current working style of the companies that seek productivity without considering the job profile and the stress employees are under


    Proposals:


    • The late and long-term effects of the illness and treatment will have to be an object of social protection policies in those invalidating cases and of ergonomics, accessibility and flexibility in the labour contexts.


    • Make more visible through the media reality of the disease and survivors to break the stereotypes, fears and prejudices about the productivity of the workforce and their employment in Europe.

  


  
    
      
        
      

      
        
          	
            Key findings of the study around objective 4: To know how childhood cancer survivors see themselves about professional future, their learning needs and educational and vocational guidance.

          
        

      
    


    1. Attitude towards training, educational and vocational guidance needs and training topics most requested


    Main ideas that the study reveals:


    • Survivors in general prioritize training and preparation for employment so there is a clear and strong desire and a positive predisposition towards training.


    • A minority but relevant group recognize gaps in their school educational process as a result of the disease.


    • The main training needs that arise are related to safety and ergonomics in the workplace, knowledge of the labour market and professions and employment and training opportunities for people with disabilities.


    • There is a high interest in receiving advice and guidance to know the world of work and define their professional profile.


    • The personal skills are conceived currently in Europe as keys to citizenship and active professionals (Key competences) constitute other priorities (communication, empathy, teamwork, leadership, autonomy, self-esteem, self-knowledge and decision-making ).


    • Educational and vocational guidance services available in the education system does not meet the specific needs of survivors and counsellors lack specific training in this area .


    Proposals:


    • Educational guidance programs for survivors must include a diagnostic/initial evaluation at the time of reincorporation to school and the development of curriculum adaptations and reinforcements in order to correct these gaps.


    • In the case of complementary initiatives to the formal education system (as was referred to in the project Create your future), survivors who have left the educational system will have to consider among their objectives the acquisition of the core competencies of the compulsory education and those survivors who are still in the system, coordination with the educational institutions.


    • Align training proposals with interest and survivors’ priorities.


    • Training of counsellors to know the survivors’ characteristics and needs.


    • Coordination between schools , families and associations.


    • Establish specific educational and vocational guidance protocols for childhood cancer survivors.


    • Design guidance activities based on real and successful job experiences.


    • Design tools to assess own skills and abilities and make decisions about career .


    2. Measures to enhance the work insertion


    Main ideas that the study reveals:


    • The main relevant measures to enhance work insertion for the survivors are: social awareness, return to education programs that allow them to obtain a professional qualification for those who have not got one and incentives for hiring young survivors.


    Proposals:


    • The interventions to launch in Europe to promote employment of childhood cancer survivors should cover three complementary actions:


    - Employment measures (incentives) to support institutions and employers who hire young survivors, educational programs and vocational guidance aimed at this group.


    - Specific training proposals that help young people who have failed to finalized their studies (professionalizing)


    - Public awareness campaigns in order to reveal the reality of childhood cancer, normalize and engage and involve citizens in this group.


    • The implementation of accessibility measures in the workplace must be ensured: such as permits for medical checks, more breaks during working hours, reduce stress, adaptation task in case of several late effects.
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    Sociedad Española de Oncología Médica (SEOM) (2007). Primer libro blanco de la oncología médica en España. Madrid: Dispublic, S.L. Recuperado de http://www.seom.org/seomcms/images/stories/recursos/sociosyprofs/planif_oncologica_espana/libroblanco.pdf


    Solana, A. (2005). Aspectos psicológicos en el paciente superviviente. Oncología 28 (3),157-163.


    Ziegler, J. (2015). Career Counselling Offers for Childhood Cancer Survivors. A Desk Research in 13 European Countries http://createyourfuture-eu.org/wp-content/uploads/2015/06/European-Report-Desk-Research_18-05-2015.pdf

  


  
    9. Annexes
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    Create Your Future questionnaire on the difficulties, needs and challenges of Childhood Cancer Survivors after their treatment and on their way back to education and work.
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    Dear Survivor/ Friend,


    Thank you for agreeing to fill in this questionnaire.


    We are a group of professionals (university, education provider, parent and patient representative) in Europe who are trying to explore the barriers, challenges as well as strengths of Childhood Cancer Survivors during and especially after their treatment on their way back to education and work.


    For this reason, we would like to know your individual experiences as a childhood cancer survivor. We are asking you some questions about your education, social life and work experiences so that we can build a picture about how survivors are handling these issues.


    This questionnaire is anonymous and all the information obtained from it will be dealt with strict confidentiality. We know it might not be easy or pleasant to look back on the process and the difficulties it has meant to you but we need your help to be able to make the problems and needs that arise visible. This helps us to develop efficient proposals that make it easier for Childhood Cancer Survivors to find their place in or their way back to society and work.


    It will take you about 10 minutes to fill in our questionnaire. Thank you very much for your support! It will help many survivors nowadays and in the future.

  


  
    I. PERSONAL DATA


    1. Country: ☐ Spain ☐ Austria ☐ Bulgaria ☐ Greece


    2. City/Place of residence: _______________


    3. Setting where you live: ☐ Urban ☐ Semi-urban ☐ Rural


    4. Gender: ☐ Girl ☐ Boy


    5. Age: ____


    6. How old were you when you first had cancer?


    7. What type of cancer did you have?


    ☐ Leukemia


    ☐ Lymphomas


    ☐ Brain Tumours and Central Nervous System


    ☐ Neuroblastoma


    ☐ Wilm`s tumour (kidney)


    ☐ Retinoblastoma


    ☐ Liver cancer: Hepatoblastoma and hepatocellular carcinoma


    ☐ Bone Cancer


    ☐ Soft Tissue Cancer


    ☐ Germ cells tumours


    ☐ Malignant Epitelial Cancer


    ☐ Other


    8. How old were you when you enter remission (end of treatment) ____


    9. Do you suffer any late and long term effects since you finished treatment:


    ☐ Yes ☐ No


    10. In afirmative case, indicate what types:


    ☐ Lack of concentration


    ☐ Hearing impairment


    ☐ Lack of memory


    ☐ Visual impairment


    ☐ Fatigue


    ☐ Heart problems


    ☐ Pulmonary diseases


    ☐ Fertility


    ☐ Motoric impairment


    ☐ Others (please specify)______________________


    11. Level of studies (Nowadays):


    ☐ Primary School


    ☐ Secondary School


    ☐ Upper secondary-education course


    ☐ Vocational Training Lower level


    ☐ Vocational Training Upper level


    ☐ University


    12. What is your current occupation?
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    13. Who do you live with?:


    ☐ I live alone


    ☐ I live with my parents/family


    ☐ I live with colleagues / friends


    ☐ I live with my partner


    ☐ I live in a residential care home


    ☐ Others?


    14. What is the employment status for each one of your parents (please indicate according to type of family)
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    15. Parents’ profession (please choose 1 or 2 options according previous answer)
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    II. EDUCATION: EXPERIENCED BARRIERS AND NEEDS


    We want to assess in what way the diagnosis of the illness and the recovery process/medical treatment conditions the experience and school attainment.


    16. If you had already entered school when you were diagnosed with cancer: Listed below you will find a series of statements so that, taking into account your experience during time of treatment (and after), you can indicate in what way you identify with each one of them:


    1 (Not at all) 2 (Very little) 3 (Somewhat) 4 (Quite a lot) 5 (Completely)
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    17. How was your situation after the end of treatment and going back to school?


    ☐ I had to quit school after the treatment.


    ☐ I had to retake a school year because I couldn’t keep up with my class during treatment.


    ☐ I had to change school type .


    ☐ I went back to the same class I was in before the diagnosis


    18. Thinking about your experience during the treatment, please indicate which of the following support tools were available to you:


    ☐ Detailed information about the development of the school subjects


    ☐ Study materials and activities to work at my own pace


    ☐ Technological resources (Computer/tablet, Internet…)


    ☐ Flexibility in the delivery of activities and exams


    ☐ Contact/meetings with my tutor, school counsellor, teachers


    ☐ Contact/meetings with classmates


    ☐ Support teachers / private classes / reinforcement classes


    ☐ Accessibility measures (hearing aids, adapted keyboards, etc.)


    ☐ Hospital classroom


    ☐ Teacher/Hospital educator


    ☐ Others Specify________________________


    19. Rate the importance of having the following aids after the treatment:


    1 (Not important) 2 (Of little importance) 3 (Moderately important) 4 (Important) 5 (Very important)
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    20. Did cancer and cancer treatment have an impact on your educational performance?


    ☐ It had a great impact with the result of school drop-out


    ☐ It had an important impact but with time and effort I regained the required level


    ☐ It had little impact and somewhat altered my education performance


    ☐ It did not have any impact on my educational performance


    III. SOCIAL LIFE: EXPERIENCED BARRIERS AND NEEDS


    We would now like to asses in what way the illness conditions social life, the relationship with others, the personal attitude and self-image.


    21. Thinking about your experience, indicate which of the following aids were available to you during treatment:


    ☐ Psychological support


    ☐ Family support


    ☐ Teacher support


    ☐ Caregivers support (doctors/nurses)


    ☐ Support from friends


    ☐ Contact with other children with oncological diseases


    ☐ Leisure activities and entertainment at the Hospital


    ☐ Leisure activities and entertainment during convalescence at home


    ☐ Others Specify________________________


    22. Rate the importance of having available during the treatment and nowadays the following aids:


    1 (Not important) 2 (Of little importance) 3 (Moderately important) 4 (Important) 5 (Very important)


    [image: 22.jpg]


    23. Listed below you will find a series of statements. Please indicate how much each statement is true for you today:


    1 (Completely disagree) 2 (Mostly disagree) 2 (Slightly agree) 4 (Mostly agree) 5 (Completely agree)
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    24. Please choose which of the following statements best represents the impact of the illness on your self-image and your relationships with others:


    ☐ It had a great impact with the result of isolation and loss of friends


    ☐ It had an important impact but with time and effort I am regaining confidence and hopes and maintain a satisfactory social life


    ☐ It barely altered my self-image, attitude to life and my relationships


    IV. PROFESSIONAL FUTURE AND LABOUR MARKET : EXPERIENCED BARRIERS AND NEEDS


    Lastly, we would like to know how you place yourself before your professional future and what training or support needs arise with the aim of developing an educational and professional guidance tool.


    25. Listed below you will find a series of statements. Please indicate how much each statement is true for you today:


    1 (Completely disagree) 2 (Mostly disagree) 2 (Slightly agree) 4 (Mostly agree) 5 (Completely agree)
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    26. Thinking about your current situation and your future expectations, please rate in which of the following areas you have needs:


    1 (Not at all) 2 (Very little) 3 (Somewhat) 4 (Quite a lot) 5 (Completely)
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    27. Thinking about your current situation and your future expectations, please mark in which of the following you would like to receive advice/training:
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    28. Please rate the importance of the following measures that help the employment integration of Childhood Cancer Survivors:


    1 (Not important) 2 (Of little importance) 3 (Moderately important) 4 (Important) 5 (Very important)
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    29. Please send us your suggestions or comments that you feel are important
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    THANK YOU VERY MUCH FOR YOUR HELP!


    IT WILL BE VERY USEFUL TO A LOT OF YOUNG PEOPLE AND EDUCATION PROFESSIONALS


    createyourfuture-eu.org
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    Create Your Future In-depth interview protocol
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    Points to be taken into account by interviewers and for the contextualization of the interview.


    Two major principles are the basis of career counselling:


    - The idea of training throughout life as a process of personal fulfillment and to cater for changes in society (to train throughout life)


    - The idea of continuous professional improvement and flexibility in career paths (to train for changes in professions and an increasingly dynamic and interrelated labour market).


    Based on this situation everyone needs to define his/her professional career and relate it to their formal educational activities and / or self-learning. It is known that cancer survivors are not in the same situation towards tackling the process, both because of the medical and psychosocial effects, as well as the difficulties of building their work project after such a complex experience. Also the experience of the illness in many cases can have positive effects and not only negative ones because it has contributed to the development of the individual that allows him/her to face difficult situations with a greater maturity than would be typical of his/her age.


    This interview intends to approach this situation and get to know first-hand the needs, concerns and issues that survivors of childhood cancer (15-25 years old) consider important for their professional guidance. On the basis of these contributions a training programme for career counsellors and an awareness initiative for employers will be developed.


    The questions we ask you are directed both to know what your process of personal training is, the strategies that you have followed to find work as well as to prepare yourself for your professional future. But also, we would like to know what your concerns are, the issues of your personal circumstances that you consider may have an impact on your working life and that are necessary for employers and institutions to know about.


    Questions:


    1. We would like to know in what situation you are in at present, regarding your personal and professional career.


    1.1. What training/education have you received and, if applicable, specialization?


    1.1.1. Are you completing your pre-university training (studying compulsory education, secondary education or vocational training intermediate level) or have you finished studies?


    If you are finishing pre-university training


    1.1.1.1. What do you think you are going to do when you finish, continue with other training or start working?


    1.1.1.2. Have you defined the area you would like to dedicate to?


    1.1.1.3. Have you thought about studying at University, advanced vocational training or other type of training?


    1.1.1.4. Does your previous experience of the illness influence your decision?


    if you have finished the pre-university education


    1.1.1.5. Have you defined the area you would like to dedicate to?


    1.1.1.6. Are you studying or do you plan to undertake university studies, higher vocational training or other?


    1.1.1.7. Has the previous experience of the illness influenced that decision?


    1.1.1.8. Have you already tried to find work? or are you working now?


    If yes


    1.1.1.9. How was the experience?


    2. In relation to your career training


    2.1. What needs have you got to complete or improve it?


    2.2. What are your expectations about your future?


    2.3. Have you received educational guidance, i.e., help to continue with your education?


    If yes


    2.3.1. Was it a person who knew about your situation? What was his/her profile?


    2.3.2. Was the counselling sufficient or would you need other forms of counselling or advice on issues that were not addressed? Which ones?


    If not


    2.3.3. What kind of counselling and assistance do you need?


    2.4. Have you received career guidance during training that meets your interests and abilities and choose studies or define your professional future?


    2.4.1. If so, how was it?


    2.4.2. If not, what career guidance would you have needed or currently need?


    3. Taking into account your personal experience,


    3.1. What are the main needs that you have to face the professional future?


    3.2. And thinking in positive… what are your main skills and strengths?


    3.3. What are your main interests?


    4. Thinking about your professional future, which are the difficulties that you perceive in your situation, your concerns and your fears? Which are the advantages and the weak points?


    5. In relation to your search for work,


    5.1. Have you had contact with career counsellors?


    5.1.1. YES


    5.1.1.1. How was the experience?


    5.1.1.2. Analyzing your profile and your capacities and interests, did they understand the difficulties of your situation?


    5.1.2. NO


    5.1.2.1. Do you know existing professional counselling services and in your search for work in your context and to whom to turn to?


    5.2. How do you think this guidance should be to deal with your concerns and difficulties that you perceive in your situation?


    6. Thinking about the employers


    6.1. Have you had contact directly or indirectly with employers?


    6.2. Have you had any work interview?


    6.3. What difficulties did you find when addressing employers?


    6.4. Have you worked at some point? For how long?


    6.5. What difficulties have you had when doing the tasks of your job?


    6.6. What aspects should employers take into account when hiring employees that have survived cancer?


    Closing Conversation:


    After this conversation what are your feelings and ideas? Any thoughts or feelings that you want to add?
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    Name and Surname of the survivor:


    …………………………………………………………………………………....


    Name and Surname of Parent/Guardian providing permission (if the person is u. 18 years old):


    …………………………….…………………………………………………………………………………………………


    Contact Details:


    ………………………………………………………………………………………………………………….


    For the Interview:


    My participation is voluntary and I may cease to take part in this interview at any time, without negative consequences.There are no risks involved in the participation in this interview. If, however, I feel uncomfortable in any way during the interview session, I have the right to decline to answer any question or to end the interview.


    I have been provided with sufficient information about the purpose of the interview. Notes will be written during the interview. An audio tape of the interview and subsequent dialogue will be make. If I don’t want to be taped, I will have the right to decline this. The data I provide will be anonymous and confidential.


    I understand and acknowledge all of this information, and I wish to take part in this interview.


    For the Video:


    I also wish to take part in a short video for the Create Your Future project (tick for yes) ☐


    I hereby grant permission to name of organization and the other partner organizations in the project Create Your Future to use the video I have taken part in in any social media network, audio visual platform and other dissemination channel.


    I release name of organization and everyone involved of any liability or claims in association with the media coverage if such takes place.


    My consent to the use of the photographs, video and sound recordings is for forever. I will not receive compensation for the use of my image and voice now or in the future.


    The filming of the video and the signing of this declaration are completely voluntary.


    I acknowledge that I am fully aware of the contents of this release and am under no threat, or influence at the time of my signing of this form.


    Signature of the survivor:


    …………………………………………………………………………………………………...


    Signature of the parent (if applicable):


    …………………………………………………………………………….....


    Date Signed: …………….


    General comments- change many things to the active voice


    There are sentences I do not understand. Sentence structure is unclear and I am not sure what exactly the message is.


    I don’t like using “as you can see”, it doesn’t add anything


    Always put commas before but!


    It is important to note.
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Accessibility measures (hearing aids, adapted keyboards, etc.) |  2.60 3.5 4.97 345 91.920 (.000)
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ity analysis (global-element statist

Scale mean | Scalevariance | Corrected Cronbach
iftheitemis | if theitemis item-total Alphaif the
deleted deleted correlation | item is deleted

Psychological support 284,16 2017421 ,561 ,947
Family support 283,76 2058,526 ,303 ,948
Teacher support 284,18 2029,197 ,517 ,947
Caregivers support (doctors/nurses) 284,12 2042,620 ,390 ,948
Support from friends 283,87 2052,116 ,348 ,948
Contact with other survivors with oncological diseases 284,30 2028,568 ,469 ,948
Leisure activities and entertainment 284,06 2048143 373 ,948
Technological resources (Computer/tablet, Internet...) 284,55 2024,357 ,493 ,947
Flexibility in the delivery of activities and exams 284,31 2023,697 ,505 ,947
Support teacher / private classes / reinforcement classes 284,54 2011,451 ,561 ,947
Accessibility measures (hearing aids, adapted 284,93 1997452 1543 047

keyboards, etc.)
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Mean scores on the assessment of the educational experience of survivors during treatment

and reincorporation and Chi square values showed significant diffe ces by country of origin
Austria Bulgaria Greece Spain X2(p)

The treatment of the illness made it difficult to go to 4.09 4.06 319 416 52.956 (.000)
school regularly
The treatment protocols and treatment effects made it 3n 319 3.23 3.91 32.389(.000)
difficult to keep up with school
The treatment process makes difficult the relations with 347 3.62 317 317 13.223(.004)
friends and colleagues
Because of the side effects of the treatment (fatigue, 3.64 397 3.29 379 20.031(.000)
anaemia, weakness...) | often missed class
Because of the side effects of the treatment (fatigue, 332 2.66 3.21 2.61 18.149 (.000)
anaemia, weakness, lack of concentration,...) | had
learning difficulties
After treatment it was difficult for me to keep up with the 2.95 2.83 4.13 272 47.057 (.000)
teaching and learning pace in school
Returning to school was harder than | thought it would be 2.70 2.69 4.18 248 66.979 (.000)
After treatment | would have needed more support from 2.73 3.65 443 241 72.835(.000)
teachers or other professionals (educational advisors,
psychologist, etc)
When | returned to school after treatment, classmates 3.23 4.09 4.15 377 16.847 (.001)
were all very supportive
| had learning difficulties because of my long-term effects 2.42 2.58 3.44 2.05 37.791(.000)
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Table 46. Professional Future: attitudes, expectations and needs of childhood cancer survivors
(Likert scale. Mean Scores)

N Min. Max. Mean Standard
deviation

| feel capable of carrying out a full time profession in the future 355 1 5 4,15 1,164
To study and prepare myself for a profession is one of my 355 1 s 413 ,992
priorities
| know what | would like to become/to do professionally 355 1 5 3,81 1,222
The labour market (employers, administration, trainers) must 355 1 5 374 1,469
take into account the needs that have come from the long term
effects due to my illness and its treatment
The experience lived was hard but it hasn't had consequences/it 355 1 5 357 1,370
hasn’t affected my training
My priority at this moment is to search for work in whatever 355 1 5 2,92 1,444
comes up
| feel insecure when | think about my professional future 355 1 5 2,56 1412
As a result of my illness my training has some shortfalls 355 1 s 2,17 1393
and | need additional training that will allow me to face the
professional future
The experience lived through limits my professional possibilities 355 1 5 2,10 1272
| worry about being discriminated by future employers 355 1 5 2,05 1,291
| worry that | won't find work due to my long term effects 355 1 5 2,01 1,328
I worry that I won't find work due to my cancer experience 355 1 5 1,95 1,298
| worry about being bullied by future employers or colleagues 355 1 5 179 1,140
N valids 355
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Long term effects or sequels

Frequency Percent Valid percent Sum percent
No 160 45,1 45,1 45,1
Valid
Yes 195 54,9 54,9 100,0
Total 355 100,0 100,0
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Reliability analysis (global-element statisticians) item 23

Scale mean Scale variance Corrected Cronbach
if the item is if the item is item-total Alphaif the
deleted deleted correlation item is deleted
Family support is key for well-being and a good 283,67 2065678 226 1048
development
The illness has had a clear impact on family 284,57 079,351 410 048

members (changing relationships and conditions)

Theillness has had a clear impact on my personal
relationships limiting them to the closest social 285,35 2047,206 ,224 ,949

environment

The late effects of the treatment make me prefer to

N 286,21 2051,855 ,200 ,949
be on my own rather than in company
The late effect of the treatment have negatively 28610 2039715 283 948
affected my self-confidence B 5 i 5
Late effects negatively changed the way that people 286,38 2043258 295 948
relate to me ! "’ - !
Late effects negatively changed the way | relate to 286,39 2034725 346 948
other people ’ i ! !
The experience of the illness negatively impacts my
self-esteern 286,37 2034,215 1358 ,948
The experience of the illness negatively impacts my 28612 2029943 388 948
sense of security ’ B ’ 5
Thc? experience of lthe illness negatively impacts my 286,40 2036,925 383 048
attitude towards life
The fact that many people don "t know about
childhood cancer and late effects makes it hard 285,88 2022,079 378 1048

for some to relate to me. And that makes social
participation difficult for me

Friends abandoned me 286,54 2059,789 140 ,949
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Context where they reside

Frequency Percent Valid percent Sum percent
Urban 242 68,2 68,2 68,2
Valid Semi-urban 73 20,6 20,6 887
Rural 40 1.3 n3 100,0
Total 355 100,0 100,0






OEBPS/Images/29_fmt.png





OEBPS/Images/T12_fmt.png
e study actual sample.

Frequency Percent Valid percent Sum percent
Girl 20 77 77 77
Valid Boy 6 23 23 100
Total 26 100,0 100,0
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Areas where childhood cancer survivors present needs (Likert Scale: mean scores)

N Min. | Max. | Mean | Standard deviation

Accessibility of the work place 355 1 5 372 1,520
Job opportunities for people with disabilities 355 1 s 363 1572
Online work B55 1 5 350 1,537
Kngwledge of the dynamics of the labour market (jol? openings, 355 7 5 350 1574
active employment search: sources, resources and skills)

Training opportunities for people with disabilities 355 1 5 350 1,666
Labour skills: attitudes and working habits 355 1 5 340 1,514
Social abilities (communication, empathy, teamwork, leadership, 355 7 5 340 15141
autonomy, self-esteem...)

Knowledg{e{of the professional world: studies and career 355 7 5 339 1591
opportunities

School support (individual support to finish school) 355 1 5 338 1516
Personal skills: self-awareness, decision-making 355 1 5 332 1,579
Online training: available tools and resources 355 1 5 328 1617
Advice to help me define my professional project 355 1 s 321 1,630
Security and occupational health 355 1 5 3719 1,646
Individual counselling about the learning process (study 355 7 5 302 1569

techniques)

Information and Communication Technologies (social networks,
mobile devices, network security, possibilities of the Internet, ICT | 355 1 5 2,88 1,656
as a tool for employment integration...)

N valid B8535
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Men U (p)
Itrelg';:l;?::isc)ounselling about the learning process (study 288 321 13304.000 (.038)
School support (individual support to finish school) 2.71 313 13006.000 (.015)
Advice to help me define my professional project 3.22 3.63 13243.500 (.030)
§:g;vrlte:ngi:i:sf the professional world: studies and career 333 376 13236.500 (.030)
Accessibility of the work place 347 3.86 13308.000 (.032)
Job opportunities for people with disabilities 3.32 3.75 13144.000 (.020)
Training opportunities for people with disabilities 3.24 3.77 12834.500 (.007)
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cial impact of the disease: self-image and relationships with others

Frequency Percent Valid percent | Sum percent
It had a great impact with the result of 31 87 87 8,7
isolation and loss of friends
It had an important impact but with time 167 47,0 47,0 558

and effort | am regaining confidence and
maintain a satisfactory social life

It barely altered my self-image, attitude to 157 44,2 44,2 100,0
life and my relationships

Total 355 100,0 100,0

Valids
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that survivors had at

N % Yes % No
Psychological support 355 68,5 315
Family support 355 86,2 138
Teacher support 355 47,9 521
Caregivers support (doctors/nurses) 355 67,9 321
Support from friends 355 552 44,8
Contact with other children with oncological diseases 358 485 EYAY
Leisure activities and entertainment at the Hospital 355 49 51
Leisure activities and entertainment during convalescence at home 355 40,3 59,7
Other 355 0,6 99,4
N valids 355
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Phases of the study

PHASES OBJECTIVES METHODOLOGICAL STRATEGIES
In each of the participating countries the necessary authorizations
Declaration of consent processing by the | for the collection of data is requested. These were granted by the
institutions ethics committees of universities and hospitals, thereby ensuring
data protection and anonymity of the participants.
Random sampling. The search of informants was conducted with
Sample selection of childhood cancer | the help of partner organizations, by distributing the electronic
survivors to answer the questionnaire | questionnaire on specific mailing lists (associations, hospitals),
through the project website and thematic Social Networks
(associations of young survivors, professionals health, family ...
First Phase Study dimensions and variables definition.
Beta version drafting of the instrument.
Design, development and validation of | “Panel of jJudges” (Experts project consortium members:
the questionnaire educators, teachers, psychologists, doctors, family ...)
Final version drafting of the instrument according to Judges
recommendation (English version)
Translation of the instrument into 4 languages (Spanish, German,
Greek and Bulgarian)
Questionnaire application/ | Implementaciényaplicacion electrénica con el servicio deencuestas
administration electrénicas del CESGA. http://enquisas.cesga.es
Purposive sampling. Informants search was
Sample selection of childhood cancer
survivors for the interview With the help of the partner organizations, ensuring
representativeness in terms of gender, cancer type, education-
employment status, age at diagnosis, etc.
Study dimensions and variables definition.
Beta version drafting of the instrument.
22 Fase “Panel of Judges” (Experts project consortium members: educators,
Design, development and validation of | teachers, psychologists, doctors, family ...)
the interview.
Final version drafting of the instrument according to Judges
recommendation (English version)
Translation of the instrument into 4 languajes (spanish, german,
greek and bulgarian)
Interview administration. Presential “face to face” administration by the members of partners
asociations teams.
Computer data processingwith SPSS20.0 SPSS statistical treatment
Data processing and analysis programme. (quantitative questionnaire) and RQDA 0.2-5
(qualitative interviews)
Third Phase | The results presentation Description and data analysis

Results assessment with regard to the
aims of the study

Contrast data obtained with the explicit objectives.

Conclusions

Presentation of conclusions
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Country Participants: Partners and Associated Partners/collaborators
University of Santiago de Compostela (USC). Grupo de investigacién de Tecnologia Educativa
Supercomputing Center of Galicia (CESGA)

Spain
Spanish Federation of Childhood Cancer Parents (FEPNC)
Asociacion de Ayuda a Nifios Oncolégicos de Galicia (ASANOG)
SEN/JA (Junior Achievement)

Creece
KYTTARO - The Greek Childhood Cancer Survivors’ Association
CATRO

Bulgaria
Association Children with oncohematologic diseases
die Berater®

Austria

Osterreichische Kinder-Krebs-Hilfe (OKKH)
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Type of studies that are currently studying

Frequency Percent Valid percent | Sum percent

Primary School 1 3 4 4

Secondary School 2 62 94 98

Valid Upper secondary - education course 63 177 26,8 36,6
Vocational Training Lower level 24 6,8 10,2 46,8
Vocational Training Upper level 17 48 72 54,0
University 108 30,4 46,0 100,0

Total 235 66,2 100,0
Missing System 120 338
Total 355 100,0
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Importance survivors give to other kind of support after treatmel

percentages)

im:)‘::ant imopf:)hrtt;t\ece Trzg:::;iltv Important im;/:rrZant
Psychological support 59 45 10,7 12,4 66,5
Family support 03 2,8 g9 10,7 82,3
Teacher support 31 4,5 1,5 214 59,4
Caregivers support (doctors/nurses) 11 56 m 211 61,1
Support from friends 0,6 25 82 2,7 76,1
Contact with other survivors with oncological 39 6,2 3 214 572
diseases
Leisure activities and entertainment 0,6 31 1,5 234 61,4
Technological resources (Computer/tablet, 37 10,4 197 211 451
Internet...)
Flexibility in the delivery of activities and exams 56 4,5 132 211 55,5
Support teacher / private classes / reinforcement 87 79 13,8 217 47,9
classes
Accessibility measures (hearing aids, adapted 8214 G 24 16,1 451
keyboards, etc.)
Nvalids 355
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Educational experience during the treatment and r n to the school

(Likert scale, valid percentages)

Notat | Very |Somewhat| Quitea | Completely
all Little lot

During the treatment it is necessary to keep contact with the 27 61 134 28 520
school, teachers and classmates
The reincorporation into school activities requires special 57 82 14 257 436
attention to help catch up
The treatment of the illness made it difficult to go to school 57 69 232 16,0 482
regularly
When | returneq to school after treatment, classmates were 73 79 18.8 %1 40
all very supportive
After. treatment teachers supported me and helped me catch 67 85 183 29 375
up with school
Becausg of the side effects of th.e treatment (fatigue, 87 99 208 2 386
anaemia, weakness...) | often missed class
The treatment protocols and treatment effects made it
difficult to keep up with school & B3 2 &) 20
The treatment process makes difficult the relations with 81 15 30 27 201
friends and colleagues
After treatment | would have needed more support from
teachers or other professionals (educational advisors, 215 138 15,6 20,6 285
psychologist, etc)
After .treatment it was difﬁc.ult for me to keep up with the 193 145 244 244 75
teaching and learning pace in school
Returning to school was harder than | thought it would be 21,4 187 22,6 238 136
Because of the side effects of the treatment (fatigue,
anaemia, weakness, lack of concentration,...) | had learning 19,2 19,2 285 213 7
difficulties
I had learning difficulties because of my long-term effects 30,6 21,9 22,5 13,8 1
N valids 355
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Areas where childhood cancer survivors would like to receive advice and tral

N % Yes % No
Individual counselling about the learning process (study techniques) 355 58 42
Social abilities (communication, empathy, teamwork, leadership, autonomy, self- 355 63,9 36,1
esteem...)
Labour skills: attitudes and working habits 355 58,3 41,7
Personal skills: self-awareness, decision-making 355 62,5 375
School support (individual support to finish school) 355 42 58
Information and Communication Technologies (social networks, mobile devices, network 355 558 44,2
security, possibilities of the Internet, ICT as a tool for employment integration)
Online training: available tools and resources 355 586 414
Advice to help me define my professional project 355 63,7 36,3
Knowledge of the professional world: studies and career opportunities 355 637 36,3
Knowledge of the dynamics of the labour market (job openings, active employment 355 66,2 338
search: sources, resources and skills)
Online work 355 52,7 473
Security and occupational health 355 66,5 335
Accessibility of the work place 355 58,9 41,1
)Job opportunities for people with disabilities 355 55,5 44,5
Training opportunities for people with disabilities 355 54,4 45,6
Other 355 0,6 99,4
N Valid 355
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Average values obtained in the assessment of the during the treatment and

currently that showed significant differences in function of the variable type of cancer

Leukemia | Lymphomas | Brain and Central Nervous | Bone Cancer X2 (p)
System Tumours
Psychological support 4.54 4.18 4.15 4.05 10.998 (.012)
4.45 4.24 345 4.05 19.888

Teacher support (000)
Support from friends 4.69 4.71 4.33 4.68 8.687 (.034)
Contact with other children with 4.49 4.29 373 4.05 17.943(.000)
oncological diseases
Contact with other children with 4.51 4.49 373 4.05 18.941(.000)
oncological diseases
Leisure activities and 4.61 4.54 397 3.91 29.328
entertainment during (.000)
convalescence at home
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Type of Childhood cancer diagnosed

Frequency Percent Valid Sum percent
percent
Leukemia 173 48,7 487 48,7
Lymphomas 68 19,2 19,2 67,9
Brain Tumors and Central Nervous 3 93 93 772
System
Neuroblastoma 4 39 39 811
Valid Wilm's tumor (kidney) 10 28 28 839
Bone Cancer 2 62 62 90,1
Soft Tissue Cancer 3 37 37 93,8
Germ cells tumors 4 11 11 94,9
Malignant Epitelial Cancer 2 ,6 ,6 95,5
Other 16 45 45 100,0
Total 355 100,0 100,0
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ity analysis (global-element statisticians) item 28
Scale mean | Scalevariance | Corrected Cronbach
iftheitemis | iftheitemis | item-total | Alphaifthe
deleted deleted correlation | item is deleted
Acce'ssibility mveasurles ?f the work place (adapted 28421 2033082 441 948
furniture, physical aids in the workplace...)
Incentives for the employment of young survivors 284,18 2022,094 ,583 ,947
More and shorter breaks 284,61 2003121 ,667 ,947
Part-time job opportunities 284,37 2023,730 ,510 ,947
Individual counselling and accompaniment during job 28441 2010,959 612 947
search
Traiping programmes for the obtainment of professional 294,27 2019,225 605 017
certificates
Traln{ng programmes VYIth the commitment of 28425 2017334 627 047
recruitment/compromise of contract
Programmes for the return to education that allows the
obtainment of professional qualification for those who 284,19 2028,085 ,503 ,948
did not obtain it
Training programmes in transversal competences (ICT 28426 2024526 529 047
and languages)
Measures to encourage entrepreneurship and self- 284,39 2022,544 523 047
employment
Social awareness-raising campaigns directed to society in 28410 2031025 506 048

general and employers
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Distribution per country of the qualitative study actual sample (Interview)

Frequency Percent Valid percent Sum percent
Austria 7 27 27 27
Bulgaria 6 23 23 50
Valid Greece 5 19,2 192 69,2
Spain 8 30,8 30,8 100,0
Total 26 100,0 100,0
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Type of late or long term effects or sequels

YES NO

Frequency % Frecuency %

Lack of concentration 76 214 279 786
Hearing impairment 30 85 325 9L
Lack of memory 51 14,4 304 85,6
Visual impairment 24 6,8 331 93,2
valid Fatigue 66 18,6 289 81,4
Heart problems 15 42 340 958
Pulmonary diseases 15 4,5 339 95,5

Fertility 32 9 323 91
Motoric impairment 38 10,7 317 893
Other 77 21,7 278 78,3
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Accessibility measures of thework place (adapted furniture, physical aids in the workplace...)
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More and shorter breaks

Part-time job opportunities

Individual counselling and accompaniment during job search

Training programmes for the obtainment of professional certificates

Training programmes with the commitment of recruitment/compromise of contract

Programmes for the return to education that allows the obtainment of professional qual-
ification for those who did not obtain it

Training programmes in transversal competences (ICT and languages)

Measures to encourage entrepreneurship and self-employment

Social awareness-raising campaigns directed to society in general and employers

Others

Please specify.
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hood cancer survivors present their needs (Likert Scale: valid

Notat | Very | Somewhat | Quitea | Completely
all little lot

Accessibility of the work place 16,3 73 13,0 14,6 48,7
Job opportunities for people with disabilities 18,9 7,6 12,4 13,8 473
Online work 18,0 79 14,6 15,8 437
Knowledge of the dynamics of the labour market (job
openings, active employment search: sources, resources and 20,3 82 144 15,2 42,0
skills)
Training opportunities for people with disabilities 24,5 59 1,5 1,5 46,5
Labour skills: attitudes and working habits 18,6 ns 16,1 18,9 34,9
Social ab.ilities (communication, empathy, teamwork, 186 s 161 189 349
leadership, autonomy, self-esteem...)
Knowledg.e.of the professional world: studies and career 7 21 124 155 389
opportunities
School support (individual support to finish school) 18,3 13,0 158 18,0 34,9
Personal skills: self-awareness, decision-making 21,7 8 16,3 135 36,6
Online training: available tools and resources 24,5 10,4 13,8 14,9 36,3
Advice to help me define my professional project 26,2 919 16,9 13 358
Security and occupational health 26,2 15 16,1 9,0 372
Indiviqual counselling about the learning process (study 29 155 18,3 s 287
techniques)
Information and Communication Technologies (social
networks, mobile devices, network security, possibilities of the 341 8 14,6 10,4 29,0
Internet, ICT as a tool for employment integration...)
Nvalid 355
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Mean scores obtained on the importance of measures to promote the emplo

of child cancer survivors depending on the variable type of cancer

Leukemia | Lymphomas Brain and Central Bone X (p)
Nervous System Tumors Cancer

Incentives for the employment of 447 3.9 430 4.23 10.7233(.013)
young survivors
More and shorter breaks 4.17 3.79 3.70 3.23 20.183(.000)
Part-time job opportunities 4.27 3.97 4.30 345 15.953 (.001)
Training programmes with the
commitment of recruitment/ 4.47 4.04 415 4.00 8.022 (.046)
compromise of contract
Training programmes in transversal 438 406 400 418 7833 (050)
competences (ICT and languages)
Measures to encourage
entrepreneurship and self- 4.31 3.94 3.64 373 16.466 (.001)
employment
Social awareness-raising campaigns
directed to society in general and 4.52 4.44 4.00 4.36 10.348 (.016)
employers
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The Social Dimension

to what extent the situation of disease affects survivors social life,
relationships and personal attitude (Likert scale. Valid percentages)

Completely Mostly Slightly Mostly Completely

disagree disagree agree agree agree
Family support is key for well-being and a good 03 7 31 85 870
development
Theillness has had a clear impact on family
members (changing relationships and 93 54 21 315 417
conditions)
The illness has had a clear impact on my
personal relationships limiting them to the 19,4 16,1 231 77 237
closest social environment
The fact that many people don't know about
childhood cancer and late effects makes it hard
for some to relate to me. And that makes social 406 152 ns 11 186
participation difficult for me
The late effect of the treatment have negatively 44 158 19,4 8 s
affected my self-confidence
The experience ofAthe illness negatively impacts 397 w7 197 161 63
my sense of security
The late effects of the treatment msfke me 434 77 16,9 144 76
prefer to be on my own rather than in company
Late effects negatively changed the way that 465 186 77 D4 48
people relate to me
The experience of the illness negatively impacts 485 75 166 107 68
my self-esteem
Late effects negatively changed the way | relate 501 77 14 101 76
to other people
The exFerience of the lillness negatively impacts 570 152 186 93 59
my attitude towards life
Friends abandoned me 58,0 14,9 8 73 79
N valids 355
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Impact of the disease and treatment in survivors school performance

Frequency | Percent | Valid percent | Sum percent

It had a great impact with the result of school drop-out 9 25 31 31
It had an important impact but with time and effort | 142 40,0 483 514
regained the required level

Valids It had little impact and somewhat altered my education 74 20,8 252 76,5
performance
It did not have any impact on my educational 69 194 235 100,0
performance
Total 294 82,8 100,0

Missing  System 61 72

Total 355 100,0
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Austria Bulgaria Greece Spain X (p)
Individual co'unsellmg about the learning process 231 2,89 500 237 148.027(.000)
(study techniques)
SOCIalablllltleS (communication, empathy, teamwork, 305 366 500 241 148.421(.000)
leadership, autonomy, self-esteem...)
Labour skills: attitudes and working habits 294 3.61 5.00 226 149.137 (.000)
Personal skills: self-awareness, decision-making 3.29 3.38 5.00 243 138.577 (.000)
School support (individual support to finish school) 2.04 2.89 4.99 214 155.118 (.000)
Information and Communication Technologies
(social networks, mobile devices, network security,
possibilities of the Internet, ICT as a tool for a7 87 80 22 =s2niCo0])
employment integration-+-)
Online training: available tools and resources 2.36 3.82 4.91 217 164.902 (.000)
Advice to help me define my professional project 248 4.05 5.00 242 172.285(.000)
Knowledge ofthle‘professional world: studies and 258 473 500 265 156.614 (.000)
career opportunities
Knowledge of the dynamics of the labour market
(job openings, active employment search: sources, 281 4.16 5.00 275 146.963 (.000)
resources and skills)
Online work 217 4.03 4.91 2.09 188.567 (.000)
Security and occupational health 3.64 4.18 5.00 2.58 140.178 (.000)
Accessibility of the work place 3.53 4.04 4.97 250 129.069 (.000)
Job opportunities for people with disabilities 2.86 4.07 5.00 249 136.276 (.000)
Training opportunities for people with disabilitites 2.75 4.08 5.00 242 137.503 (.000)
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Importance the survivors attach to to dispose of the following aid aimed

at promoting relations with others and the welfare staff during their treatment and at present
(Likert Scale: valid percentages)

Not Of little Moderately | Important Very
important | importance | important important

Family support 0,6 7 37 96 84,5
Support from friends 0,8 14 6,2 16,6 74,9
Caregivers support (doctors/nurses) 14 17 87 194 68,7
Leisure activities and entertainment during 17 23 99 22,8 634
convalescence at home
Psychological support 4,5 7.0 79 8 68,7
Leisure activities and entertainment at the Hospital 34 37 m 20,3 61,7
Contact with other children with oncological Bl 6,5 10,7 20,0 597
diseases
Teacher support 4,2 56 10,4 211 586
Nvalid 355
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Residence status

Frequency Percent Valid percent Sum percent
I live alone 44 12,4 12,4 12,4
Ilive with my parents/ 235 66.2 66.2 786
family
I live wnhcolleagues/ B 37 37 83
Valid friends
| live with my partner 55 155 155 977
Ilive in a residencial P 6 6 983
care home
Other 6 17 17 100,0
Total 355 100,0 100,0
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Please choose which of the following statements best represents the
impact of the illness on your selfhumage and your relationships with
others

It had a great impact with
Withe result of solation and
loss o friends
It had an important
impact but with time and
Weffort | am regaining
confidence and maiatain
asatisfactory sodal Ufe
It barely altered my self-
Wimage, attitude to lfe
and my relationships.
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Measures to promote the employment of survivors of childhood cancer

(Likert Scale: Mean scores)

N | Min. | Max. | Mean | Standard
deviation

Social awareness-raising campaigns directed to society in general and 355 1 5 4,42 975
employers
Programmes for the return to education that allows the obtainment of 355 1 5 4,32 1,049
professional qualification for those who did not obtain it
Incentives for the employment of young survivors 355 1 5 431 1,034
Accessibility measures of the work place (adapted furniture, physical aids in 355 1 5 4,29 1,080
the workplace...)
Training programmes with the commitment of recruitment/compromise of 355 1 5 4,26 1,044
contract
Training programmes for the obtainment of professional certificates 355 1 5 4,23 1,052
Training programmes in transversal competences (ICT and languages) 355 1 S 4,23 1,085
Individual counselling and accompaniment during job search 355 1 s 4,12 1172
Part-time job opportunities 355 1 5 4,1 1177
Measures to encourage entrepreneurship and self-employment 355 1 s 4,11 1,148
More and shorter breaks 355 1 5 3,91 1,212
N valid 355
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Averages obtained on how childhood cancer sur

ors face their professional future

pending on the variable type of cancer

term effects

Leukemia | Lymphomas | Brainand Central | Bone X (p)
Nervous System | Cancer
Tumors
I know Yvhat I'would like to become/to do 359 394 409 432 13.511(.004)
professionally
The experience lived was hard but it hasn’ t
had consequences/it hasn’ t affected my 3.69 3.51 2.82 345 9.599(.022)
training
My pr.lonty at this moment is to search for 317 284 267 186 17723 (.001)
work in whatever comes up
The labour market (employers, administration,
trainers) must take into account the needs
that have come from the long term effects due & &3 =2 =2 RSB (Y
to my illness and its treatment
)
I worry that Iwon’ t find work due to my long 183 206 258 159 9.025(.029)
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nce during the treatment and reincor

ation into school

kert scale. Mean scores)

N | Min. | Max. | Mean Stgnz{ar
deviation

During the treatment it is necessary to keep contact with the school, teachers 29 i 5 418 1,055
and classmates
[The reincorporation into school activities requires special attention 331 7 5 4,05 1184
tto help catch up
[The treatment of the illness made it difficult to go to school regularly 332 1 5 3,94 1,228

hen | returned to school after treatment, classmates were all very supportive | 330 1 s 3,84 1,239
IAfter treatment teachers supported me and helped me catch up with school 328 i 5 382 1,215
Because gf the side effects of the treatment (fatigue, anaemia, weakness...) 332 7 5 372 1305
I often missed class
[The treatment protocols and treatment effects made it difficult to keep up with 333 i 5 342 1216
school
[The treatment process makes difficult the relations with friends and colleagues | 337 0 5 332 1,240
IAfter treatment | would have needed more support from teachers or other 26 7 B 21 1519
professionals (educational advisors, psychologist, etc) " v
After'treatment it was difficult for me to keep up with the teaching and learning 332 7 5 306 1364
pace in school
Returning to school was harder than | thought it would be 332 1 5 2,89 1,348
Because othe side effects of the Freatment (fatigue, anaemia, weakness, lack of 333 7 5 287 1277
cconcentration,...) | had learning difficulties
I had learning difficulties because of my long-term effects 333 1 5 2,53 1,345

N valids

314
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Distribution per country of the quantitative study actual sample (Questionnaire)

Frequency Percent Valid percent Sum percent
Austria 77 21,7 21,7 21,7
Vatid Bulgaria 97 273 273 49,0
Greece 70 19,7 19,7 68,7
Spain m 31,3 31,3 100,0
Total 355 100,0 100,0
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Importance survivors give to other kind of aids after the treatment (likert scale. Mean values)

N Min. Max. Mean | Standar deviation
Psychological support 355 1 5 4,29 1,185
Family support 355 1 5 4,72 ,697
Teacher support 355 1 5 4,30 1,041
Caregivers support (doctors/nurses) 355 1 5] 4,35 ,962
Support from friends 355 1 5 4,61 789
Contact with other survivors with oncological diseases 355 1 5 4,22 1,115
Leisure activities and entertainment 355 1 5 4,42 ,854
Technological resources (Computer/tablet, Internet) 355 1 5 394 1,181
Flexibility in the delivery of activities and exams 355 1 5 4,16 1163
Support teacher / private classes / reinforcement classes 355 1 5 392 1,310
Accessibility measures (hearing aids, adapted keyboards, o , . o o
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| feel insecure when | think about my professional future

I know what | would like to become/to do professionally

The experience lived through limits my professional possibilities

To study and prepare myself for a profession is one of my priorities

The experience lived was hard but it hasn’t had consequences/it hasn't affected my training

My priority at this moment is to search for work in whatever comes up

| feel capable of carrying out a full time profession in the future

The labour market (employers, administration, trainers) must take into account the needs
that have come from the long term effects due to my illness and its treatment

As aresult of my illness my training has some shortfalls and | need additional training that
will allow me to face the professional future

1 worry that | won't find work due to my long term effects

| worry about being discriminated by future employers

I worry that I won't find work due to my cancer experience.

1 worry about being bullied by future employers or colleagues.
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It had a great impact with
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1t had an important
[@impact but with time and

effort | regained the
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Individual counselling about the learning process (study techniques)

Social abilities (communication, empathy, teamwork, leadership, autonomy, self-esteem...)

Labour skills: attitudes and working habits

Personal skills: self-awareness, decision-making

School support (individual support to finish school)

Information and Communication Technologies (social networks, mobile devices, network security, possibilities of the
Internet, ICT as a tool for employment integration...)

Online training: available tools and resources

Advice to help me define my professional project

Knowledge of the professional world: studies and career opportunities

Knowledge of the dynamics of the labour market (job openings, activeemployment search: sources, resources and skills)

Online work

Security and occupational health

Accessibility of the work place

Job opportunities for people with disabilities

Training opportunities for people with disabilities

Others:

Please specify
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Late or long-term effects accor

g to the different su

ors group

Do you suffer any late and long term effects since you
finished treatment?

No Yes
Frequency % Frequency %
Leukemia 103 59,5% 70 40,5%
Lymphomas 29 42,6% 39 57,4%
Brain Tumors and Central Nervous 6 18,2% 27 81,8%
System
Neuroblastoma 2 14,3% 2 857%
Wilm's tumor (kidney) 3 30,0% 70,0%
What type of cancer _Retinoblastoma [ 0,0% 0,0%
did you have? Liver cancer: Hepatoblastoma and 0 0,0% 0 0,0%
hepatocellular carcinoma
Bone Cancer 4 18,2% 18 81,8%
Soft Tissue Cancer 5 38,5% 61,5%
Germ cells tumors 1 25,0% 750%
Malignant Epitelial Cancer 2 100,0% 0,0%
Other 5 31,2% m 68,8%
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Means obtained in the assessment of the importance of aid designed

to promote relationships with others and personal wellbeing during treatment
and at present depending on the variable country

Austria | Bulgaria | Greece Spain X2 (p)
Family support is key for well-being and a good 462 475 500 486 2765 (.000)
development
The illness has had a clear impact on family members 405 459 106 313 66.223(.000)

(changing relationships and conditions)

The illness has had a clear impact on my personal
relationships limiting them to the closest social 3.71 3.68 2.63 247 58.614 (.000)
environment

The late effects of the treatment make me prefer to be on

my own rather than in company 2.66 2.85 1.70 179 54.184(.000)
The late effect of the treatment have negatively affected 274 289 177 202 37694 (.000)
my self-confidence

Late effects negatively changed the way that people 234 243 174 188 21.767(.000)
relate to me

Late effects negatively changed the way | relate to other ] 235 173 195 12412 (.006)
people

The experience of the illness negatively impacts my self- 257 257 179 166 38176 (.000)
esteem

The experience of the illness negatively impacts my sense 257 302 176 190 57357(.000)
of security

The experience of the illness negatively impacts my 206 261 177 169 34.923(.000)

attitude towards life

The fact that many people don 't know about childhood
cancer and late effects makes it hard for some to relate to 2.65 3.96 1.71 177 120.850 (.000)
me. And that makes social participation difficult for me

Friends abandoned me 247 2.25 123 1.69 50.368(.000)
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lobal-element statist

Scale mean Scale variance Corrected Cronbach
if the itemis if the item is item-total Alphaifthe
deleted deleted correlation | item is deleted

The treatment of the illness made it difficult to go 284,53 056,007 180 1049
to school regularly
The treatment protocols and treatment effects

949
made it difficult to keep up with school 2D 20SrE dE3 Sk
The t.reatm.ent process makes difficult the 285,09 2035817 379 1043
relations with friends and colleagues
Because of the side effects of the treatment
(fatigue, anaemia, weakness...) | often missed 284,75 2047,833 ,241 ,948
class
Because of the side effects of the treatment
(fatigue, anaemia, weakness, lack of 285,63 2037122 ,339 ,948
concentration,...) | had learning difficulties
During the treatment it is necessary to keep
contact with the school, teachers and classmates B AUBED 24 £
The ljemcorporatlon into school activities requires 284,44 2028,077 '450 ,948
special attention to help catch up
Aftertreatmer}t itwas difﬁsult for me to keep up 285,43 2015,070 498 047
with the teaching and learning pace in school
After treatment teachers supported me and 28463 2067,849 079 1049
helped me catch up with school
Returning to school was harder than | thought it 285,61 2016,706 404 047
would be
After treatment | would have needed more
support from teachers or other professionals 285,27 1985,565 667 947
(educational advisors, psychologist, etc)
When | returned to school after tlreatmentl 284,62 2058,581 160 049
classmates were all very supportive
I had learning difficulties because of my long-term 285,95 2019435 470 048

effects






OEBPS/Images/047_fmt.png
Scale mean Scale variance Corrected Cronbach
if the item is if the item is item-total Alpha if the
deleted deleted correlation item is deleted
Individual co}Jnsellingabout the learning process 285,51 198,142 626 947
(study techniques)
Social abilities (com‘munication, empathy, 2851 1984217 1630 047
teamwork, leadership, autonomy, self-esteem...)
Labour skills: attitudes and working habits 285,11 1984,217 ,680 ,947
Personal skills: self-awareness, decision-making 285,21 1977,504 703 ,947
School support (individual support to finish school) 285,15 1989,512 ,633 ,947
Information and Communication Technologies
(social networks, mobile devices, network security,
possibilities of the Internet, ICT as a tool for RSl 22128 Sc8 Y
employment integration...)
Online training: available tools and resources 285,24 1978,912 ,669 ,947
Advice to help me define my professional project 285,33 1972,280 715 ,946
Knowledge ofthAeAprofessional world: studies and 28510 1980,565 679 047
career opportunities
Knowledge of the dynamics of the labour market
(job openings, active employment search: sources, 284,96 1979,838 ,688 ,947
resources and skills)
Online work 284,89 1981,412 ,691 ,947
Security and occupational health 285,31 1970,789 N, ,946
Accessibility of the work place 284,80 1987,920 ,646 ,947
Job opportunities for people with disabilities 284,89 1983,213 ,661 ,947
Training opportunities for people with disabilitites 285,03 1970,919 704 ,946






OEBPS/Images/T10_fmt.png
Distribution by gender of quantitative study actual sample

Frequency Percent Valid percent Sum percent
Valid Girl 210 59,2 592 59,2
Boy 145 40,8 40,8 100,0
Total 355 100,0 100,0
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The treatment of the illness made it difficult to go to school regularly

The treatment protocols and treatment effects made it difficult to keep up with school

The treatment process makes difficult the relations with friends and colleagues

Because of the side effects of the treatment (fatigue, anaemia, weakness...) | often missed
class.

Because of the side effects of the treatment (fatigue, anaemia, weakness, lack of concen-
tration,...) | had learning difficulties.

Duringthe treatmentit is necessary to keep contactwith theschool, teachersand classmates

The reincorporation into school activities requires special attention to help catch up

The reincorporation into school activities requires special attention to help catch up

After treatment it was difficult for me to keep up with the teaching and learning pace in
school

After treatment teachers supported me and helped me catch up with school

Returning to school was harder than | thought it would be

After treatment | would have needed more support from teachers or other professionals
(educational advisors, psychologist, etc)

When | returned to school after treatment, classmates were all very supportive.

I'had learning difficulties because of my long-term effects.
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ed on Measures to promote the employment of survivors of childhood cancer

that showed significant differences depending on the variable country

general and employers

Austria | Bulgaria | Greece Spain X:(p)
Acce‘ssibility measures of the work place (adapted furniture, 304 418 49 41 47230 (.000)
physical aids in the workplace )
Incentives for the employment of young survivors 3.99 4.40 4.97 4.05 57.943(.000)
More and shorter breaks 3.56 4.02 4.97 338 102.956 (.000)
Part-time job opportunities 4.00 4.05 4.81 3.79 52.679(.000)
Individual counselling and accompaniment during job search 3.91 4.10 5.00 3.71 75.072(.000)
Trau)mg programmes for the obtainment of professional 3.87 4.40 5.00 386 81.383(.000)
certificates
Training programmes with the commitment of recruitment/ | 5 o5 29 497 386 71365 (.000)
compromise of contract
Programmes for the return to education that allows the
obtainment of professional qualification for those who did 3.90 4.35 5.00 4.17 58.874(.000)
not obtain it
Training programmes in transversal competences (ICT and 270 447 4.9 307 85.090 (.000)
languages)
Measures to encourage entrepreneurship and self- 353 429 499 380 86.893(.000)
employment
Social awareness-raising campaigns directed to society in 419 4.48 5.00 414 52.293(.000)






OEBPS/Images/letter_annex1_fmt.png
CREATE
YOUR
FUTURE

Create Your Future questionnaire on the difficulties, needs and
challenges of Childhood Cancer Survivors after their treatment and
on their way back to education and work.
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The Social Dimension: to what extent the situation of disease affects survivors social life,
relationships and personal attitude (Likert scale. Mean Scores)

N Min. Max. Mean Standar
deviation
Family support is key for well-being and a good 355 7 5 481 1565
development
The illness has had a clear impact on family members 265 7 13 301 1259

(changing relationships and conditions)

The illness has had a clear impact on my personal
relationships limiting them to the closest social 355 1 5 310 1,434
environment

The fact that many people don 't know about childhood
cancer and late effects makes it hard for some to relate to 355 1 s 2,55 1,569
me. And that makes social participation difficult for me

The late effect of the treatment have negatively affected

my self-confidence &5 v 5 285 e
The experience of the illness negatively impacts my sense 355 " 5 232 1321
of security

The late effects ofthg treatment make me prefer to be on 355 f 5 225 1343
my own rather than in company

Late effects negatively changed the way that people relate 355 7 5 210 1250
to me

The experience of the illness negatively impacts my self- 355 7 5 210 1297
esteem

Late effects negatively changed the way | relate to other 355 " 5 207 1317
people

Thef experience of Fhe illness negatively impacts my 355 f 5 2,04 1266
attitude towards life

Friends abandoned me 355 1 5 1,92 1,304

N valids 355
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Parents laboral situation (Member family 1)

Frequency Percent Valid percent Sum percent
Working 277 78,0 78,0 78,0
Valid Unemployed 28 79 79 85,9
Pensioner 50 14,1 14,1 100,0
Total 355 100,0 100,0
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Psychological support

Family support

Teacher support

Caregivers support (doctors/nurses)

Support from friends

Contact with other survivors with oncological diseases

Leisure activities and entertainment

Technological resources (Computer/tablet, Internet...)

Flexibility in the delivery of activities and exams.

Support teacher / private classes / reinforcement classes

Accessibility measures (hearing aids, adapted keyboards, etc.)

Others

Please specify
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Fathers-mothers Profession. (Family member 2)

Frequency Percent Valid percent Sum percent
Farmer, Cattle- 7 2,0 22 22
raiser, Fisherman
Businessman/ 31 87 97 9
Businesswoman
Administrative, 28 79 88 20,7
Shopkeeper
. Employeeina 77 217 241 44,8
Valid company
Household tasks 52 14,6 16,3 61,1
Civil servant 59 16,6 185 79,6
Self-employed 52 14,6 16,3 959
and liberal
professions
Other 3 BY 41 100,0
Total 319 89,9 100,0
Missing System 36 10,1
Total 355 100,0
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Mean scores on the assessment of the imp:

values showed significant

Leukemia | Lynphomas Brain and Central Bone Cancer X2 (p)
Nervous System Tumors

Psychological support 4.52 4.10 4.18 3.86 16.554 (.001)
Caregivers support (doctors/ 449 450 103 364 22.253(.000)
nurses) i i | i U
Contact with other survivors 440 421 367 400 14.569 (.002)
with oncological diseases
Leisure activities and 454 450 427 405 15468 (.001)
entertainment
Technological resources
(Computer/tablet, Internet-+) 4.6 3.87 333 341 22.262(.000)
Accessibility measures (hearing 386 347 3,09 373 9.021(.029)

aids, adapted keyboards, etc.)
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Measures to promote the employment of survivors of childhood c:

Percents)
Not Of little | Moderately | Important Very
important | importance | important Important

Social awareness-raising campaigns directed to 37 20 10,7 18,6 65,6
society in general and employers
Programmes for the return to education that allows 37 37 1,0 20,0 61,7
the obtainment of professional qualification for those
who did not obtain it
Incentives for the employment of young survivors 34 37 3 217 60,0
Accessibility measures of the work place (adapted 4,5 2,8 2,4 20,0 60.3
furniture, physical aids in the workplace...)
Training programmes with the commitment of 34 39 12,7 237 56,3
recruitment/compromise of contract
Training programmes for the obtainment of 37 2,8 15,8 22 55,8
professional certificates
Training programmes in transversal competences (ICT 34 54 135 20,3 575
and languages)
Individual counselling and accompaniment during job 59 37 16,9 20 535
search
Part-time job opportunities 6,2 39 15,2 2,0 52,7
Measures to encourage entrepreneurship and self- 4,2 6,2 16,9 19,7 530
employment
More and shorter breaks 56 76 217 20,6 44,5
N valid 355
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Means obtained on the needs of the survivors showed significal
differences depending on the type of cancer Variable

Leukemia | Lynphomas Brain and Central Bone X (p)
Nervous System Tumors | Cancer

Individual counselling about the learning

process (study techniques) 3.31 287 3.06 195 | 16.645(.001)
Social abbilities (communication,empathy,

teamwork, leadership, autonomy, self- 3.66 3.32 3.09 2.14 | 21.243(.000)
esteem)

Labour skills: attitudes and working habits 3.57 3.28 3.03 2.23 | 16.356 (.001)
Pers?nal skills: self-awareness, decision- 350 337 204 273 | 1.998(007)
making

School support (individual support to finish 309 2.9 276 182 | 11.709(.008)

school)

Information and Communication
Technologies (social networks, mobile
devices, network security, possibilities of 3.60 334 2.58 2.05 | 27.665(.000)
the Internet, ICT as a tool for employment
integration---)

Online training: available tools and 357 376 242 214 25.806
resources (.000)
Ad\{lce to help me define my professional 369 340 303 218 | 22.272(.000)
project
Knov.vledge of the professnoqa} world: 380 350 300 214 | 28.583(.000)
studies and career opportunities
Knowledge of the dynamics of the labour 23.656
market (job openings, active employment 3.85 3.66 3.09 241 .
: (.000)

search: sources, resources and skills)

" 20.988
Online work 349 328 227 241 (.000)
Security and occupational health 4.03 3.72 375 2.73 | 22.429(.000)

Accessibility of the work place 3.88 349 3.00 291 17.471(.001)
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Educational aids available during the treatment

N % Yes % No
Detailed information about the development of the school subjects 355 44,2 55,8
Study materials and activities to work at my own pace 355 47,6 52,4
Technological resources (Computer/tablet, Internet) 355 24,8 752
Flexibility in the delivery of activities and exams 355 44,2 558
Contact/meetings with my tutor, school counselor, teachers 355 434 56,6
Contact/meetings with classmates 355 43,4 56,6
Support teachers / private classes / reinforcement classes 355 31,8 68,2
Accessibility measures (hearing aids, adapted keyboards, etc.) 355 56 94,4
Hospital classroom 355 338 66,2
Teacher/Hospital educator 355 29,3 70,7
Other B55) 7,0 930
N valids 355
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Reliability analysis (global-element statisticians) item 22

Scale mean | Scalevariance Corrected Cronbach
if theitemis | iftheitemis item-total Alpha if the
deleted deleted correlation | item is deleted

Psychological support 284,14 2023,629 ,507 ,947
Family support 28373 2060,459 278 ,948
Teacher support 284,21 2030,011 478 948
Caregivers support (doctors/nurses) 283,97 2046,134 ,398 ,948
Support from friends 283,84 2052,869 ,362 948
Contact with other children with oncological diseases 284,23 2031,192 ,458 ,948
Leisure activities and entertainment at the Hospital 284,13 2046,353 ,327 ,948
Leisure activities and entertainment during 28407 204,903 430 048
convalescence at home
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Data analysis tech

AIMS

STATISTICAL TEST PERFORMED

Description of the opinions of the survivors in the different items
formulated (Global analyses of the results).

Means and percentages

Questionnaire reliability

Cronbach . Internal consistency coeficient
Item-total correlation coeficient.

Determination of the
gender, type of illness.

ificant differences among groups (country,
in the measure dependent variables

Square Chi
Mann-Whitney U
Kruskal-Wallis test






