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[bookmark: N109C9]
Abstract

        

          
Background Diffuse midline glioma (DMG) is the most common malignant glioma
                    in early childhood with median survival of only eleven months. This
                    retrospective interview study investigates specific coping strategies and needs
                    of affected parents.

        

          
Patients 13 interviews with parents of seven children who died from DMG at
                    the age of five to 16 years were conducted in 2016.

        

          
Method The used method is a problem-oriented guided interview with
                    consecutive content and evaluating structuring analysis according to
                    Mayring.

        

          
Results Major inductive category was whether the parents had talked to
                    their children about their upcoming death. All parents stated overall
                    satisfaction and comfort regarding their palliative care. Lack of psycho-social
                    support in families was successfully addressed by involving palliative care.

        

          
Conclusions Retrospective interview studies in this context are feasible.
                    Early involvement of the palliative care team may relieve burden from affected
                    parents. Open communication about death proved helpful for all involved parties,
                    it may facilitate acceptance of terminal illness and alleviate guilt in
                    parents.Concepts for an open and empowering communication within families and
                    between treatment site and families need continuing adjustment. The Palliative
                    care team may also have a key role regarding early phase trials and molecular
                    studies.

      

        [bookmark: N109EE]
Zusammenfassung

        

          
Hintergrund Das Diffuse Mittelliniengliom (DMG) ist das häufigste
                    maligne Gliom des Kindesalters mit einer mittleren Überlebensrate von
                    nur elf Monaten. Diese retrospektive Interview-Studie ermittelt spezifische
                    psychische Bewältigungsstrategien und Bedürfnisse der
                    betroffenen Eltern.

        

          
Patienten Im Jahr 2016 wurden 13 Interviews mit Eltern von sieben im Alter
                    von fünf bis 16 Jahren an DMG verstorbenen Kindern geführt.

        

          
Methode Es wurde ein problemzentriertes Leitfadeninterview und
                    anschließend eine inhaltlich und evaluierend strukturierende qualitative
                    Inhaltsanalyse nach Mayring durchgeführt.

        

          
Ergebnisse Die wichtigste induktive Kategorie war die Kommunikation
                    zwischen Eltern und Kind über dessen bevorstehendes Versterben.
                    Darüberhinaus bestätigten die Eltern insgesamt Zufriedenheit
                    bezüglich des Palliativdiensts. Fehlende psychosoziale
                    Unterstützung wurde durch ein Hinzuziehen des Palliativdiensts
                    erfolgreich kompensiert.

        

          
Schlussfolgerung Retrospektive Elterninterviews in diesem Kontext sind
                    durchführbar. Der frühzeitige Einsatz des Palliativteams
                    entlastet die Eltern. Die Konzepte für eine offene Kommunikation in den
                    betroffenen Familien und zwischen Behandlungszentrum und Familien
                    benötigen eine fortwährende Anpassung und Weiterentwicklung. Der
                    Palliativdienst nimmt auch eine Schlüsselposition in der Kommunikation
                    mit Frühphasenstudien und molekularen Begleitstudien ein.

      


        
[bookmark: N10A13]
Key words

        Diffuse intrinsic pontine glioma - 
        Palliative care - 
        End-of-life care - 
        Bereavement - 
        Communication
      


        
[bookmark: N10A29]
Schlüsselwörter

        Diffus intrinsisches Ponsgliom - 
        Palliative Care - 
        End-of-life Care - 
        Trauerbewältigung - 
        Kommunikation
      



      
[bookmark: N11471]
Supplemental Material

      
	
Supplemental Material



    








[bookmark: info]
Publication History

Article published online:
02 June 2022



© 2022. Thieme. All rights reserved.

Georg Thieme Verlag
Rüdigerstraße 14, 70469 Stuttgart,
                    Germany


 

[bookmark: ]

[bookmark: N11488]
	
References


	
[bookmark: R1525-0001]1 
          
            Alridge J, 
          
          
            Shimmon K, 
          
          
            Miller M. 
          
        et al. ‘I can’t tell my child they are dying’. Helping parents
                    have conversations with their child. Arch Dis Child Educ Pract Ed 2017; 102: 182-187 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0002]2 
          
            Angelini P, 
          
          
            Hawkins C, 
          
          
            Laperriere N. 
          
        et al. Post mortem examinations in diffuse intrinsic pontine glioma: challenges and
                    chances. J Neurooncol 2011; 101: 75-81 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0003]3 
          
            Aoun S, 
          
          
            Bird S, 
          
          
            Kristjanson LJ. 
          
        et al. Reliability testing of the FAMCARE-2 scale: measuring family carer satisfaction
                    with palliative care. Palliat Med 2010; 24: 674-681 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0004]4 
          
            Beaumont C, 
          
          
            Nekolaichuk C. 
          
        FAMCARE- and FAMCARE2-Guidelines. Palliative and End-of-Life Institue, Health
                    Service Centre, Grey Nuns Hospital, Edmonton, AB. 2012. Available at https://www.researchgate.net/profile/Cheryl_Nekolaichuk/publication/267944835_FA
                    MCARE_and_FAMCARE-2_Guidelines/links/5550ae2e08ae739bdb91f82e.pdf Accessed October 7, 2021 






PubMed





	
[bookmark: R1525-0005]5 
          
            Bluebond-Langner M. 
          
        The private worlds of dying children. Princeton, N. J: Princeton University Press; 1978 





CrossrefGoogle Scholar





	
[bookmark: R1525-0006]6 
          
            Buczkowicz P, 
          
          
            Hawkins C. 
          
        Pathology, molecular genetics, and epigenetics of diffuse intrinsic pontine
                    glioma. Front Oncol 2015; 5: 147 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0007]7 
          
            Caretti V. 
          
        Implementation of a multi-institutional diffuse intrinsic pontine glioma autopsy
                    protocol and characterization of a primary cell culture. Neuropathol Appl Neurobiol 2012; 39: 426-436 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0008]8 
          
            Chibanda D, 
          
          
            Weiss HA, 
          
          
            Verhey R. 
          
        Effect of a Primary Care–Based Psychological Intervention on Symptoms of
                    Common Mental Disorders in Zimbabwe. A Randomized Clinical Trial. JAMA 2016; 316: 2618-2626 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0009]9 
          
            da Silva FM, 
          
          
            Jacob E, 
          
          
            Nascimento LC. 
          
        Impact of childhood cancer on parents’ relationships: an integrative
                    review. J Nurs Scholarsh 2010; 42: 250-261 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0010]10 
          
            Dresing T, 
          
          
            Pehl T. 
          
        Praxisbuch Interview, Transkription & Analyse. Anleitungen und
                    Regelsysteme für qualitativ Forschende. 8. Aufl. Marburg; 2015.
                    Available at: https://www.audiotranskription.de/wp-content/uploads/2020/11/Praxisbuch_08_01_web.pdf Accessed October 7, 2021 






PubMed





	
[bookmark: R1525-0011]11 
          
            Easson WM. 
          
        The dying child. The management of the child or adolescent who is dying. 2nd ed. Springfield, Illinois, USA: Charles C. Thomas; 1970 





Google Scholar





	
[bookmark: R1525-0012]12 
          
            Hoffman LM, 
          
          
            Veldhuijzen van Zanten SEM, 
          
          
            Colditz N. 
          
        et al. Clinical, radiologic, pathologic, and molecular characteristics of long-term
                    survivors of diffuse intrinsic pontine glioma (DIPG): a collaborative report
                    from the International and European society for pediatric oncology DIPG
                    registries. J Clin Oncol 2018; 36: 1963-1972 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0013]13 
          
            Husebø S, 
          
          
            Mathis G, 
          
          
            Klaschik E. 
          
         Palliativmedizin. 6. Aufl.  Heidelberg: Springer-Verlag GmbH Deutschland; 2017 





CrossrefGoogle Scholar





	
[bookmark: R1525-0014]14 
          
            Kambhampati M. 
          
        A standardized autopsy procurement allows for the comprehensive study of DIPG
                    biology. Oncotarget 2015; 6: 12740-12747 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0015]15 
          
            Kieran MW. 
          
        Lessons learned from diffuse intrinsic pontine glioma: how a terrible disease
                    forced us to think better. Neuro Oncol 2017; 19: 1017-1018 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0016]16 
          
            Kieran MW. 
          
        Time to rethink the unthinkable: upfront biopsy of children with newly diagnosed
                    diffuse intrinsic pontine glioma (DIPG). Pediatr Blood Cancer 2015; 62: 3-4 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0017]17 
          
            Kreicbergs U, 
          
          
            Valdimarsdóttir U, 
          
          
            Onelöv E. 
          
        et al. Talking about death with children who have severe malignant disease. N Engl J Med 2004; 351: 1175-1186 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0018]18 
          
            Kuckartz U. 
          
        Einführung in die computergestützte Analyse qualitativer Daten.
                    1. Aufl. Wiesbaden: VS Verlag für Sozialwissenschaften/GWV Fachverlage
                    GmbH; 2005 





CrossrefGoogle Scholar





	
[bookmark: R1525-0019]19 
          
            Mayring P. 
          
        Qualitative Inhaltsanalyse. Grundlagen und Techniken. 12.
                    Aufl. Weinheim und Basel: Beltz
                    Verlag; 2015 





Google Scholar





	
[bookmark: R1525-0020]20 
          
            Monterosso L, 
          
          
            Kristjanson LJ. 
          
        Supportive and palliative care needs of families of children who die from
                    cancer: an Australian study. Palliat Med 2008; 22: 59-69 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0021]21 
          
            Müller K, 
          
          
            Schlamann A, 
          
          
            Guckenberger M. 
          
        et al. Craniospinal irradiation with concurrent temozolomide for primary metastatic
                    pediatric high-grade or diffuse intrinsic pontine gliomas. A first report from
                    the GPOH-HIT-HGG Study Group. Strahlenther Onkol 2014; 190: 377-381 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0022]22 
          
            Niethammer D. 
          
        Das sprachlose Kind. Vom ehrlichen Umgang mit schwer kranken und sterbenden
                    Kindern und Jugendlichen. 1. Aufl Stuttgart: Schattauer GmbH; 2008 





Google Scholar





	
[bookmark: R1525-0023]23 
          
            Perilongo G, 
          
          
            Rigon L, 
          
          
            Sainati L. 
          
        et al. Topical Topic: Palliative and Terminal Care for Dying Children; Proposal for
                    Better Care. Medical and Pediatric Oncology 2001; 37: 59-61 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0024]24 
          
            Pohlkamp L, 
          
          
            Kreicbergs U, 
          
          
            Sveen J. 
          
        Bereaved mothers’ and fathers’ prolonged grief and psychological
                    health 1 to 5 years after loss – A nationwide study. Psycho-Oncology 2019; 28: 1530-1536 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0025]25 
          
            Saiki-Craighill S. 
          
        The personal development of mothers of terminal cancer patients: How Japanese
                    women change through the experience of caring for and losing their children to
                    cancer. Qualitative Health Research 2002; 12: 769-779 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0026]26 
          
            Schröder H, 
          
          
            Lilienthal S, 
          
          
            Schreiber-Gollwitzer BM. 
          
          et al. 
        S3-Leitlinie Psychosocial Care in Pediatric Oncology and Hematology on behalf
                    of: Gesellschaft für Pädiatrische Onkologie und
                    Hämatologie (GPOH) 2019; AWMF-Registernummer: 025-002 





PubMed





	
[bookmark: R1525-0027]27 
          
            Sewtz C, 
          
          
            Muscheites W, 
          
          
            Kriesen U. 
          
        et al. Questionnaires measuring quality of life and satisfaction of patients and their
                    relatives in a palliative care setting-German translation of FAMCARE-2 and the
                    palliative care subscale of FACIT-Pal. Ann Palliat Med 2018; 7: 420-426 





CrossrefPubMedGoogle Scholar





	
[bookmark: R1525-0028]28 
          
            Stevens MM, 
          
          
            Rytmeister RJ, 
          
          
            Proctor MT. 
          
        et al. Children Living With Life-Threatening or Life-Limiting Illnesses: A Dispatch
                    From the Front Lines. In: Corr CA and Balk DE (Hrsg). Children’s
                    encounters with death, bereavement, and coping. New York: Springer Pub; 2008: 147-166 





Google Scholar





	
[bookmark: R1525-0029]29 
          
            Vernick J, 
          
          
            Karon M. 
          
        Who’s afraid of death on a leukemia ward?. Am J Dis Child 1965; 109: 393-397 





PubMedGoogle Scholar





	
[bookmark: R1525-0030]30 
          
            Zernikow B. 
          
        Palliativversorgung von Kindern, Jugendlichen und jungen Erwachsenen. 2. Aufl.  Berlin, Heidelberg: Springer-Verlag; 2013 





CrossrefGoogle Scholar










 

	
Supplementary Material





	
Supplemental Material











    
  

  
    
      
        

      

    

    
      
        
        


      

    

  


  

  
  
    
      
      
    
    
      
        
        
      

    
  




  
  
    
      
      
    
    
      
        
        
      

    
  



  







    
    


















  






      

      

  
    Top of Page
  

  
    
      ©  Georg Thieme Verlag KG | 
      
      
        Imprint |
        Privacy policy statement |
      
      Smartphone Version
      

      
        Your Current IP Address: 54.152.29.37
      

    

    

  




      


  
    
  
  
  
    
    
      
        
        
        
        
      
      
      
      
    
  
  




    

    






    

    
      
        
      
    

    
    


    
      
      
      
    

  