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Abstract

        
Transition from pediatric to adult health care is a time of high risk for adolescents and young adults (AYAs) with epilepsy. Our aims are to examine patient, caregiver, and provider perceptions of transition readiness and the influence of patient-provider alliance in the context of transition readiness. Our cross-sectional study included 82 AYAs with epilepsy prior to transition. Patients, caregivers, and providers completed questionnaires (e.g., transition readiness and working alliance). Statistical analyses included independent samples and paired t-tests. Participants were 17.3 ± 2.8 years on average, 54% were females, 84% were White (non-Hispanic), and 38% had generalized epilepsy. Caregivers reported significantly higher transition readiness than their AYAs (t (72) = −10.6, p < 0.001). AYAs and providers reported similar alliance scores. Providers who felt patients were ready to transition had higher patient-reported transition readiness and provider-reported alliance scores. These data suggest that patients and providers are well aligned in the transition process, and providers appropriately perceive key areas necessary for transition. Caregivers and patients had discrepant perceptions of transition readiness, highlighting the importance of assessing both unique transition perspectives. Dedicated transition programs are likely to be beneficial in improving transition readiness and increase alignment across patients, caregivers, and providers.

      


        
[bookmark: N10ADD]
Keywords

        epilepsy - 
        transition - 
        therapeutic alliance
      





[bookmark: info]
Publication History

Received: 09 August 2020


Accepted: 10 August 2020


Article published online:
23 September 2020



© 2020. Thieme. All rights reserved.

Georg Thieme Verlag KG
Rüdigerstraße 14, 70469 Stuttgart, Germany




 

[bookmark: ]

[bookmark: N11705]
	
References


	
[bookmark: JR2000060-1]1 
          
            Zack MM, 
          
          
            Kobau R. 
          
        National and state estimates of the numbers of adults and children with active epilepsy -united states, 2015. MMWR Morb Mortal Wkly Rep 2017; 66 (31) 821-825 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-2]2 
          
            Mohanraj R, 
          
          
            Brodie MJ. 
          
        Diagnosing refractory epilepsy: response to sequential treatment schedules. Eur J Neurol 2006; 13 (03) 277-282 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-3]3 
          
            Steinberg L. 
          
        Risk taking in adolescence: what changes, and why?. Ann N Y Acad Sci 2004; 1021: 51-58 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-4]4 
          
            Gardner M, 
          
          
            Steinberg L. 
          
        Peer influence on risk taking, risk preference, and risky decision making in adolescence and adulthood: an experimental study. Dev Psychol 2005; 41 (04) 625-635 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-5]5 
          
            Modi AC, 
          
          
            Marciel KK, 
          
          
            Slater SK, 
          
          
            Drotar D, 
          
          
            Quittner AL. 
          
        The influence of parental supervision on medical adherence in pre and late-adolescents with cystic fibrosis: Developmental shifts from early to late adolescence. Child Health Care 2008; 37 (01) 78-92 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-6]6 
          
            Camfield P, 
          
          
            Camfield C, 
          
          
            Busiah K, 
          
          
            Cohen D, 
          
          
            Pack A, 
          
          
            Nabbout R. 
          
        The transition from pediatric to adult care for youth with epilepsy: basic biological, sociological, and psychological issues. Epilepsy Behav 2017; 69: 170-176 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-7]7 
          
            Lekoubou A, 
          
          
            Bishu KG, 
          
          
            Ovbiagele B. 
          
        Nationwide trends in medical expenditures among adults with epilepsy: 2003-2014. J Neurol Sci 2018; 384: 113-120 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-8]8 
          
            Pugh MJ, 
          
          
            Copeland LA, 
          
          
            Zeber JE. 
          
          et al. 
        The impact of epilepsy on health status among younger and older adults. Epilepsia 2005; 46 (11) 1820-1827 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-9]9 
          
            Geerlings RP, 
          
          
            Aldenkamp AP, 
          
          
            de With PH, 
          
          
            Zinger S, 
          
          
            Gottmer-Welschen LM, 
          
          
            de Louw AJ. 
          
        Transition to adult medical care for adolescents with epilepsy. Epilepsy Behav 2015; 44: 127-135 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-10]10 
          
            Pai AL, 
          
          
            Ostendorf HM. 
          
        Treatment adherence in adolescents and young adults affected by chronic illness during the health care transition from pediatric to adult health care: a literature review. Child Health Care 2011; 40 (01) 16-33 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-11]11 
          
            Camfield PR, 
          
          
            Gibson PA, 
          
          
            Douglass LM. 
          
        Strategies for transitioning to adult care for youth with Lennox-Gastaut syndrome and related disorders. Epilepsia 2011; 52 (Suppl. 05) 21-27 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-12]12 
          
            Sawicki GS, 
          
          
            Kelemen S, 
          
          
            Weitzman ER. 
          
        Ready, set, stop: mismatch between self-care beliefs, transition readiness skills, and transition planning among adolescents, young adults, and parents. Clin Pediatr (Phila) 2014; 53 (11) 1062-1068 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-13]13 
          
            van Staa A, 
          
          
            van der Stege HA, 
          
          
            Jedeloo S, 
          
          
            Moll HA, 
          
          
            Hilberink SR. 
          
        Readiness to transfer to adult care of adolescents with chronic conditions: exploration of associated factors. J Adolesc Health 2011; 48 (03) 295-302 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-14]14 
          
            Haarbauer-Krupa J, 
          
          
            Alexander NM, 
          
          
            Mee L. 
          
          et al. 
        Readiness for transition and health-care satisfaction in adolescents with complex medical conditions. Child Care Health Dev 2019; 45 (03) 463-471 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-15]15 
          
            Speller-Brown B, 
          
          
            Patterson Kelly K, 
          
          
            VanGraafeiland B. 
          
          et al. 
        Measuring transition readiness: a correlational study of perceptions of parent and adolescents and young adults with sickle cell disease. J Pediatr Nurs 2015; 30 (05) 788-796 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-16]16 
          
            Lapp V, 
          
          
            Chase SK. 
          
        How do youth with cystic fibrosis perceive their readiness to transition to adult healthcare compared to their caregivers' views?. J Pediatr Nurs 2018; 43: 104-110 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-17]17 
          
            Akchurin OM. 
          
        Are we ready to reliably assess transition readiness?. Pediatr Transplant 2015; 19 (08) 807-809 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-18]18 
          
            Schwartz LA, 
          
          
            Daniel LC, 
          
          
            Brumley LD, 
          
          
            Barakat LP, 
          
          
            Wesley KM, 
          
          
            Tuchman LK. 
          
        Measures of readiness to transition to adult health care for youth with chronic physical health conditions: a systematic review and recommendations for measurement testing and development. J Pediatr Psychol 2014; 39 (06) 588-601 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-19]19 
          
            Marchak JG, 
          
          
            Reed-Knight B, 
          
          
            Amaral S, 
          
          
            Mee L, 
          
          
            Blount RL. 
          
        Providers' assessment of transition readiness among adolescent and young adult kidney transplant recipients. Pediatr Transplant 2015; 19 (08) 849-857 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-20]20 
          
            Huang JS, 
          
          
            Tobin A, 
          
          
            Tompane T. 
          
        Clinicians poorly assess health literacy-related readiness for transition to adult care in adolescents with inflammatory bowel disease. Clin Gastroenterol Hepatol 2012; 10 (06) 626-632 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-21]21 
          
            Camfield P, 
          
          
            Camfield C, 
          
          
            Pohlmann-Eden B. 
          
        Transition from pediatric to adult epilepsy care: a difficult process marked by medical and social crisis. Epilepsy Curr 2012; 12 (Suppl. 03) 13-21 





CrossrefPubMedGoogle Scholar





	
[bookmark: OR2000060-22]22 
          American Epilepsy Society. 
        Transition tools: adolescents.  Accessed June 1, 2020 at:  https://www.aesnet.org/clinical_resources/practice_tools/transition_tools_adolescents 






PubMedGoogle Scholar





	
[bookmark: OR2000060-23]23 
          Child Neurology Foundation. 
        Transition of care.  Accessed June 1, 2020 at:  https://www.childneurologyfoundation.org/transitions/ 






PubMedGoogle Scholar





	
[bookmark: JR2000060-24]24 
          
            Lewis SA, 
          
          
            Noyes J, 
          
          
            Mackereth S. 
          
        Knowledge and information needs of young people with epilepsy and their parents: mixed-method systematic review. BMC Pediatr 2010; 10 (10) 103 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-25]25 
          
            Frizzell CK, 
          
          
            Connolly AM, 
          
          
            Beavis E, 
          
          
            Lawson JA, 
          
          
            Bye AM. 
          
        Personalised epilepsy education intervention for adolescents and impact on knowledge acquisition and psychosocial function. J Paediatr Child Health 2011; 47 (05) 271-275 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-26]26 
          
            Knapp C, 
          
          
            Huang IC, 
          
          
            Hinojosa M, 
          
          
            Baker K, 
          
          
            Sloyer P. 
          
        Assessing the congruence of transition preparedness as reported by parents and their adolescents with special health care needs. Matern Child Health J 2013; 17 (02) 352-358 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-27]27 
          
            Syverson EP, 
          
          
            McCarter R, 
          
          
            He J, 
          
          
            D'Angelo L, 
          
          
            Tuchman LK. 
          
        Adolescents' perceptions of transition importance, readiness, and likelihood of future success: the role of anticipatory guidance. Clin Pediatr (Phila) 2016; 55 (11) 1020-1025 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-28]28 
          
            Baca CM, 
          
          
            Barry F, 
          
          
            Berg AT. 
          
        The epilepsy transition care gap in young adults with childhood-onset epilepsy. Epilepsy Behav 2018; 87: 146-151 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-29]29 
          
            Arnow BA, 
          
          
            Steidtmann D, 
          
          
            Blasey C. 
          
          et al. 
        The relationship between the therapeutic alliance and treatment outcome in two distinct psychotherapies for chronic depression. J Consult Clin Psychol 2013; 81 (04) 627-638 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-30]30 
          
            Hall AM, 
          
          
            Ferreira PH, 
          
          
            Maher CG, 
          
          
            Latimer J, 
          
          
            Ferreira ML. 
          
        The influence of the therapist-patient relationship on treatment outcome in physical rehabilitation: a systematic review. Phys Ther 2010; 90 (08) 1099-1110 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-31]31 
          
            Boeckxstaens P, 
          
          
            Meskens A, 
          
          
            Van der Poorten A, 
          
          
            Verpoort AC, 
          
          
            Sturgiss EA. 
          
        Exploring the therapeutic alliance in Belgian family medicine and its association with doctor-patient characteristics: a cross-sectional survey study. BMJ Open 2020; 10 (02) e033710 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-32]32 
          
            Bennett JK, 
          
          
            Fuertes JN, 
          
          
            Keitel M, 
          
          
            Phillips R. 
          
        The role of patient attachment and working alliance on patient adherence, satisfaction, and health-related quality of life in lupus treatment. Patient Educ Couns 2011; 85 (01) 53-59 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-33]33 
          
            Sawicki GS, 
          
          
            Garvey KC, 
          
          
            Toomey SL. 
          
          et al. 
        Development and validation of the adolescent assessment of preparation for transition: a novel patient experience measure. J Adolesc Health 2015; 57 (03) 282-287 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-34]34 
          
            Ferris ME, 
          
          
            Harward DH, 
          
          
            Bickford K. 
          
          et al. 
        A clinical tool to measure the components of health-care transition from pediatric care to adult care: the UNC TR(x)ANSITION scale. Ren Fail 2012; 34 (06) 744-753 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-35]35 
          
            Horvath AO, 
          
          
            Greenberg LS. 
          
        Development and validation of the working alliance inventory. J Couns Psychol 1989; 36 (02) 223 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-36]36 
          
            Psihogios AM, 
          
          
            Holmbeck GN. 
          
        Discrepancies in mother and child perceptions of spina bifida medical responsibilities during the transition to adolescence: associations with family conflict and medical adherence. J Pediatr Psychol 2013; 38 (08) 859-870 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-37]37 
          
            Jandasek B, 
          
          
            Holmbeck GN, 
          
          
            DeLucia C, 
          
          
            Zebracki K, 
          
          
            Friedman D. 
          
        Trajectories of family processes across the adolescent transition in youth with spina bifida. J Fam Psychol 2009; 23 (05) 726-738 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-38]38 
          
            Lee C, 
          
          
            Dickson DA, 
          
          
            Conley CS, 
          
          
            Holmbeck GN. 
          
        A closer look at self-esteem, perceived social support, and coping strategy: a prospective study of depressive symptomatology across the transition to college. J Soc Clin Psychol 2014; 33 (06) 560-585 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-39]39 
          
            Friedman D, 
          
          
            Holmbeck GN, 
          
          
            DeLucia C, 
          
          
            Jandasek B, 
          
          
            Zebracki K. 
          
        Trajectories of autonomy development across the adolescent transition in children with spina bifida. Rehabil Psychol 2009; 54 (01) 16-27 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-40]40 
          
            Sawicki GS, 
          
          
            Lukens-Bull K, 
          
          
            Yin X. 
          
          et al. 
        Measuring the transition readiness of youth with special healthcare needs: validation of the TRAQ: transition readiness assessment questionnaire. J Pediatr Psychol 2011; 36 (02) 160-171 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-41]41 
          
            Wood DL, 
          
          
            Sawicki GS, 
          
          
            Miller MD. 
          
          et al. 
        The transition readiness assessment questionnaire (TRAQ): its factor structure, reliability, and validity. Acad Pediatr 2014; 14 (04) 415-422 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-42]42 
          
            Smith AW, 
          
          
            Mara CA, 
          
          
            Modi AC. 
          
        Adherence to antiepileptic drugs in adolescents with epilepsy. Epilepsy Behav 2018; 80: 307-311 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-43]43 
          
            Guilfoyle SM, 
          
          
            Wagner JL, 
          
          
            Modi AC. 
          
          et al. 
        Pediatric epilepsy and behavioral health: the state of the literature and directions for evidence-based interprofessional care, training, and research. Clin Pract Pediatr Psychol 2017; 5 (01) 79-90 





CrossrefPubMedGoogle Scholar





	
[bookmark: BR2000060-44]44 
          Adherence and Self-Management in Pediatric Populations. 
        In: 
              
                Modi AC, 
              
              
                Driscoll KA. 
              
              eds. 
            Pediatric Epilepsy. Cambridge: Elsevier S&T Books; 2020: 207-227 









	
[bookmark: JR2000060-45]45 
          
            Begley C, 
          
          
            Shegog R, 
          
          
            Liu H. 
          
          et al. 
        Correlates of epilepsy self-management in MEW network participants: from the centers for disease control and prevention managing epilepsy well network. Epilepsy Behav 2018; 85: 243-247 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-46]46 
          
            Jensen PT, 
          
          
            Paul GV, 
          
          
            LaCount S. 
          
          et al. 
        Assessment of transition readiness in adolescents and young adults with chronic health conditions. Pediatr Rheumatol Online J 2017; 15 (01) 70 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-47]47 
          
            Gumidyala AP, 
          
          
            Greenley RN, 
          
          
            Plevinsky JM. 
          
          et al. 
        Moving on: transition readiness in adolescents and young adults with IBD. Inflamm Bowel Dis 2018; 24 (03) 482-489 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-48]48 
          
            Carlsen K, 
          
          
            Haddad N, 
          
          
            Gordon J. 
          
          et al. 
        Self-efficacy and resilience are useful predictors of transition readiness scores in adolescents with inflammatory bowel diseases. Inflamm Bowel Dis 2017; 23 (03) 341-346 





CrossrefPubMedGoogle Scholar





	
[bookmark: OR2000060-49]49 
          Epilepsy Update; Quality Measurement Set, 
          Am Acad Neurol. 
        . Accessed August 6 2014 at:  https://www.aesnet.org/sites/default/files/file_attach/2014_AAN-Quality-Measures_2016-01-27_Epilepsy-Update-Final_0.pdf 






PubMed





	
[bookmark: JR2000060-50]50 
          
            McEwan MJ, 
          
          
            Espie CA, 
          
          
            Metcalfe J, 
          
          
            Brodie MJ, 
          
          
            Wilson MT. 
          
        Quality of life and psychosocial development in adolescents with epilepsy: a qualitative investigation using focus group methods. Seizure 2004; 13 (01) 15-31 





CrossrefPubMedGoogle Scholar





	
[bookmark: JR2000060-51]51 
          
            Chong L, 
          
          
            Jamieson NJ, 
          
          
            Gill D. 
          
          et al. 
        Children's experiences of epilepsy: a systematic review of qualitative studies. Pediatrics 2016; 138 (03) e20160658 





CrossrefPubMedGoogle Scholar










 









    
  

  
    
      
        

      

    

    
      
        
        


      

    

  


  

  
  
    
      
      
    
    
      
        
        
      

    
  




  
  
    
      
      
    
    
      
        
        
      

    
  



  







    
    


















  






      

      

  
    Top of Page
  

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

      
        Your Current IP Address: 3.81.187.95
      

    

    

  




      


  
    
  
  
  
    
    
      
        
        
        
        
      
      
      
      
    
  
  




    

    






    

    
      
        
      
    

    
    


    
      
      
      
    

  