NPNSC Scoping Review Qualitative Table
	[bookmark: _Hlk175221587]Author, date
	Type of study
	Aim
	Sample/setting
	Qualitative Findings
	Qualitative Themes
	Transition 

	Acorda, 2022

	Qualitative
Interviews
	To understand caregiver experience of tracheostomy care both pre- and immediate post-tracheostomy surgery.
	Parent/ Caregivers
USA (TX)
Inpatients + ICU
	
Themes:  decision making, balancing benefits, becoming a caregiver, overwhelmed, owning care, role transition, healthcare professionals as barriers or facilitators for learning

	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Planning
Discharge Teaching

	Amar-Dolan, 2020

	Qualitative Interviews
	This study explores the experience of family caregivers of children and young adults with a tracheostomy during the transition from hospital to home care. We sought to identify the specific unmet needs of families to direct future interventions.
	Parent/ Caregivers
USA (MA)
Inpatients
	
Themes from study "Navigating home nursing, care coordination and DME; Learning as a process; Managing Emergencies; Setting Expectations"

	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Planning
Discharge Coordination
Discharge Teaching

	Brenner, 2015


	Qualitative Interviews
	"The aim of this study was to explore parents’ perspectives of the transition to home of a child with complex respiratory health care needs."
	Parent Caregivers
Ireland
Inpatient + ICU
	
"Stepping stone: negotiating the move to home, fighting and frustration, questioning competence, coping into the future"
	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	Discharge Teaching
Discharge Planning


	Callans, 2016

	Qualitative
	To understand the family experiences during transition from hospital to home and role of nurses in family support.
	Parent Caregivers
USA
Inpatient
	"This is not the life I had planned: coming to accept the new reality; Don't make the hospital your home; don't make your home a hospital; Caregivers engage with providers that demonstrate competence, confidence, attentiveness, and patience; and participants value the opportunity to give back and help others"

	Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Planning
Discharge Coordination

	Canary, 2017

	Qualitative
Semi structured Interviews & Focus Groups
	“… the current study investigated parent and provider experiences in terms of their sense of teamwork as well as specific ideas they have for effective discharge processes."
	Parent/ Family Caregivers; Providers
USA (UT)
Inpatient + ICU
	
 "… five thematic categories: (a) discharge problems, (b) teamwork, (c) ideal discharge, (d) care chasm, and (e) discharge paradox"
	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Planning
Discharge Teaching
Discharge Coordination

	Coelho-Ramos, 2015

	Qualitative
	To identify the feasibility of home care and difficulties of mothers who deliver this care for children with special health needs (CRIANES) and to analyze the role of nurses as facilitators of this care.
	Parent/ Caregivers
Brazil
Inpatient
	Mothers reported difficulties in providing care through medication administration, accessing health care facilities. providing care due to disease complexity. The nurse’s role in the "orientation"/'guidance" they received by the nursing team during the hospital stay in preparation for home care was important to them. They felt that the orientation session should be done during the hospital stay not only when discharge was approaching. Skill acquisition, self-confidence, and security were reported outcomes. 

	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Teaching
Discharge Planning

	Foster, 2017

	Qualitative
	To describe health care providers and hospital administrators’ perspectives on how to improve pediatric hospital to home transitions for children and youth with chronic disease and to identify potential future targets for achieving higher quality transitional care outcomes.
	Nurses; Providers; HC Professionals
USA (WA)
Inpatient & Outpatient
	"Structures needed to achieve high quality care: Theme 1 Inpatient provider and hospital work environment - subthemes: collaborative work culture with multidisciplinary input and clear roles; inpatient provider-patient continuity, hospital resource availability, interoperable EHR. Theme 2 Primary Care Medical Home and Community Resources - subthemes: provide a primary care medical home and community ancillary services Processes needed to achieve high quality transitional care for CYCD.  Theme 1: patient and family needs assessments and care planning - subthemes set attainable shared and individualized medical transition goals; establish family comfort with care plan and competency with home care tasks; assess family psychosocial functioning and SDOH; Theme 2- Communication practices- subthemes: consistent processes of giving and receiving medical and psychosocial information; Theme 3: reliable methods - subtheme - reliable methods focused on evidence- based practices. High Quality Outcomes of Transitional Care for CYCD. Theme 1: Optimize patient and family outcomes- subtheme - meet patients’ medical goals while maximizing family psychosocial functioning; Avoid readmissions." 

	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

Theme 3: HCPs provide support for social and emotional needs of caregivers and family. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Planning
Discharge Coordination

	Goes, 2017

	Qualitative
creative and sensitive method (CSM)
	Investigate the preparation for discharge and its coordination with the demands of families and professionals when handling complex and continuous care for children with special healthcare needs, after hospital discharge.
	Parent/ Caregivers; Nurses; Providers
Brazil
Inpatient
	"Theme 1: Regarding the origin of the special needs, a close relationship was observed between pregnancy conditions, delivery and birth and the history of special healthcare needs in the lives of most of these children. Congenital (5) and acquired (2) perinatal causes affected eight children, whereas two others presented, in the beginning of kindergarten, special needs as a result of causes acquired at two years of age. These needs generated demands beyond those presented by most children, including technological, medication, developmental and modified routine care or the sum of them; therefore, being clinically complex." Theme 2: "Family caregivers start their learning demands for unique care during hospital stay, which causes nurses to perform the social role of educators.”

	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.


	
Discharge Teaching
Discharge Planning

	Gold, 2020

	Qualitative 
	"The objective of this study is to describe parent perspectives and priorities regarding discharge medication education for CMC" Children with Medical Complexity”
	Parent/ Caregivers
USA
Inpatient + ICU
	"Multiple themes emerged regarding parental ideals for discharge medication education: (1) information quality, including desire for complete, consistent information, in preferred language; (2) information delivery, including education timing, and delivery by experts; (3) personalization of information, including accounting for literacy of parents and level of information desired; and (4) self-efficacy, or education resulting in parents’ confidence to conduct medical plans at home."

	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Teaching
Discharge Planning

	Kirk, 2015

	Qualitative
	This study aimed to examine parents‚ experiences and support needs following a childhood TBI both during the initial stages of recovery in hospital and following discharge home
	Parent/ Caregivers
UK
Inpatient + ICU
	"Parents had unmet information and emotional support needs across the care trajectory from the time of the accident to their child‚ return home. Information needs related to the impact of the TBI on their child; current and future treatment/rehabilitation plans; helping their child and managing their behaviour; accessing services/support. They lacked information and support for care transitions. In different settings parents faced particular barriers to having their information needs met. Parents‚ felt they needed emotional support in coming to terms with witnessing the accident and the loss of their former child. Lack of community support related not only to service availability but to a general lack of understanding of the impact of TBI on children, particularly when this was invisible. Overall parents felt unsupported in coping with children‚ behavioural and psychological difficulties."

	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

Theme 3: HCPs provide support for social and emotional needs of caregivers and family. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.
	
Discharge Teaching
Discharge Planning
Discharge Coordination

	Leyenaar, 2017

	Qualitative
	“We aimed to systematically examine the scope of preferences, priorities, and goals of parents of CMC regarding planning for hospital-to-home transitions and to ascertain health care providers perceptions of families transitional care goals and needs.”
	Parent/ Caregivers; Nurses; Providers
USA (MA)
Inpatient
	" Families‚ priorities, preferences, and goals for hospital-to-home transitions aligned with 7 domains: effective engagement with health care providers, respect for families‚ discharge readiness, care coordination, timely and efficient discharge processes, pain and symptom control, self-efficacy to support recovery and ongoing child development, and normalization and routine. "
	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Planning
Discharge Coordination

	Precce, 2020
	Qualitative
	" To analyze the educational demands of family members of children with special health care needs in the transition from hospital to home."
	Parents/ Caregivers
Brazil
Inpatient
	" Two categories of analysis emerged: clinical educational demands in the care of CSHCN in the transition from hospital to home; social educational demands of CSHCN and their families in the transition from hospital to home."

	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 3: HCPs provide support for social and emotional needs of caregivers and family. 

	
Discharge Teaching
Discharge Coordination

	Zanello 2015

	Qualitative 
	To explore parents‚ experiences and perceptions on informational, management and relational continuity of care for children with special health care needs from hospitalization to the first months after discharge to the home.
	Parents/ Caregivers
Italy
Inpatient
	The three categories of informational, relational, and management continuity of care, developed a priori, were confirmed by parents’ narratives. Moreover, the family empowerment was detected as new theme. Within these four major themes, three different phases were discernible (i.e. hospitalization, discharge, after discharge). Furthermore, two more themes, not a priori defined, were detected in parents’ narratives, referring to the role of family pediatrician and to the parent’s different attitudes about the wished level of involvement in decision making and information exchange.
	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

Theme 3: HCPs provide support for social and emotional needs of caregivers and family. 

	
Discharge Teaching
Discharge Coordination

	MULTIPLE METHOD STUDIES (Qualitative Findings Reported)

	Antoniou, 2022

	Mixed Method
Qualitative Interviews











	This study sought to assess carer perceptions of the tracheostomy training process highlighting areas for improvement.
	Parent/ Caregivers
UK
Inpatients + ICU
	"1. Insufficient caregiver tracheostomy education before tracheostomy was performed 2. Insufficient training on tracheostomy-related complications and emergencies 3. Inconvenient or inconsistent training times due to lack of qualified staff 4. Insufficient emotional support 5. Insufficient support, information and education after discharge from hospital 6. Dissatisfaction with community services"
	Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources
	
Discharge Teaching
Discharge Coordination

	Cechinel-Peiter 2022

	Qualitative
	"To understand the meaning of continuity of care for children with chronic conditions through transitional care from hospital to home."
	Parent/ Caregivers; Nurses; Providers
Brazil
Inpatient
	
"The substantive theory that emerged from this study was named‚ Postponing the next hospitalization. Eight categories-concepts and 18 elements were derived from the data to support the substantive theory."
	Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Planning
Discharge Coordination

	McCoy, 2021

	Quasi-Experimental 
Qualitative responses to 2 questions
	“The goals were (1) improve caregivers’ self-efficacy, competency, and comfort level of providing care to their child with a tracheostomy, (2) decrease in-hospital and at-home morbidity and mortality rates, and (3) decrease emergency department visits and hospital readmissions"
	Parent/ Caregivers
USA (PA)
Inpatient
	" All 18 participants (100%) gave positive responses with regard to the program. A total of 11 of 18 of the participants (61.1%) gave responses about improving the program. Approximately one third of these responses (36.4%) requested more scenarios during the class." Responses to 2 open ended questions.
	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Teaching

	Nobrega, 2023

	Mixed Method
	"To examine the potential of three modalities of preparation for hospital discharge of the families of children with chronic diseases in terms of uncertainty levels and management of the disease at home."
	Parents/ Caregivers
Brazil
Inpatient
	
"… greater satisfaction about families‚ expectations being met regarding preparation for the intervention that involved hospital discharge planning produced in dialog with the families"
	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Teaching
Discharge Planning

	Ravid, 2020

	Mixed Method
	“Objective was to evaluate implementation of a multidisciplinary discharge videoconference in order to inform future efforts to improve hospital to home transitions for CMC.”
	Parents/ Caregivers
USA
Inpatient
	
"6 themes were emerged from the results: 1-Development of shared understanding 2-Benefits of remote physical assessment 3-Transparency 4-Humanizing the handoff of care 5-Increasing PCP comfort with care of CMC 6-Feasibility barriers "
	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

Theme 3: HCPs provide support for social and emotional needs of caregivers and family. 

Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Planning
Discharge Coordination

	Tofil, 2018

	Quantitative w/ Qualitative Responses to Open ended questions
	To evaluate simulation in caregiver education for children transitioning to home with a new tracheostomy
	Parents/ Caregivers
USA (AL)
Inpatient
	"Responses were thematically sorted into seven groups (see Figure 1). A plurality of comments identified general tracheostomy care (25%) and emergency preparedness (22%). Nearly half reported benefit from training for emergency simulations, and the most learning was ascribed to those simulations. Caregivers consistently reported liking the overall experience. Participants noted that the mannequin was ‚just like a human‚ and praised the ‚depth of training to make sure I understand situations especially ones with ‚difficult trach changes.

	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.


Theme 4: Optimization of outcomes for transition home through effective discharge processes and engaging community resources.

	
Discharge Teaching

	VanOrne, 2018

	Quantitative w/ Qualitative Responses
	"... to evaluate the effects of a predischarge boot camp training program for caregivers of children with medically complex conditions on caregiver stress levels, caregiver satisfaction, length of predischarge training, and inpatient LOS."
	Parents/ Caregivers
USA (TX)
Inpatient
	" In the ‚additional comments space of the training satisfaction questionnaire, many responses referred to initial fears before training and increased understanding of responsibilities after training. These perceptions are summarized in the following comment: "Boot camp has been an invaluable experience for me because it has taken away my fear of not knowing how to take care of my daughter. I appreciate being able to ask any and all questions. I have always received answers that helped me understand everything that was going on".

	
Theme 1: Health care providers (HCP) prepare caregivers for transition to home caregiving through individualized information exchange, education, care coordination, and mutual decision-making.

Theme 2: Setting expectations and facilitating competence of parental role in normalizing family life during the overwhelming transition to home caregiving.  

	
Discharge Teaching
Discharge Planning
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