Appendix A
Complete database-specific search strings
PubMed 
(“Caregivers”[Mesh] OR “Parents”[Mesh] OR parent*[tiab] OR mother*[tiab] OR father*[tiab]) AND (“Infant, Newborn”[Mesh] OR “Infant, Premature”[Mesh] OR “Infant, Extremely Premature”[Mesh] OR neonat*[tiab] OR NICU[tiab] OR “newborn intensive care”[tiab] OR “Intensive Care, Neonatal”[Mesh]) AND (“Patient Discharge”[Mesh] OR “Patient Discharge Summaries”[Mesh] OR discharge[tiab] OR “hospital discharge”[tiab] OR “discharge education”[tiab] OR “discharge instruction*”[tiab] OR “discharge intervention*”[tiab]) AND (“Patient Satisfaction”[Mesh] OR satisfaction[tiab] OR experience*[tiab] OR perception*[tiab] OR understanding[tiab] OR comprehension[tiab]) AND (“Infant, Newborn, Diseases”[Mesh] OR “Chronic Disease”[Mesh] OR “Complex Chronic Conditions”[tiab] OR “medical complexity”[tiab] OR “technology-dependent”[tiab]) AND (nglish[lang])
Revised: 
(“Caregivers”[Mesh] OR “Parents”[Mesh] OR parent*[tiab] OR mother*[tiab] OR father*[tiab])
AND
(“Infant, Newborn”[Mesh] OR “Infant, Premature”[Mesh] OR “Infant, Extremely Premature”[Mesh] OR neonat*[tiab] OR NICU[tiab] OR “newborn intensive care”[tiab] OR “Intensive Care, Neonatal”[Mesh])
AND
(“Patient Discharge”[Mesh] OR “Patient Discharge Summaries”[Mesh] OR discharge[tiab] OR “hospital discharge”[tiab] OR “discharge education”[tiab] OR “discharge instruction*”[tiab] OR “discharge intervention*”[tiab])
AND
(“Patient Satisfaction”[Mesh] OR satisfaction[tiab] OR experience*[tiab] OR perception*[tiab] OR understanding[tiab] OR comprehension[tiab])
AND
((“Infant, Newborn, Diseases”[Mesh] OR “Chronic Disease”[Mesh] OR “Complex Chronic Conditions”[tiab] OR “medical complexity”[tiab] OR “technology-dependent”[tiab])
OR
(“Healthy Infant”[Mesh] OR “Infant, Normal”[Mesh] OR “non-complex”[tiab] OR “without chronic condition*”[tiab] OR “healthy newborn”[tiab]))
AND
(nglish[lang])

Embase
(‘caregiver’/exp/mj OR ‘caregiver’ OR ‘parent’/exp/mj OR ‘parent’ OR ‘parent*’:ti,ab,kw OR ‘mother*’:ti,ab,kw OR ‘father*’:ti,ab,kw) AND (‘newborn’/exp/mj OR ‘newborn’ OR ‘prematurity’/exp/mj OR ‘prematurity’ OR ‘extremely premature birth’/exp/mj OR ‘extremely premature birth’ OR ‘neonat*’:ti,ab,kw OR ‘nicu’:ti,ab,kw OR ‘newborn intensive care’:ti,ab,kw OR ‘newborn intensive care’/exp/mj OR ‘newborn intensive care’) AND (‘hospital discharge’/exp/mj OR ‘hospital discharge’ OR ‘medical record’/exp/mj OR ‘medical record’ OR ‘discharge’:ti,ab,kw OR ‘hospital discharge’:ti,ab,kw OR ‘discharge education’:ti,ab,kw OR ‘discharge instruction*’:ti,ab,kw OR ‘discharge intervention*’:ti,ab,kw) AND (‘patient satisfaction’/exp/mj OR ‘patient satisfaction’ OR ‘satisfaction’:ti,ab,kw OR ‘experience*’:ti,ab,kw OR ‘perception*’:ti,ab,kw OR ‘understanding’:ti,ab,kw OR ‘comprehension’:ti,ab,kw) AND (‘newborn disease’/exp/mj OR ‘newborn disease’ OR ‘chronic disease’/exp/mj OR ‘chronic disease’ OR ‘complex chronic conditions’:ti,ab,kw OR ‘medical complexity’:ti,ab,kw OR ‘technology-dependent’:ti,ab,kw OR ‘non-complex’:ti,ab,kw OR ‘without chronic condition*’:ti,ab,kw OR ‘healthy newborn’:ti,ab,kw)
AND (‘brain hemorrhage’/dm OR ‘cerebral palsy’/dm OR ‘chronic disease’/dm OR ‘chronic lung disease’/dm OR ‘complication’/dm OR ‘congenital disorder’/dm OR ‘congenital heart disease’/dm OR ‘congenital heart malformation’/dm OR ‘congenital malformation’/dm OR ‘extremely low birth weight’/dm OR ‘gastroschisis’/dm OR ‘lung dysplasia’/dm OR ‘necrotizing enterocolitis’/dm OR ‘newborn disease’/dm OR ‘newborn sepsis’/dm OR ‘respiratory distress’/dm OR ‘respiratory failure’/dm) AND ([infant]/lim OR [newborn]/lim)
AND (‘clinical trial’/lnk OR ‘clinicaltrials gov’/lnk OR ‘complication’/lnk OR ‘congenital disorder’/lnk OR ‘diagnosis’/lnk OR ‘disease management’/lnk OR ‘etiology’/lnk OR ‘prevention’/lnk OR ‘surgery’/lnk)

CINAHL query
(MH “Caregivers+” OR MH “Parents+” OR parent* OR mother* OR father*)
AND
(MH “Infant, Newborn+” OR MH “Infant, Premature+” OR MH “Infant, Extremely Premature+” OR neonat* OR NICU OR “newborn intensive care” OR MH “Intensive Care, Neonatal+”)
AND
(MH “Patient Discharge+” OR MH “Patient Discharge Summaries” OR discharge OR “hospital discharge” OR “discharge education” OR “discharge instruction*” OR “discharge intervention*”)
AND
(MH “Patient Satisfaction+” OR satisfaction OR experience* OR perception* OR understanding OR comprehension)
AND
((MH “Infant, Newborn, Diseases+” OR MH “Chronic Disease+” OR “complex chronic condition*” OR “medical complexity” OR “technology-dependent”)
OR
(MH “Infant, Healthy” OR “Infant, Normal” OR “non-complex” OR “without chronic condition*” OR “healthy newborn”))
AND
(LA English)

Cochrane
(caregiver OR caregivers OR parents OR parent* OR mother* OR father*)
AND
(infant OR newborn OR premature infant OR extremely premature infant OR neonat* OR NICU OR newborn NEAR/2 intensive NEAR/2 care OR neonatal NEAR/2 intensive NEAR/2 care)
AND
(patient discharge OR discharge summary OR hospital discharge OR discharge education OR discharge instruction* OR discharge intervention*)
AND
(patient satisfaction OR satisfaction OR experience* OR perception* OR understanding OR comprehension)
AND
(infant newborn diseases OR chronic disease OR complex chronic condition* OR medical complexity OR technology dependent OR healthy infant OR normal infant OR non complex OR without chronic condition* OR healthy newborn)

Scopus
TITLE-ABS-KEY(caregiver* OR parent* OR mother* OR father*)AND TITLE-ABS-KEY(infant OR newborn OR neonat* OR “premature infant” OR “extremely premature infant” OR NICU OR “neonatal intensive care” OR “newborn intensive care”)AND TITLE-ABS-KEY(“patient discharge” OR “discharge summary” OR “hospital discharge” OR “discharge education” OR “discharge instruction*” OR “discharge intervention*”)AND TITLE-ABS-KEY(“patient satisfaction” OR satisfaction OR experience* OR perception* OR understanding OR comprehension)AND TITLE-ABS-KEY(“chronic disease” OR “medical complexity” OR “complex chronic condition*” OR “technology dependent” OR “healthy infant” OR “normal infant” OR “non complex” OR “without chronic condition*” OR “healthy newborn”) AND ( LIMIT-TO ( EXACTKEYWORD,”Infant, Newborn” ) OR LIMIT-TO ( EXACTKEYWORD,”Newborn” ) OR LIMIT-TO ( EXACTKEYWORD,”Parents” ) OR LIMIT-TO ( EXACTKEYWORD,”Infant” ) OR LIMIT-TO ( EXACTKEYWORD,”Neonatal Intensive Care Unit” ) OR LIMIT-TO ( EXACTKEYWORD,”Infant, Premature” ) OR LIMIT-TO ( EXACTKEYWORD,”Newborn Care” ) OR LIMIT-TO ( EXACTKEYWORD,”Parent” ) OR LIMIT-TO ( EXACTKEYWORD,”Nicu” ) OR LIMIT-TO ( EXACTKEYWORD,”Infant Feeding” ) OR LIMIT-TO ( EXACTKEYWORD,”Discharge” ) OR LIMIT-TO ( EXACTKEYWORD,”Caregiver” ) OR LIMIT-TO ( EXACTKEYWORD,”Neonatal” ) OR LIMIT-TO ( EXACTKEYWORD,”Infant, Premature, Diseases" ) OR LIMIT-TO ( EXACTKEYWORD,"Infant Care" ) OR LIMIT-TO ( EXACTKEYWORD,"Congenital Heart Disease" ) )












Appendix B
Complete list of peer reviewed papers (32) from the scoping review: 
	Paper
	Result
	Discussion/ Implication
	Theme


	Affleck et al. (1989)
	Formal support showed mixed effects—mothers with higher needs benefited, while lower-need mothers sometimes showed worse adjustment with formal help. Some outcomes improved early, but effects were not uniformly positive across families.
	Support should be targeted, not automatic—help can unintentionally increase dependency or stress for some families. Screening for need and tailoring support intensity were emphasized.
	Psychosocial adaptation 

	Bancalari et al. (2005)


	The paper described high variability in BPD care across centers and highlighted common strategies (oxygen targets, diuretics, nutrition support, and discharge planning practices).
	Called for more standardized, evidence-based approaches, better long-term monitoring, and structured planning for home oxygen and follow-up.
	Home care management

	Beard et al. (2025)

	PCPs reported wide variation in comfort and practices managing home oxygen and NG feeds. Many relied on specialists, reported limited standardized guidance, and identified gaps in discharge communication.

	Strong need for clear handoff documentation, protocols, and training supports for PCPs—especially for high-risk technology-supported infants.
	Care coordination and continuity across systems

	Berman et al. (2019)

	Parents frequently reported that “readiness” depended on hands-on practice, comfort with infant cues, confidence managing care, and feeling included in discharge planning. Some still felt unprepared even when clinicians considered them ready.
	Discharge readiness should include parent-defined components—skill rehearsal, emotional readiness, and predictable communication—not only clinical stability.

	Caregiver readiness and skill-building

	Bertoncelli et al. (2025)
	Parents described heavy emotional strain, disrupted identity, persistent uncertainty, and practical burdens. Many reported feeling “on alert” and struggling to balance hope with fear.

	Recommended structured psychosocial support, clearer communication routines, and continuity across the care journey—especially for medically complex infants.
	Psychosocial adaptation 

	Bourque et al (2023). 

	A video-conference discharge process improved family access to teaching and planning, supported multidisciplinary alignment, and reduced logistical barriers for families who could not be physically present.

	Tele-enabled discharge planning can strengthen coordination and equity for complex infants when paired with structured content and role clarity.
	Care coordination and continuity across systems

	Bowles et al. (2016)

	Synthesized recurring challenges at discharge for technology-dependent infants—caregiver skill demands, fragmented follow-up systems, home supply coordination, and discharge timing pressure.
	Emphasized standardized discharge pathways, caregiver simulation/practice, early DME coordination, and explicit outpatient follow-up planning.
	Home care management

	Brady et al. (2018)

	Parents cited barriers such as transportation, competing appointments, caregiving overload, unclear value of follow-up, and difficulty navigating systems.

	Suggested flexible scheduling, travel supports, clearer explanation of follow-up benefits, and better coordination across specialty visits.
	Post-discharge surveillance and follow-up engagement

	Burnham et al. (2013) 
	Parents linked readiness to doing care independently, recognizing infant cues, and having reliable staff guidance. Confidence increased when parents were allowed progressive responsibility and practice.
	NICU teams should stage learning, normalize anxiety, and ensure discharge teaching goes beyond checklists to real caregiving competence.
	Caregiver readiness and skill-building

	Catapano et al. (2024)

	Both parents and clinicians described emotional strain, role confusion, communication gaps, and uncertainty. Parents valued empathy and consistency, while staff described time pressure and competing priorities.

	Recommended communication routines, psychosocial support, and shared expectations to reduce distress and strengthen trust.
	Psychosocial adaptation 

	Chen et al. (2002)

	Presented a practice model showing how cultural beliefs shape coping, interpretation of illness, and family decision-making. It mapped how nurses can assess stressors and protective factors in culturally aligned ways.
outcomes.

	Encouraged culturally sensitive discharge education, family-system assessment, and strengths-based support to improve engagement and outcomes.
	Care coordination and continuity across systems

	Connors et al.  (2021)
	Summarized key outpatient care needs for medically complex infants—medication safety, feeding/airway equipment oversight, caregiver burden, and high readmission risk.
	Primary care should use structured care plans, proactive coordination with specialists, and anticipatory guidance tailored to complexity.
	Care coordination and continuity across systems

	Dallas et al. (2023)

	Families described discharge as an evolving experience marked by shifting confidence, ongoing uncertainty, and changing support needs after going home—often feeling that “discharge” did not end the caregiving transition.
	Suggested post-discharge touchpoints, continuity supports, and caregiver-centered follow-up planning that extends beyond the discharge date.

	Psychosocial adaptation 

	Dorner et al.  (2022)

	Parents described long-term emotional burden, uncertainty, complex decision-making, and difficulties navigating systems across repeated hospitalizations and evolving infant needs.

	Called for better caregiver counseling, clearer anticipatory guidance, and coordinated multidisciplinary follow-up for complex neurologic conditions.
	Home care management

	Fernández-Medina et al. (2022)
	Parents described home life shaped by isolation, fear of complications, heavy care demands, and dependence on family networks. Support quality influenced coping and perceived safety.
	Suggested strengthening family/community supports and improving continuity from NICU to home for technology-dependent infants.
	Psychosocial adaptation 

	Gaskin et al.  (2018). 

	The HOME tool was developed with stakeholder input and supported structured parent monitoring of risk indicators. Early implementation suggested improved caregiver confidence and clearer escalation pathways.
	Home monitoring tools can strengthen safety after discharge if paired with training, communication pathways, and responsive clinical support.
	Post-discharge surveillance and follow-up engagement

	Harris et al. (2024)

	Identified family-level barriers (transport, mental health strain, competing caregiving demands) and system barriers (communication gaps, constrained subspecialty access). Education needed to balance immediate tasks and long-term trajectory.
	Recommended stronger care coordination, earlier support for social needs, and education designs that fit health literacy and stress realities.
	Care coordination and continuity across systems

	Hartman et al. (2012)

	Parents reported stress around feeding, medication, recognizing deterioration, and juggling follow-up visits. Many felt discharge teaching was necessary but not sufficient without real practice.
	Recommended staged preparation, clearer emergency guidance, and stronger post-discharge support around feeding and symptom recognition.

	Caregiver readiness and skill-building

	Heringhaus et al. (2013)

	Parents described trauma, persistent fear, altered bonding expectations, and uncertainty at home. Support needs extended well beyond hospitalization.
	Highlighted the need for trauma-informed follow-up, emotional support, and continuity across the hospital-to-home transition.
	Psychosocial adaptation 

	Hookway et al. (2013)
	Outlined essential community practitioner roles—home assessment, reinforcement of teaching, feeding/safety checks, and care navigation support.

	Emphasized stronger NICU-community handoffs and proactive outreach to reduce readmission risk and family overwhelm.

	Care coordination and continuity across systems

	Lakshmanan et al. (2019)

	Parents reported high stress and information needs; support interventions were feasible and linked to improved confidence and perceived readiness in early transition.
	Suggested structured supports that continue after discharge and focus on practical skills plus emotional reassurance.

	Caregiver readiness and skill-building

	Lau et al. (2019). 

	Documented variation in oxygen prescribing, weaning, and follow-up approaches. Some patterns were linked with differences in utilization and timing of discontinuation.
	Recommended standardized oxygen targets, clearer weaning guidance, and coordinated outpatient follow-up to reduce inconsistent care.

	Home care management

	Mayell et al. (2006)

	Reviewed evidence for prophylaxis eligibility, timing, and risk factors in premature infants, emphasizing preventive planning around discharge seasonality.

	Called for consistent prophylaxis planning and parent education as part of discharge preparation for vulnerable preterm infants.
	Home care management

	Norton et al. (2022) 
	Parents emphasized readiness as confidence built through repeated caregiving practice, supportive nurse coaching, and clear expectations. Anxiety remained when teaching felt rushed or inconsistent.
	Suggested family-paced teaching, consistent messaging, and post-discharge follow-up that reinforces learning and confidence.
	Caregiver readiness and skill-building

	Pye et al. (2003) 
	Described development and implementation of a structured discharge booklet addressing home care tasks, warning signs, feeding, and follow-up needs.
	Standardized written tools can reduce variability, improve retention of key information, and support safer home management when paired with teaching.
	Caregiver readiness and skill-building

	Schuler et al. (2023)

	Protocol paper—outlined a multi-component transition intervention (family integration, education, follow-up supports) designed for measurable post-discharge outcomes.
	Emphasized rigorous evaluation of structured transition supports to reduce stress, improve readiness, and strengthen continuity after discharge.
	Caregiver readiness and skill-building

	Schuler et al. (2024)

	Implementation was associated with improved discharge processes and caregiver engagement, with signals of improved preparedness and more standardized teaching.

	Family-centered discharge approaches are feasible at scale, but require staff alignment, workflow support, and consistent reinforcement.
	Caregiver readiness and skill-building

	Tavares et al. (2016)
	Parents described transition as rebuilding identity and routines while managing fear, responsibility, and uncertainty. Support and recognition from professionals shaped confidence.

	Suggested nursing strategies focused on emotional support, relationship-based teaching, and follow-up contact to ease adaptation.
	Psychosocial adaptation 

	Toly et al. (2019)
	Mothers described constant vigilance, disrupted sleep, fear of emergencies, and a rapid shift to being the “primary clinician” at home. Support needs were ongoing and intense.

	Highlighted the need for mental health screening, respite supports, and continuity programs for technology-dependent infant families.
	Psychosocial adaptation 

	van Kampen et al. (2019)

	Parents reported stress, fear of tube complications, and heavy routine burden—yet also described gradual mastery and normalization over time.

	Recommended structured training, written/video guidance, and accessible post-discharge troubleshooting support.
	Home care management

	Whyte et al. (2010) 
	Provided evidence-informed discharge criteria (feeding stability, thermoregulation, jaundice risk, apnea monitoring as appropriate) and highlighted late preterm vulnerability after discharge.
	Recommended standardized discharge timing criteria and early follow-up planning to prevent avoidable morbidity and readmissions.
	Late preterm discharge safety standards 

	Yu et al. (2017) 

	The program improved parent outcomes (knowledge, confidence, preparedness) and reduced stress compared with usual care, with positive signals for transition success.
	Family-centered discharge programs should combine structured teaching with parent participation and continuity supports after discharge.

	Caregiver readiness and skill-building




