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Aim/Purpose/Objective: Using parent/caregivers with a child with special healthcare needs 

(CSHCN), this study aims to: 

1. Identify the pattern of physical health (self-rated health, acute and chronic illnesses); 

mental health (anxiety, depression, PTSD); stress-related biomarker levels (salivary cortisol); 

and perceived caregiver burden from months 1 through 3 (T1 – T3) after CSHCN’s discharge 

home from the NICU/PICU. 

2. Examine differences in parent/caregiver physical health, mental health, stress (saliva 

cortisol levels), and perceived caregiver burden by parent/caregiver racial/ethnic group 

(Hispanic, Black non-Hispanic, and White non-Hispanic) and time across months 1, 2, and 3 (T1 

– T3) after their CSHCN is discharged home from the NICU/PICU. 

 

Aim/Purpose/Objective Met: No, despite three no-cost extensions, the PI had issues pre- (study 

placed on hold), post pandemic lock down (many key personnel in the University and the 

hospital did not return to work), and hospital research policies changed; was unable to complete 

the requirements. 

 

Sample: The sample consists of parent/caregivers of 45 newly diagnosed CSHCN ready for 

discharge home (15 each of Hispanic, Black, and White) from NICU/PICU. Parent/caregiver 

Inclusion: Female and male parent/caregivers 18 years or older who speak English or Spanish, 

have access to a telephone and refrigerator, and have a newly diagnosed CSHCN ready for 

discharge home. 3 parents were recruited pre-COVID. 

 

Setting: The PI attempted to recruit from a unique, primary/tertiary/quaternary pediatric facility, 

serving both the multi-ethnic urban population of South Florida and regional and international 

referrals. This hospital is one of the top pediatric clinical research centers in the United States 

and the largest in Florida. 

 

Methodology: Quantitative, descriptive, exploratory research.  The study used the CSHCN 

Screener Questionnaire to identify the infants/children being DC from NICU/PICU. 

 

Conclusions: Expect the unexpected! If recommendations were given, they would be – Expect 

and plan for the unexpected. About 90% of efforts toward conducting this study were new and 

valuable lessons. The lessons learned are very valuable making me a better and stronger person. 

Doing the right thing and being persistent were important to me during this time. 

 

Implications: The PI is still working on fulfilling each requirement for this pilot study until they 

gain entry to recruit and complete this study. They are determined to continue their efforts to 

gain entry in this hospital. This research trajectory is too important to stop. 
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