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Structured Abstract

Purpose: We had two main purposes: 1) interview NICU parents to understand how they conceptualize
patient safety and 2) develop and test a survey to measure parent perceptions of safety culture in NICU
settings.

Scope: We conducted the study over 3 years and collected data from NICU parents at two children’s
hospitals in Houston, TX.

Methods: We used qualitative methods to conduct interviews with NICU parents, including asking
open-ended questions and coding responses based on themes. We then developed a survey based on
themes and feedback from a parent advisory board to assess NICU parent perceptions of safety culture.
The survey was tested in two hospitals with two versions — an English-speaking version and a Spanish-
speaking version.

Results: We learned from the interviews that NICU parents viewed infant safety based on 1) security of
the NICU environment, 2) clinician-parent communication, 3) infection control, and 4) provider
interactions with infants. We also learned that NICU parents adopt a variety of roles in the NICU -
caregiver, advocate, decision maker, guardian, and learner. We are in the process of analyzing all survey
data.
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1.

Purpose (Objectives of Study).

We had two aims in our study that we successfully accomplished:

Aim 1: To determine how parents conceptualize (1) various aspects of culture, such as patient safety,
communication and teamwork, in the NICU, (1a) their role as patient safety advocates, and (1b) their
relationship with caregivers in contributing to patient safety efforts within the NICU.

Aim 2: To develop and psychometrically test a survey to measure parent perceptions of safety culture in

the NICU.

Scope (Background, Context, Settings, Participants, Incidence, Prevalence).

We engaged a parent advisory board (PAB) throughout our project. The PAB provided input about an
interview protocol that we developed to interview NICU parents about patient safety. We shared our
results from the interviews with the PAB and obtained additional input from them about survey items that
can be used to measure parent perceptions of safety culture. The PAB was fundamental in helping us

develop interview and survey questions that were meaningful to NICU parents.

Methods (Study Design, Data Sources/Collection, Interventions, Measures, Limitations).

We conducted interviews with neonatal parents whose babies were currently in the NICU at the
Children’s Memorial Hermann Hospital in the Texas Medical Center to understand their perceptions of
patient safety. We then used content analysis to understand the interviews, and we developed survey items
to measure parent perceptions of safety culture. We translated our survey into Spanish and have two
versions — English and Spanish — that we tested in NICUs. The final survey tested contained 10 items
about the security of the environment, 12 items about clinician-parent communication, six items about
infection control, seven items about provider interactions with the baby, and some additional open-ended
questions about experiences as well as demographics. The English-language version of the final survey
tested is located in Section 5 below.

Results (Principal Findings, Outcomes, Discussion, Conclusions, Significance, Implications).

We learned from the interviews that NICU parents viewed infant safety based on 1) security of the NICU
environment, 2) clinician-parent communication, 3) infection control, and 4) provider interactions with
infants. We also learned that NICU parents adopt a variety of roles in the NICU — caregiver, advocate,
decision maker, guardian, and learner. We are in the process of analyzing all survey data. As seen in

Section 5, though, we developed a large number of presentations from this project that we are currently



working on transforming into manuscripts. As an example of conclusions from one of the presentations,
we noted that parent perceptions of staff competency to provide safe care are not solely based on skills
and expertise but rather on staff behaviors that support a partnership with parents. When present, these
staff behaviors are key facilitators in building this partnership, but, when absent, these can be
significant barriers in the relationship and how parents engage in their parental roles. Parents want to
function as a balanced unit in this partnership. Maintaining an ongoing assessment of parent perceptions
of care and training nurses in the behaviors that impact the parent-clinician partnership can facilitate the
roles of parents in the NICU.
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Product: Final version of English-language survey that we tested

Parent-Centered Safety Culture Tool

Instructions: Please reflect back on your and your baby’s experience in this NICU and indicate the extent
to which you agree with each item below, for which 1 = Strongly Disagree through 5 = Strongly Agree.
We use the term 'healthcare team' in the items below. For the purposes of this survey, the healthcare team
refers to the doctors, nurses, and other clinical persons who help take care of your baby/babies in the
NICU.

Environment (Secure/Processes)

The NICU is a secure environment for my baby.

The NICU respects my wishes for who is allowed to visit my baby.

The healthcare team checks to make sure that they are giving the correct medicines to my baby.
The healthcare team checks to make sure that they are giving the correct formula or breast milk to
my baby.

eI

5R. Procedures are not done in the same way by all members of the healthcare team when caring for my
baby.

6. 1 am able to see my baby in the NICU at a time when it is convenient for me.

7. | feel comfortable every time | have to leave the NICU because | know my baby is in good hands.

8. My family and | are always asked for identification when visiting the NICU.

9. I am asked for my password when calling to get an update about my baby.

10. | feel that babies are safe in this NICU.

Clinician-parent communication

11. 1 tell the healthcare team when | feel concerned about something with my baby.
12. 1 tell the healthcare team when | feel like something is wrong in the NICU.
13. The healthcare team includes me in their discussions about my baby.

14. 1 am asked to share my views about how my baby is doing.

15. | receive daily reports — either by phone or in person — about my baby’s condition.

16. 1 am comfortable with the frequency | am able to speak with the healthcare team — either by phone
or in person — about my baby’s condition.

17. The healthcare team discussed my baby’s care in terms | can understand.

18. The healthcare team speaks openly when talking with me about my baby’s condition.

19. 1 was told about an error that occurred with my baby. (Please select “Not Applicable” if your baby
did not experience an error).

20. | feel comfortable asking the healthcare team questions at any time.

21. | feel comfortable calling the NICU to check on my baby at any time.




| 22. 1 speak up if | think something is not being done correctly for my baby.

Infection Control

23. The NICU has rules that must be followed to protect babies from infection.

24. The healthcare team takes action to keep my baby from getting infected by another baby.

25. The healthcare team protects my baby from getting infected by other families or visitors.

26R. The healthcare team does not always wash their hands or use hand sanitizer before touching my
baby.

27. Members of the healthcare team come to work even if they are ill/sick (i.e., coughing, sniffling,
etc.).

28. All visitors wash their hands before entering the NICU.

Provider Interactions with Baby

29. The healthcare team responds quickly when something is wrong with my baby.

30. The healthcare team interacts with my baby as if my baby is their own.

30. The healthcare team is always present to care for my baby.

31R. The healthcare team seems distracted when caring for my baby.

32. My baby’s needs are met by the healthcare team.

33R. The healthcare team is not as gentle with my baby (i.e., flipping my baby over quickly) as |
prefer.

34. The healthcare team spends more time caring for my baby than completing paper work.

Outcome — Overall patient safety grade for the NICU
35. Please rate the NICU with an overall grade on patient safety. (from A = Excellent to F =Failing)
Empowering Parental Roles in the NICU

36. During your child’s stay in the NICU, please indicate the degree (frequency) to which you were
encouraged (or able) to fulfill the following parental roles in the NICU
(from 1= not encouraged to do this to 5= regularly encouraged to do this).

Caregiver: ability to provide care for my baby while in the NICU, such as feed, bath, clothe, or hold
Advocate: ability to speak up for my baby’s needs to the doctors, nurses, and other staff in the NICU
Decision maker: ability to help make decisions about my baby’s care

Guardian: ability to protect my baby from harm and ensure that he/she is in a safe environment
Learner: ability to learn what | need to know to provide care, advocate, make decisions, and protect
my baby from harm while in the NICU

Open-ended Questions

37. What are the top three ways this NICU needs to improve to provide better care to babies?
38. How many hours per week on average are you able to spend with your baby in this NICU?
39. What prevents you from being able to visit your baby as often as you would like?

Demographics

40. Gender
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. Education

. Ethnicity

. Marital status

. Gestational age of baby when baby was admitted to the NICU

. # of days baby has been in the NICU

. First time having a baby in the NICU?

. Once this baby comes home, how many children will you have living with you?
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