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Abstract 

Background In the neonatal intensive care unit (NICU), health outcome disparities exist between patients with lim‑
ited English proficiency (LEP) and those proficient in English. Our objective was to investigate the communication 
experience of parents with LEP in the NICU to learn how to mitigate such health disparities.

Methods A certified bilingual provider conducted seventeen interviews of parents who identified Spanish as their 
preferred language and whose newborn was admitted to the NICU for ≥ 1 week. Interviews were conducted August 
2020 – December 2021. Conventional content analysis utilizing an inductive open coding process was performed.

Results The experiences of Spanish speaking parents with LEP in the NICU can be characterized by 3 main themes: 1) 
Information accessibility 2) Perspectives about interpreters and 3) Emotional consequences.

Conclusions Our findings can inform neonatal quality initiatives to facilitate timely and good communication 
for NICU families with LEP.
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Background
Effective and timely communication is required for opti-
mal medical care and is a right afforded by the United 
States’ legal system to all patients regardless of their pre-
ferred language [1, 2]. Unfortunately, many patients with 
limited English proficiency (LEP) receive inappropriate 
interpretive services, resulting in confusion regarding 

diagnosis and treatment, and negative experiences with 
the healthcare system [3, 4].

Discordant language preferences between providers 
and parents affect families of pediatric patients, includ-
ing those in the Neonatal Intensive Care Unit (NICU). 
Spanish speaking parents with LEP are 4 times more 
likely to misunderstand their newborn’s diagnosis and 
are less emotionally and technically prepared for NICU 
discharge [5–7]. Data on this topic is sparse in the neo-
natal literature and there is a need to better understand 
the specifics of how LEP contributes to health outcome 
disparities. Identifying the mechanisms of these dispari-
ties and implementing solutions are important in achiev-
ing optimal health outcomes of patients discharged from 
the NICU, many of whom experience prolonged hospi-
talizations, have medically complex health problems and 
require long term follow up with several subspecialists.
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Our objective was to investigate the communication 
experience of parents with LEP in the NICU. The primary 
aims were to 1) explore how Spanish speaking parents 
with LEP receive information about their baby 2) iden-
tify what information they receive and how this impacts 
participation in their baby’s care and 3) assess satisfac-
tion with communication and how communication can 
improve when the preferred languages of the parent and 
provider differ.

Methods
Study design
We conducted a qualitative study with the goal of explor-
ing and characterizing parent-lived experiences. In-
person interviews were performed at a single-center, 
level III, 52-bed NICU in San Diego, CA where in-
person interpreters are not readily available and pro-
viders often communicate with families by telehealth 
interpreter modalities. Enrollment started in August 
2020, six months after the declaration of the Coronavirus 
Pandemic.

Sampling and eligibility
We performed criterion purposeful sampling for this 
study. Parents were eligible for enrollment if their new-
born was admitted to the NICU for at least 1 week and 
if they identified Spanish as their preferred language 

without being English proficient. Language prefer-
ence was determined by the admitting bedside regis-
tered nurse and later confirmed by a study investigator 
at time of enrollment. Parents who preferred a language 
other than Spanish were excluded to limit the number 
of interviewers needed and to standardize the interview 
experience. If one parent was bilingual and another had 
LEP, parents were permitted to be interviewed together 
to allow for emotional support. Enrollment was limited 
to parents of newborns admitted for at least 7  days to 
allow for sufficient interactions between parents and the 
medical team. Attempts were made to enroll all eligible 
families during the study period. Due to scheduling dif-
ficulties, we were unable to approach 2 eligible families 
for enrollment prior to transfer of their newborns to 
other facilities. Non-participation is discussed in Fig.  1. 
Informed consent for study participation was obtained 
using trained Spanish medical interpreters. IRB approval 
was obtained.

Interviews
Interviews were conducted using a semi-structured 
interview format to guide discussions (Table 1). All inter-
view questions were derived from the specific aims of the 
study. Five pilot interviews were conducted to assess the 
interview guide for language clarity, question relevance, 
and redundancy. Revisions were made accordingly. 

Fig. 1 Represents the enrollment process conducted during this study including those eligible for enrollment and reasons that eligible individuals 
were not enrolled in the study
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Interviews were scheduled at a time per parent’s prefer-
ence and were conducted by one of two certified bilin-
gual providers (a NICU respiratory therapist and a NICU 
social worker). Parents were offered the opportunity to 
complete the interview at their child’s bedside or in a 
private room. All interviews were audio-recorded (Sony 
ICDUX560 Digital Voice Recorder) for analysis.

We chose a NICU respiratory therapist and social 
worker to perform the interviews due to their availability 
as well as their familiarity with NICU patients and their 
families. We intentionally chose non-physician inter-
viewers to minimize the potential influence of the doc-
tor-patient hierarchy on interview responses. We are not 
aware of any enrolled families that were inhibited during 
the interview. Families that were hesitant to share their 
experiences did not consent to the study.

Seventeen interviews of 17 mothers and 4 fathers were 
performed (Fig.  1). One mother declined to participate 
during the early weeks of her daughter’s hospitalization, 
but agreed to participate closer to discharge. All inter-
views were performed at the newborn’s bedside at the 
parent’s request. The majority of the interviews were 
between 6 and 9 min in length [range 5–22, mode 6]. Of 
the mothers included, 15 (88%) spoke little to no English, 

one was bilingual (Spanish and English), and one pre-
ferred Spanish but often spoke to the medical team with 
limited English. Of the fathers included, two (50%) spoke 
little to no English, one was bilingual (Spanish and Eng-
lish), and one preferred Spanish but frequently spoke to 
the medical team with limited English.

Quantitative and qualitative data about the newborns 
of enrolled parents were collected to demographically 
represent the sample. Demographic and illness severity 
data for the corresponding infants in this study are in 
Table  2. There were three sets of twins and 20 infants 
total. Seventeen infants (85%) had a primary diagnosis 
of prematurity, including three infants born < 28 weeks’ 
gestation. One infant was admitted for neonatal 
encephalopathy and two for evaluation of septo-optic 
dysplasia. All except three infants required IV medica-
tions or nutritional support during their hospitaliza-
tion; however, only two infants required IV support at 
the time of the interview. Thirteen (65%) of the infants 
required some level of respiratory support during 
their hospitalization and seven (35%) required intuba-
tion, but at the time of the interview, only three (15%) 
required non-invasive respiratory support and none 
were intubated. All infants survived to NICU discharge.

Table 1 Semi‑Structured Interview Guide (Final Version)

Interview Question Corresponding Aim

So far, how often have you received information about your baby?
Prompt: every day, 3 times a week, once a week etc
Has it been from the doctor or the nurse?
How often do you wish you received information about your baby?
How many times have you talked to the doctor about your baby?
If the nurse does not speak Spanish, how do you communicate with her 
or him? How do you let them know you have questions? Can you give me 
some examples?
If you call the NICU and no one  speaks Spanish, how do you communicate 
with the medical team?
Tell me about your experience using the interpreters in the NICU
Prompts: Do you feel well understood? Do you think the interpretation 
is accurate? Has it been a positive or negative experience?
Has there been a situation when you did not want to use an interpreter?
Prompt: Can you tell me more?

Explore how parents with LEP receive information about their baby

Tell me about your baby. How is he/she doing?
What have you been told about why your baby needs to be in the hospital?
What part of your baby’s care have you learned to do so far?
If the nurse does not speak Spanish, how do you participate in your baby’s 
care?
How do you think the language difference between you and the medical 
team affects how much you learn about your baby? Can you give exam‑
ples?

Identify what information parents with LEP receive and how this impacts 
their participation in their child’s care

When you wanted more information about your baby, how could we have 
made it easier for you?
Have you ever felt unable to ask all the questions you wanted and can you 
tell me about that experience?
What could we do better to communicate with families who speak a lan‑
guage different from English?

Assess parent satisfaction with communication and how they feel com‑
munication could improve when the language preferences of the parent 
and medical team differ
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Data transcription and translation
All interviews except one were transcribed verbatim 
into Spanish using a health insurance  portability and 
accountability act (HIPAA) compliant professional tran-
scription service (TranscribeMe). Consent to use Tran-
scribeMe could not be obtained for the first interview; 
therefore, this interview was transcribed using Google’s 
HIPAA compliant speech to text program according 
to the original IRB protocol. Health information was 
removed from the Spanish transcripts and the transcripts 
were then reviewed for errors. Spanish transcripts were 
translated into English using Google’s Translate Applica-
tion Programming Interface and then reviewed again for 
accuracy.

Data analysis
Conventional content analysis utilizing an open coding 
process by an inductive approach was performed to dis-
tinguish patterns and concepts represented in the final 
results [8, 9]. This type of inductive analysis was consid-
ered appropriate for this study given the limited research 
and knowledge on this particular topic. Multiple cycles 
of general and focused coding were performed with a 
team-based approach and guided by an expert in quali-
tative methodology. Disagreements among coders as to 
the assignment or accuracy of the coding labels were 
resolved through discussion and consensus of the team.

Results
Qualitative analysis identified three main themes: The 
experiences of Spanish speaking parents with LEP in 
the NICU can be characterized by 1) information acces-
sibility 2) perspectives about interpreters and 3) emo-
tional consequences. Theme descriptions are elaborated 
with supporting quotes that exemplify nuances of the 

participants’ lived experiences. Quotes are verbatim 
unless indicated by an ellipsis (…) to signal that small 
segments of the text have been removed for clarity.

Information accessibility
Parents described communication with the medical team 
as difficult. Parents had challenges obtaining information 
directly from doctors and all but one family stated they 
primarily received information from nurses. One fam-
ily was unaware that doctors were present at night and 
stated they had not spoken to or seen a doctor in weeks. 
At times, parents understood medical updates in Eng-
lish, but felt unable to express questions and concerns in 
English, which hindered their ability to connect with the 
medical team and left them unprepared for the next step 
in their child’s care. For example, one mother understood 
that her son required closure of his patent ductus arterio-
sus, but felt she could not ask questions about the proce-
dure because of her LEP.

“It was difficult for me because I do not know Eng-
lish. I cannot express myself with them as I am 
expressing myself with you (…) That was the only 
thing that made it difficult for me not to be able to 
talk to them.” (Mother)
“Maybe, in my mind there were doubts, but because 
I didn’t know how to say them in English, I didn’t 
ask (…) maybe if it would have been all in Spanish, I 
would have asked more questions. The language 
does stop you a little bit.” (Mother)

Parents reported using signals with the nurse in order 
to communicate when they were unable to understand 
each other with words. They reported mimicking the 
nurse’s motions, learning how to care for their child with-
out speaking to one another. Parents alluded to extensive 
energy required by them and the nurses to communicate, 
using terms such as “struggle”, “by force” or “try harder”.

“I am the one who is the most self-conscious when I 
speak English. I understand you (…) but to speak it, 
sometimes, it is more difficult for me. But still, I just 
try harder to get my words out and that’s how I com-
municate.” (Father)

Parents perceived delays in communication as a result 
of not speaking English. Parents reported waiting for the 
telehealth interpreter to connect to the internet, to find 
an ad hoc interpreter (most often a bilingual nurse) when 
visiting in person, and for the medical team to return 
their phone call with an interpreter, particularly at night. 
While some parents were able to call from home and 
request an interpreter with their limited English, others 
could not, meaning medical updates were delayed until 
parents visited in person.

Table 2 Newborn characteristics (n = 20)

a Score for neonatal acute physiology-perinatal extension II

Birthweight: Average grams (range) 1877 (550 – 4050)
Birth Gestational Age: Average weeks, days (range) 33,2 (25,1 – 41,2)

Sets of multiples 3 (twins)

Female: n (%) 10 (50)

1 Minute Apgar: Median (range) 6 (1–9)

5 Minute Apgar: Median (range) 8 (5–9)

Mild SNAPPE‑II  Scorea at 12 HOL: n (%) 17 (85)

Required intubation during hospitalization: n (%) 7 (35)

Room air at time of interview: n (%) 17 (85)

Length of stay: Average days (range) 45 (9 –120)

Day of life at interview: Average days (range) 31 (3 – 118)
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“Sometimes we have called, and since the nurse 
only speaks English, she tells me that she is going to 
return the call with an interpreter, but the call takes 
about half an hour or more to return (...) Or some-
times they don’t call me back anymore.” (Mother)

Ten parents directly stated they were more likely to 
receive information when they were present in the NICU 
and when they asked the medical team for an update.

“I have received information since she was born. I 
always received it, every third day, that I came to the 
hospital.” (Mother)
“When I arrive, there is always a nurse here and she 
gives me the summary of everything, how the girls 
have been during the night, during the day, what 
has progressed, what has not. All the information is 
given to me as soon as I arrive.” (Mother)

One family felt they did not receive information about 
their child unless they directly asked the medical team a 
specific question.

“They told me to sign about the vaccines a week ago 
and I haven’t seen them give the vaccines. So, I have 
to ask ‘(…) when are they going to give it to him?’(…) 
Things like that, if we don’t ask, they don’t tell us.” 
(Father)

Despite the perceived difficulty and delay in obtain-
ing information, parents appeared well informed about 
their newborn’s admission diagnosis and understood 
their child’s clinical status. While 9 parents felt the lan-
guage difference hindered their ability to learn about 
their baby and ask questions, almost all parents reported 
being extensively involved in their child’s care, perform-
ing tasks such as diaper changes, temperature checks and 
feeding their child. The majority of parents were satis-
fied with how often they spoke to the medical team and 
only 2 parental groups desired more frequent updates. 
In other words, when parents wanted information, they 
wished they were able to obtain it quicker; however, they 
reported feeling overall satisfied with how often they 
were updated by providers.

Perspectives about interpreters
Parents mostly used telehealth interpreters (video and 
audio) and were rarely offered in-person interpret-
ers. In-person interpreter staff at the study hospital 
was limited: often not available or difficult to schedule. 
Although parents stated that telehealth interpreters 
were helpful, parents feared that interpreters incorrectly 
conveyed parental concerns and information from the 
medical team.

“I feel that sometimes the interpreters do not explain 
medical things well, but since I speak a little English, 
I do understand them, and what they are  translat-
ing for me is not what the doctor is saying." (Mother)

Only one parent declined the offer to use an interpreter; 
however, many parents did not request an interpreter for 
simple tasks because it was faster to communicate in 
their limited English than wait for an interpreter. Parents 
weighed the ability to ask questions through an inter-
preter with the time required to wait for an interpreter 
to become available. Parents desired access to more bilin-
gual providers and written material about their baby hop-
ing this would provide accurate communication without 
the need to wait for an interpreter.

“I think that with a doctor who speaks Spanish, it 
is easier because it takes long to look for the person 
who comes to interpret for you.”(Mother)

Emotional consequences
Parents reported negative feelings such as shame, frus-
tration and uncertainty associated with their LEP. They 
alluded to a complex emotional response including fear 
of judgment when admitting they did not understand 
what the team had said, which stopped them from asking 
the medical team for clarification.

“If I do not understand a particular word, I keep it 
to myself as I do not know how to ask. Many times 
one is ashamed to say: ‘What? What did you say?’, 
Because you think that they will not understand 
you.” (Mother)
“Sometimes (…) there are words that I don’t know 
how to say. Then you get frustrated, and sometimes 
I feel like some nurses (…) I don’t know if it’s because 
you’re Hispanic, they treat you differently.” (Mother)
“Sometimes you think that: "if I don’t know English, 
what are they going to think of me or what are they 
going to say?” (Mother)

One mother who spoke non-fluent English and 
declined an interpreter at the beginning of her child’s 
hospitalization, experienced regret with her initial deci-
sion. She stated that as the hospitalization continued, 
she wished the team had been more insistent on using 
an interpreter from the beginning instead of placing the 
responsibility on her to admit she needed an interpreter.

“Perhaps, at the beginning of everything, you [medi-
cal team members] should ask several times: ‘Are 
you sure that you understand?’ or ‘We can really 
bring an interpreter.’ Maybe you should insist a little 
more on bringing the interpreter (…) because some-
times you need a little push to accept it.” (Mother)
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Parents reported relying on family members to com-
municate with the medical team, placing the burden of 
interpreting medically complex information on untrained 
individuals. Several parents relied on their spouse to 
interpret for them, which left them unable to commu-
nicate with the team when their spouse was not present. 
One mother reported relying on her daughter to help her 
communicate by phone when not present in person, stat-
ing that if her daughter was not available to help inter-
pret, she would wait to receive information in person.

Discussion
This study provides insight into an experience that is 
poorly understood and rarely investigated in the medi-
cal literature. To our knowledge, this is the first published 
study that focuses solely on the communication experi-
ences of Spanish speaking NICU parents with LEP in a 
qualitative interview manner. Findings from this study 
can identify strategies to provide more equitable care to 
NICU families with LEP. Recommendations for improve-
ment are summarized in Table  3. Although recommen-
dations are displayed in relation to individual themes, we 
recognize that there is significant overlap of our themes 
and their solutions.

Our study showed that parents primarily received 
information from nurses, a finding that appears true 
regardless of the parents’ preferred language. Studies 
show that nurses are more available, information from 
doctors declines over time during a hospital stay, and 
that parents often ask nurses for clarification after speak-
ing with the doctor [7, 10]. These findings suggest that 
improvement initiatives in the NICU should focus on the 
nurse-to-parent relationship in order to best optimize 
communication between the medical team and families 
with LEP.

Over half of the parents in our study felt the language 
difference limited how much they learned about their 
baby. Parents also felt their LEP hindered their ability to 
ask questions and express concerns. This was particularly 
true when updates were provided in English to Spanish 
speaking parents with LEP, which unfortunately has been 
shown to occur more than 50% the time [5]. Our findings 
are consistent with prior literature [7, 11–13]. A survey 
by Khan et  al. found that families with LEP are 2 times 
more likely to be afraid of asking questions when “some-
thing does not seem right”, 4 times less likely to “freely 
speak up” if they see something that may negatively affect 
care, and 5 times less likely to “question the decisions or 
actions of healthcare providers” [14].

Based on our results, we recommend implement-
ing a structured system for parents to receive regularly 
scheduled updates in their preferred language. This may 
be during routine rounds or separate meetings with an 

interpreter scheduled on the same day each week. Phy-
sicians should lead these scheduled updates to ensure 
frequent communication between parent and physi-
cian. Nursing staff should also have time to connect with 
families through an interpreter on a daily basis. This may 
require a different staffing model (i.e., 2:1 patient-to-
nurse ratio, or dedicated communication resource nurse) 
in order to communicate with families with LEP. Parents 
should also be provided a way to easily notify the team 
at bedside that an interpreter is needed because they 
have questions or concerns. This may facilitate parental 
involvement and empower them to ask questions about 
their baby’s care.

Our study adds to the literature by demonstrating that 
parents with LEP had difficulty obtaining information 
remotely, particularly at night. Our study also showed 
that parents with LEP were more likely to receive infor-
mation while present in the NICU and after prompt-
ing the medical team for an update. Many parents in 
the NICU desire routine, timely and clear information 
about their child’s condition [10, 15], but this cannot be 
achieved if parents are required to be in person to receive 
information. NICU hospitalizations often span months 
at a time and parents frequently need to return to work 
or care for other family members away from the hospi-
tal, preventing them from being at the bedside. Our study 
highlights the need to facilitate timely updates for par-
ents with LEP when they are away from the hospital.

We strongly encourage each unit to implement a way 
families can reach the medical team from home with an 
interpreter to avoid waiting for a call back or waiting until 
they can visit and obtain information in person. This may 
be as simple as routinely providing the phone number for 
a hospital’s telephone interpreter service. Certain elec-
tronic medical records may also offer a way parents can 
send messages to the medical team from home in their 
preferred language.

Parents in our study reported a strong desire to have 
more bilingual providers available to avoid delays in 
communication and miscommunication associated 
with interpreter use. Evidence shows that patients seen 
by bilingual physicians are more likely to ask ques-
tions and have improved patient recall when compared 
to patients who utilize a medical interpreter [16]. More 
bilingual providers may also facilitate casual conversa-
tions that have been shown to provide English speaking 
parents with emotional relief [10] and foster trust with 
the medical team. We therefore recommend prioritizing 
the training and hiring of bilingual providers to facilitate 
communication for parents with LEP. To ensure accurate 
communication occurs when an interpreter is used, we 
recommend utilizing the ‘teach back method’ to clarify 
what information the interpreter conveyed. This can be 
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done by asking the family to explain what they under-
stand about the information provided to them. We also 
discourage the use of ad hoc or untrained interpreters 
whenever possible because the use of such individuals 
has been shown to be detrimental to health outcomes 
[17–21].

Finally, our study emphasized the negative emotional 
consequences such as shame, frustration and fear of judg-
ment that parents experienced as a result of their LEP, 
findings that are consistent with prior literature [11, 22]. 
These feelings can affect parental confidence in a child’s 
physician, negatively impact health care outcomes [23], 
and due to a lack of communication, can make parents 
feel excluded and deprived of the role of being a primary 
caregiver [10, 24]. Therefore, providers must be sensitive 
to the stress that LEP can add to an already emotionally 
difficult time in a parent’s life.

To avoid such negative consequences, we recommend 
routinely defaulting to the parents’ preferred language. 
This should be done despite any perceived English fluency 
because perceptions of parental English fluency are often 
incorrect [25]. If a parent initially declines an interpreter, 
reevaluating the need for an interpreter throughout a hos-
pitalization is important. We also recommend each NICU 
evaluate their method of determining parental language 
preference upon admission, ensuring that the process is 
completed in an objective, standard, and judgment-free 
manner that allows parents to answer honestly.

There are several strengths to our study. Our study’s 
narrow aims and specific target population allowed data 
sufficiency to be reached with a smaller number of par-
ticipants [26]. We standardized the interview process by 
limiting the number of interviewers to two individuals 
and conducted the interviews at the parents’ convenience 
to maximize their comfort and allow for honest and com-
plete responses to our questions.

There are several limitations to our study. Occasional 
recorder malfunction resulted in a loss of minor infor-
mation from our interviews. The COVID-19 pandemic 
visiting restrictions may have limited enrollment. Our 
study had definite logistical boundaries with the inabil-
ity to extend the enrollment period beyond December 
2021 because study completion was needed for trainee 
graduation. Difficulty coordinating schedules to per-
form interviews resulted in a few missed opportunities 
in enrollment. Finally, interviewers were not formerly 
trained in qualitative interviewing, which may have 
resulted in shorter interview length. Although short 
interview length could raise concerns regarding the 
rigor of our study and whether parents felt inhibited 
from answering questions honestly, the interviewers of 
this study were specifically discouraged from coercing 
parents into sharing more information. While this is a 

limitation of our data, it was done in an attempt to empa-
thize with the positionality of the parents.

Conclusion
This is a single center, qualitative study that utilized in-
person interviews to investigate the communication 
experience of Spanish speaking parents with LEP, provid-
ing insight into unique challenges that such families face 
in the NICU. Our findings can inform neonatal quality 
initiatives to decrease delays and burdens for families 
with LEP to receive timely, accessible, and good com-
munication. Future studies can use the information we 
learned to determine the best strategies to facilitate com-
munication with Spanish speaking families.
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