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Abstract

Objectives—This study examined the family experience of critical care after pediatric traumatic 

brain injury in order to develop a model of specific factors associated with family-centered care.

Design—Qualitative methods with semi-structured interviews were utilized.

Setting—Two level 1 trauma centers.

Participants—Fifteen mothers of children who had an acute hospital stay after TBI within the 

last 5 years were interviewed about their experience of critical care and discharge planning. 

Participants who were primarily English, Spanish or Cantonese speaking were included.

Interventions—None

Measurements and Main Results—Content analysis was used to code the transcribed 

interviews and develop the family-centered care model. Three major themes emerged: 1) 

thorough, timely, compassionate communication, 2) capacity building for families, providers and 

facilities, and 3) coordination of care transitions. Participants reported valuing detailed, frequent 

communication that set realistic expectations and prepared them for decision-making and 

outcomes. Areas for capacity building included strategies to increase provider cultural humility, 

parent participation in care and institutional flexibility. Coordinated care transitions, including 
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continuity of information and maintenance of partnerships with families and care teams were 

highlighted. Participants who were not primarily English speaking reported particular difficulty 

with communication, cultural understanding and coordinated transitions.

Conclusions—This study presents a family-centered traumatic brain injury care model based on 

family perspectives. In addition to communication and coordination strategies, the model offers 

methods to address cultural and structural barriers to meeting the needs of non-English speaking 

families. Given the stress experienced by families of children with TBI, careful consideration of 

the model themes identified here may assist in improving overall quality of care to families of 

hospitalized children with traumatic brain injury.
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INTRODUCTION

Previous studies have linked patient and family-centered care (FCC) to improved patient 

outcomes (1-4), family satisfaction (5) and staff satisfaction (6). Components of FCC 

include shared decision making and collaboration with family, assessing family coping, 

building on family strengths, consistent and honest communication, cultural and spiritual 

support, open visitation, confidentiality, presence of family at resuscitation and rounds and 

palliative care as appropriate (7-9). Despite recommendations for use of FCC by the Institute 

of Medicine, the American Academy of Pediatrics and the American College of Critical 

Care Medicine among others, institutions and providers struggle to implement the principles, 

leaving families feeling marginalized from care (10). Racial/ethnic and language disparities 

have been documented in FCC delivery for children with special health care needs (11). 

Conflicts between providers and families are pervasive in medical settings (12, 13) and 

impact FCC (13). Difficulties with use of FCC may be in part due to the general nature of 

the guidelines. Therefore, identifying specific FCC practices tailored to different patient and 

family populations may be an important step towards better integration and adaptation of the 

guidelines to family needs. Previous studies have identified family needs and coping after 

TBI (14-16). However, specific factors associated with quality FCC in the acute care setting 

for diverse families of children with traumatic brain injury (TBI) have not been identified.

This study explored the family experience of critical care after pediatric TBI in order to 

identify specific factors and barriers associated with high quality, FCC unique to this 

population and to develop a model of FCC specifically for families of children hospitalized 

with TBI.

MATERIALS AND METHODS

Setting and Participants

We recruited participants from two level 1 trauma center hospitals; one participant received 

initial care at a third level 1 trauma center and received follow up care at one of the 

recruiting sites. Each hospital had some general FCC policies in place, including inclusion 

of family in decision-making and presence of family at resuscitation. Purposive sampling 
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was used (17). Potential participants from one site were identified through the Brain Injury 

Alliance of Washington and from the outpatient pediatric TBI clinic at the hospital. They 

were then approached by a research coordinator about possible interest in the study. 

Potential participants from the second site were identified from the Pediatric Intensive Care 

Unit database and contacted by a research coordinator about possible interest in the study. 

Participants were mothers of children <18 years old who had an acute hospital stay for 

treatment of TBI within the last 5 years. At each of the sites, mothers of patients were 

consistently the primary caregivers to the injured child and were available for the interviews. 

The mothers interviewed had ample interactions with hospital staff and were well positioned 

to speak about the hospital stay and subsequent care of the child.

We aimed to include families from different racial/ethnic backgrounds as well as families 

with different primary language preferences. The study was reviewed by the University of 

Washington Human Subject Division and found to be exempt. The Institutional Review 

Boards at the Los Angeles Biomedical Research Institute at Harbor-University of California 

Medical Center reviewed and approved the study.

Interviews

An in-depth interview guide was created using a multi-step process (18). First, a literature 

review was conducted to identify initial concepts of interest and areas of inquiry. Next, one 

investigator (GR) interviewed acute care staff at one recruiting site to assist in prioritization 

of areas of inquiry and to identify additional areas of interest based on their experiences. 

Finally, the investigator team met as a group to discuss and prioritize the areas of inquiry 

based on the report from the staff interviews, the literature review and their own 

experiences. We aimed to include questions that provided participants the opportunity to 

speak about both positive and potentially negative experiences. Towards this aim, we 

included some targeted questions about topics the providers and investigator team thought 

were relevant as well as open-ended questions that allowed for story telling and elaboration 

from participants. After the first two interviews were completed, the guide was revised for 

clarity and conciseness. The final interview guide explored 6 main topics (see Table 1 for a 

select sample of questions): 1) overall quality of care, 2) impressions of treatment team, 3) 

communication, 4) coping, 5) discharge planning and transition home, and 6) rehabilitation.

A pre-screening call was completed with each participant approximately 24-72 hours prior 

to the interview in order to prompt reflection on the acute care period and allow the 

establishment of a relationship with the participant prior to formal interview. Five basic 

questions were asked about family composition and events surrounding their child's TBI and 

initial care. Each interview was then conducted by one investigator (MM) with the 

assistance of two other investigators (GR and AR) for some interviews. AR provided 

interpretation services for the Spanish-speaking participants. Phone interpretation was used 

for the Cantonese-speaking participant. Individual interviews were conducted with the 

majority of participants either in person, by phone or using videoconferencing and lasted 

between approximately 35 and 70 minutes. One focus group was conducted with three 

participants to accommodate schedules and lasted approximately 2.5 hours. An interpreter 

(AR) was utilized for the focus group. Because of the starting and stopping of dialogue 
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required when using an interpreter, the format and participation in the focus group was 

similar to that of the individual interviews. Each participant answered the interview 

questions in turn and participants did not interact significantly or build upon each other's 

responses. Therefore, we coded and analyzed the focus group data in the same manner as the 

individual interviews. All interviews were transcribed verbatim with identifying information 

removed.

Analysis

Content analysis was the primary analytic approach used in this study (19). Researchers 

used inductive category development and deductive category application for creating the 

proposed model (19-20). Two investigators (MM and GR) read and coded the first four 

interviews to develop the data-driven initial codebook. Basic codes were identified and then 

categorized and defined within the 6 a priori defined topics of inquiry. Then, codes were 

sorted by the investigator team into content categories and themes. The team met and agreed 

upon categories and themes that were included in the codebook. Subsequent interviews were 

coded using the codebook, and as new codes arose they were added to the codebook through 

an iterative process of inter-coder reliability checking (21). After completion of all coding, 

broader themes were identified through counting the occurrences of each code and the 

number of participants that referred to the concept in the code. Expert knowledge from the 

interdisciplinary team was considered in interpreting codes and emerging themes. Data 

saturation was achieved when no new codes or categories emerged from the interviews; at 

this point it was determined that the sample size of 15 participants was sufficient (22). 

Subsequently, a preliminary model of FCC was developed. Finally, all interviews and codes 

were reviewed together and the model was agreed upon by investigator group (19). Model 

themes are described and illustrative quotes provided.

RESULTS

Family and Patient Characteristics

All of the participants were mothers of children who were treated in the acute care setting 

for TBI. At interview, the median time since injury was 8 months (range <1month to 40 

months). Twelve (80%) children had Medicaid/CCS insurance for their child; 3 (20%) had 

private insurance. Eight (53%) participants identified as Hispanic, were primarily Spanish 

speaking and required an interpreter for interviews; 1 (7%) participant identified as Asian, 

was primarily Cantonese speaking and required an interpreter for the interview. These 

families were considered to have limited English proficiency (LEP). Three (20%) 

participants identified as Black or African American; 1 (7%) identified as White; 2 (13%) 

identified as multiracial. The median age at time of injury of the child with TBI was 8 years 

old (range 8 months-17 years). Median hospital length of stay was 4 days (range 1-105 

days). In terms of injury severity, 20% were in severe TBI range based on ICU admission 

GCS <8, 20% were in moderate TBI range (GCS 9-12) and 60% were in mild TBI range. 

ICU median length of stay was 2 days (range 1-26). 40% were intubated, 20% had 

intracranial pressure monitoring and 13% had a gastrostomy procedure. All children of the 

participants survived the TBI. All of the children were injured accidentally. Three of the 

families mentioned involvement with child protective services related to the injury, but none 
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of the injuries were intentional and all of the children were living at home with the parent at 

time of interview. Seven of the parents reported their child was doing well at home, and the 

remainder of the parents reported some ongoing needs, deficits or slow recovery. All of the 

parents reported spending ample time at the bedside during their child's hospital stay; each 

had sufficient opportunity to interact and communicate with staff.

Themes

Through expressions of both positive and negative experiences, key themes associated with 

perceived FCC were identified. These themes were 1) effective communication, 2) capacity 

building for families and providers, and 3) coordination of care. Several factors within each 

theme illuminate the specific characteristics or activities associated with a positive family 

experience of care. A model of all the themes and factors identified in this study is presented 

in Figure 1.

Theme 1: Effective Communication

Five factors were associated with effective communication in acute care settings: 1) 

thoroughness, 2) the use of multiple methods to ensure understanding of TBI and patient 

care, 3) timeliness, 4) listening, and 5) preparation for decisions and outcomes. These factors 

are discussed in detail below. When families spoke about communication, they referred to 

direct conversations, indirect communication, witnessed communication between providers 

and nonverbal communication. Participant quotes highlighting these factors are presented in 

Table 2.

Thorough communication—Parents were interested in hearing details about their child's 

injury and care plan. Overwhelmingly, parents expressed a desire for frequent 

communication and updates. Frequent updates served the purpose of involving families in 

their child's care plan, decreasing anxiety about procedures and prognosis and also signaled 

to parents that staff were attentive and aware of their child's needs.

Use of multiple methods to ensure understanding of TBI and care—Ensuring 

understanding by using multiple methods of communication emerged as an important 

construct from the stories families told about times when this was done and times when they 

were left without a clear understanding of their child's care or expected outcome. Families 

who were not primarily English speaking, who had LEP, were particularly disadvantaged in 

this area because professional interpreters were not always used and written information was 

not always translated.

Timeliness—Timing of care or communication was a theme in all of the interviews. 

Parents expressed a desire for frequent updates and timely communication when there was a 

status change or new critical information.

Listening—Participants expressed a desire to be listened to by providers. Many parents 

wanted support from staff and a sense that the providers cared about their child. The positive 

communication experiences were times when providers took time to engage with families 

and demonstrate empathy and respect for the family's experience.
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Preparation for decisions and outcomes—Orienting families to what to expect in the 

care setting and beyond was very important to participants. Some families expressed that 

preparation for outcomes decreased anxiety and distress.

Theme 2: Capacity Building

Key focus areas to begin strengthening or building capacity were identified. Participants 

highlighted areas to consider capacity building within providers and parents and for the 

facility. Specific capacity building recommendations and illustrative quotes are provided in 

Table 3.

Providers—Cultural humility is a concept taken from medical education paradigms and 

has been defined as “a process that requires humility in how physicians bring into check the 

power imbalances that exist in the dynamics of physician-patient communication by using 

patient-focused interviewing and care (23).” In our study, we identified this as a key strategy 

for provider capacity building based on differences in frequency and type of communication 

and overall quality care that were noted between English-speaking families and families 

with LEP. For example, some families with LEP reported receiving information they could 

not understand due to language barriers. Some also discussed not being told directly about 

their child's condition, but rather having information given to other family members and 

then relayed to them via that family member. There were also language-related issues with 

consent processes, with one family being asked to consent to the wrong procedure and 

another being told she had no choice but to consent to a procedure. None of the English-

speaking families mentioned problems or issues related to consent procedures. Some of the 

differences noted were more subtle but equally important. For instance, several English-

speaking families reported feeling empathy and compassion from the providers; none of the 

families with LEP reported this. This does not necessarily mean providers felt less empathy 

for families with LEP, but likely it was not communicated in a way that families were able 

to interpret. While parents with LEP were equally confident as the English-speaking parents 

that they had received detailed information about their child's injury, they were generally 

less able to describe details of medical information given to them and expressed limited 

understanding of residual sequelae from their child's injury. See example quotes in Table 4 

that demonstrate the contrast between the English-speaking families’ experiences and the 

experiences of the families with LEP.

Tied to the concept of cultural humility is the need for increasing awareness of the scope of 

culturally bound coping. Coping is inherently intertwined with culture. While there were 

similarities in the strategies families used to cope, there were also differences. Parents 

expressed a sense of shock and a sense of feeling overwhelmed that required extra 

sensitivity, extra explanations and extra care for their well-being. Families with LEP have 

the additional challenge of being unable to understand communication directly from 

providers. Some parents reported utilizing family support and wanting family at the hospital 

with them. Other parents spoke about the importance of their spiritual faith as a coping 

strategy. Some English-speaking parents talked about the importance of asking questions 

and receiving updates about their child's care as a coping strategy, further highlighting the 
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need to enhance the communication experience for families with LEP. All of the parents 

wanted to be physically near their child during the hospital stay.

Parents universally described the importance of participating in their child's care. However, 

parents were unsure about how to do this or when it might be appropriate, demonstrating the 

need for clinicians to assist and empower parents to participate in care.

Parents—In terms of capacity building for parents, participants expressed a desire for TBI-

specific care training and being physically connected to their child's care. Parents describe 

confusion about how to appropriately care for their child at times, which extended from 

hospital to home.

Facility—Parents expressed discomfort in the setting related to limited space for sleeping 

and limited space for family. Enhancing the physical comfort of the environment was a key 

area for facility capacity building. Parents also expressed a desire for flexibility around 

hospital rules regulating time spent in child's room. Finally, families had financial hardships 

and practical difficulties managing their child's time in the acute care setting.

Theme 3: Coordination

The final domain associated with quality FCC was coordination. Families identified four 

factors related to coordination: fostering partnerships, continuity of care, focus on transitions 

and case management. Coordination factors and associated quotes from parents are 

presented in Table 4.

Fostering partnerships—The importance of partnerships between the family and team 

and also between the various care teams working with the family was highlighted. Families 

desired a sense of congruity between themselves and between the many care teams.

Continuity—Parents desired continuity of information being provided to them by different 

team members and providers from the various care teams assisting their child as well as 

continuity between teams and units in the hospital. When this wasn't done, it was extremely 

difficult for family members and trust in the team was lost.

Transitions—A focus on transitions was especially salient in the participant interviews. 

The transitions from the acute care setting to rehabilitation to home posed challenges for 

parents whether their child was doing extremely well or had significant rehabilitation 

challenges. If the child was well, some parents found it difficult to allow the child to return 

to their normal activities for fear of re-injury. If the child was struggling to regain skills, the 

emotional challenge of watching the recovery was noted.

Case management—Families reported difficulty with coordinating appointments, 

figuring out various insurance qualifications for different providers and difficulty 

transitioning back to school and sometimes work.

Moore et al. Page 7

Pediatr Crit Care Med. Author manuscript; available in PMC 2016 October 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



DISCUSSION

In this study, three major themes associated with high quality, FCC for families of children 

with TBI were identified: 1) thorough, timely and compassionate communication, 2) 

capacity building for families and providers, and 3) coordination of care transitions. Our 

findings align with other non-TBI specific research on provider-family interactions in the 

acute care setting (7-9) and with other studies that identified family needs and coping 

strategies after TBI (14-16). The model of FCC in critical care developed here adds new and 

specific insights into three major themes that are particularly salient for diverse families of 

children with TBI. Innovative ways to implement and test this model, such as using web-

based prompts to staff, should be explored further in future studies (24).

Previous studies have reported the importance of communication in the ICU setting for 

family mental health (25) and for assisting family members to increase their knowledge of 

patients’ condition (26). In this study, parents reported valuing detailed, frequent and 

understandable communication that set realistic expectations and prepared them for 

decision-making and outcomes. The use of multiple communication methods was 

highlighted as an important strategy to improve communication. Despite the busy trauma 

center environment, our data suggest that listening to families’ questions as well as 

communicating that each patient is a unique individual are key provider behaviors that can 

lead to a positive family experience. In particular for families with LEP, use of professional 

interpreters, translated material and incorporating ways to provide them with the same 

frequency of updates as English-speaking families are warranted. This can be particularly 

challenging for providers who do not speak the families’ primary language because it takes 

extra time to find an interpreter. Quick consults or updates given to English speaking 

families in between trips to the operating room or done quickly before the end of the shift 

are often not provided to families with LEP. The differences in communication to English-

speaking families versus families with LEP noted in this study call for a serious examination 

of how barriers to communication can be overcome to reduce disparities in health care 

provision to children with TBI.

Recommendations from previous studies to address racial/ethnic and language disparities in 

FCC included increasing provider time with families and using a team approach (11) as well 

as an explicit focus on meeting the language needs of families with LEP (27). In the present 

study, areas identified for capacity building included methods to increase provider cultural 

humility, parent participation in care and institutional flexibility. Increasing cultural humility 

and incorporating this into practice may be beneficial for improving provider-patient 

interactions and overall patient care. Maintaining an open and non-judgmental stance to the 

variety of coping strategies in use emerged as a critical piece of quality care for families. For 

example, the extra sensitivity requested by families may be particularly important for 

families with LEP who are dealing not only with the traumatic experience of an injured child 

in the acute care setting but with the additional challenge of having difficulty understanding 

communication from providers.

Empowering parents with knowledge and skills to participate in care was another important 

aspect of FCC identified. Parents universally identified participation in their child's care as a 
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salient area for capacity building. The complicated care required after TBI requires special 

training and attention from staff. With regard to facility capacity building, data suggested 

that rules should be clearly explained to families so that they understand the rationale, and 

then when appropriate, flexibility is warranted given the stressful nature of the acute care 

experience. In addition, interviews suggested that assistance with parking, food vouchers, 

financial aid, insurance and billing concerns would prove extremely helpful for families.

Finally, coordinated care transitions were highlighted as important, especially maintenance 

of partnerships with families and new care teams and continuity of information. Children 

recovering from TBI often require ongoing rehabilitation and coordinating these efforts is 

challenging for families. Case management assistance would be a valuable tool for families 

during the acute care period, during transition periods and upon arrival home.

Limitations

There are several study limitations. Study data are based on parents’ recall of the acute care 

experience and the range of time after TBI was large, leading to the potential for recall bias. 

Because families were interviewed at different time points from the date of their child's 

injury, it is possible that parents whose acute care experience was more recent were more 

likely to accurately report information about their child's care. In addition, only mothers of 

patients volunteered to participate in the study; additional measures to include fathers in 

future studies are warranted. However, despite these limitations, we were able to derive 

themes and new FCC model that may be helpful in improving the quality of care provided to 

families after TBI.

CONCLUSION

In this in-depth qualitative study, we present a family-centered TBI critical care model based 

on family perspectives. In addition to communication and coordination strategies, the model 

presents methods to address cultural and structural barriers to meeting the needs of families 

with LEP. Given the stress experienced by families of children with TBI, careful 

consideration of the factors associated with the three major themes identified here may assist 

in improving overall quality of care to families of hospitalized children with TBI. Future 

research to test the model in acute care settings is warranted.
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Fig 1. 
Family-Centered Care Model for Critical Care after Pediatric Traumatic Brain Injury (TBI)
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Table 1

Interview guide sample questions

Topic Sample interview questions

Quality of care Tell me about the healthcare your child received. Do you feel there were ever significant delays in the 
delivery of your child's care?

Impressions of treatment team What did your child's treatment team do well? What could be improved?

Communication Tell me about a time when your child's doctors gave you information about your child's condition. What 
was that like? Was there anything you disliked or found frustrating about your communications with 
your child's healthcare team?

Coping Tell me what it was like for you, as a parent, to be with your child in the hospital. What were some 
coping strategies you used during your child's hospital stay?

Discharge planning/transition home How did the transition home go for you? Was there anything that surprised you?
Is there any specific information or training that would have been useful to you before your child was 
discharged from the hospital?

Rehabilitation Has your child received regular follow-up care since he/she was discharged from the hospital?
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Table 2

Effective communication techniques: select themes and illustrative quotes

Effective communication techniques Quotes

Thoroughness [translated from Spanish] “...Well, they were saying almost everything. If they were gonna...do 
something they would always tell me what were they gonna do, how it was gonna happen...they 
would always tell me everything...it was good because they would say everything they were 
gonna do for my baby.”

Use of multiple methods to ensure 
understanding

“...the surgeon...he was my favorite person because he knew what he needed to do to save my son 
but he wasn't my favorite person of explaining things, only because he – it was like there was no 
middle ground like he either dumbed it down really, really, really, really like...you're dumb...you 
don't understand anything or he was talking in...medical terms.”

Timeliness “Yeah, we were just kind of waiting. Not really sure when that person [the doctor] would 
arrive...we had no idea when we were gonna see anyone and we actually didn't know if we would 
see a doctor that night ...that was probably the toughest thing, was just waiting and waiting and 
waiting and not knowing when we would see [the doctor].”

Listening “...[the doctor was] just so calm...his voice was just very calm...he wasn't rushing, he wasn't 
talking really quickly...[he answered] every question, even if we felt like it was dumb...[he was] 
giving us the time of day and not...ever treating us like we were-just another number.”

Preparation for decisions and outcomes “...my son was not normal. They had told me from the time that we entered the hospital and the 
trauma team, from the time that we left that he would be fully normal and that in six weeks, he 
could go back to swimming. He could go back to, you know, as soon as that bone healed, that he 
would be a normal kid again. He would be his normal self.”
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Table 3

Capacity building: select themes and illustrative quotes

Capacity building Quotes

Providers

Cultural humility When asked about what was done to explain things about her child's condition, a parent with LEP said, 
[translated from Spanish] “They gave [me] some handouts that explained what was-what she had... No [the 
form was not translated]...the paper was in English but [my] dad is the one who knows more English and he's 
the one who understood it.”

Parent with LEP at end of research interview for this study: [translated from Spanish] “When there's a 
hematoma and a hemorrhage, what are the consequences in the future?”

Family with LEP was asked to consent to incorrect surgical procedure on child's leg; family was concerned 
because they had not been previously told about a leg injury. Instead of dialogue and explanation about the 
procedure and potential error, the family was required to investigate the error. [translated from Spanish] “So 
[we]walked in...to the room...[we] were asking our daughter: ‘Can you please move your...leg? Lift ‘em up, 
move them, just to make sure that she was-that there was no problems with her legs...[I] would have liked 
somebody to go and apologize and explain it a little bit more. But the way [I] see it is that the doctors are just 
there to do what they're supposed to do. Like, for example, the doctors...they're just there to go do the 
surgeries. Not for anything else...”

English speaking parent describing her experience with the treatment team: “I wouldn't change a thing. They 
communicated with me very openly, very honestly. Um, I know that sometimes doctors don't wanna get, um, 
too involved on a personal level. But they comforted me, and I could feel the sympathy and the empathy from 
them throughout the whole experience. Um, it was educational, as well. They didn't just say: ‘This is-, well, 
what we're gonna do.’ They explained why; they explained the pros and cons; they explained what the 
outcome could be, would be or should be. They explained – they just kept me informed every step of the 
way.”

Another English-speaking parent describing communication with her child's doctor: “You know...he was 
walking in like a friend and he was like: ‘Hey, you guys, I know you've been having a really long day...and I 
just-I just want you guys to know...we've been looking all over her charts’-and-[he]...very thoroughly went 
through what they each had done...just totally...answering every question, even if we felt like it was 
dumb...he even said...’You're not bad parents...You know, this happens.”

Empowering parents to 
participate in care

“...I didn't realize that they were actually expecting me to do the [diaper] changing while I was in the room...I 
didn't mind doing it but I didn't know.”

Awareness of culturally bound 
coping

“...having family be there to support [you] and we have a big family...I'm [an] extremely spiritual individual 
and so I prayed a lot...but also just having the ability to ask questions and know specifically what's going on 
with your child and what the next step is very important.”

Parents

TBI care training “They came and trained me and other family members [on tube feedings]...I was really uncomfortable with 
changing her shirt because of her bone being out...So the therapist came in and helped me get comfortable 
doing that...and they told me...that touching it wouldn't hurt...”

Connection to child's care “...we were separated...I expected us to be reunited in the ER after he was stabilized...but there's only one 
parent allowed and me and my husband just kept thinking that what if something would have happened to 
him, and we were both separated. Like both of us should have been able to be there the whole time...”

Facility

Enhancing physical comfort “And I was sleepin’ all bundled in a little chair on the side of her for like a week. I didn't even never go 
home.”

Flexibility [translated from Spanish]...[I felt] kind of sad because they [the family] all wanted to be there at the same 
time. But there was one time that a nurse, she was a good nurse, because she let [my] sisters and nieces be 
there with [the patient]...it was a little bit frustrating.”

Practical assistance “Having to pay for parking every day and knowing how long families are there for, I thought it was crazy...I 
just thought that that whole parking thing added more stress.”
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Table 4

Coordination: select themes and illustrative quotes

Coordination Quotes

Fostering partnerships “I think it would have been nice. As a parent, I think I would have felt better if the person releasing him would have 
been the same person who did the surgery. Not just some person who came in and had never seen him [the patient] 
before...”

Continuity “...they [the medical team] came in and we had a little meeting and they made it seem like everything was going’ 
good...It was, but then the surgeon comes in like half hour later and gives us bad news. But the bad news was from the 
day before...then...[another doctor] came to apologize to us and he said that he actually did feel a little bit hopeful...it 
was after that that we made a complaint.”

Focus on Transitions “I'm not sure I really knew what to expect...You don't know what's going to happen with them or how they're going to 
progress. But also, as a teenager, he was...15 at the time. There was a big transition with his emotional and mental 
state of mind. It's like for the fact that he was missing out with friends. He was missing out at school. He was stuck at 
home. He...went through a lot of depression so we had to get him counseling. So that was a little unexpected.”

Case Management “I really feel like the care coordinators really tried to help you in every avenue that they could. They had a social 
worker there. They had a counselor there. They had a school teacher...the traumatic brain injury association [case 
manager] was very helpful as well. That was essential to be honest with you, having them there to help get him back 
into school and to communicate with the counselor and the teachers was essential because we were unaware of what 
we would be up against...”
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