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1  | INTRODUC TION

In recent years, health services and rehabilitation research have in-
creasingly turned attention to understanding how patients navigate 
the growing complexity of health systems, which often requires ad-
equate health literacy, effective health communication, illness man-
agement skills and support to overcome health system barriers (Fouad 
et al., 2016; Gimpel et al., 2010). Emerging healthcare navigation 

studies demonstrate that despite available treatment guidelines, 
patients with chronic conditions, such as diabetes and cancer, often 
do not receive recommended care or achieve their healthcare goals 
(Ali-Faisal et al., 2017; Hossain et al., 2013; Shockney, 2010). These 
challenges may involve a combination of patient-, provider- and 
system-level barriers such as financial constraints and unawareness 
of available resources (Decker,  2007; Koch et al., 2015; Protheroe 
et al., 2009; Shaw et al., 2009). Understanding how these challenges 
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Abstract
Little research has documented the experiences of patients with traumatic brain 
injury (TBI) and their caregivers in navigating health systems for TBI care. In this 
qualitative study, we conducted semi-structured interviews with 62 participants (34 
patients with moderate or severe TBI and 28 caregivers) from Central Indiana. Data 
were collected from January to September 2016 and analysed using a constructivist 
grounded theory approach. Participants discussed three significant challenges about 
navigating health services for TBI care: lack of support for care navigation, financial 
barriers, and communication barriers. Participants described how navigating out-
patient healthcare services for TBI remains complex and emphasised the need for 
ongoing care navigation support throughout the care continuum. They detailed the 
long-term financial burden of TBI including high treatment costs, limited insurance 
coverage, and the emotional toll that financial stress has on their ability to navigate 
healthcare services for ongoing TBI-related needs. They also discussed how inef-
fective patient–provider communication and lack of reliable, timely and comprehen-
sive health information about TBI limited their engagement in and navigation of TBI 
health services. Findings suggest that persons with TBI and their caregivers need on-
going support to manage the long-term impacts of TBI. Efforts to provide care coor-
dination and navigation to patients with TBI and their families are urgently needed to 
facilitate greater access to care, effective healthcare navigation and improved health 
outcomes.
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unfold over time for patients with chronic conditions is critical for 
creating effective healthcare practice guidelines and policies to pro-
vide timely, effective and person-centred care (Hossain et al., 2013; 
Shockney, 2010). This is even more essential in health conditions such 
as traumatic brain injury (TBI), which has no clear treatment guidelines 
for post-hospitalisation or long-term care (Masel & DeWitt, 2010).

TBI, caused by a bump, blow, jolt or a penetrating head injury, dis-
rupts normal brain function. It is a major public health problem that 
affects millions of individuals and causes over 56,000 deaths every 
year (CDC, 2019; Pundlik et al., 2020). TBI severity ranges from mild 
(brief change in mental status) to severe (long-term health conditions 
or even life-long disabilities; deGuise, 2008; Pugh et al., 2016). In 
recent years, TBI has been reconceptualised from a single life event 
to a chronic health condition requiring ongoing assessment and care 
(Andelic et al., 2016; Reis et al., 2015; Rotondi et al., 2007; Stocchetti 
& Zanier, 2016). This shift has significant policy, financial and health-
care implications for patients and their families as they seek and utilise 
health services for TBI. Patients with moderate to severe TBI often 
have higher healthcare utilisation due to comorbidities and persistent 
sequelae from their injury (Dismuke et al., 2015; Rockhill et al., 2012). 
They may also require costly specialty and extended outpatient care 
from multiple providers, necessitating effective healthcare navigation 
(Koch et al., 2015; Leith et al., 2004; Smith & Smith, 2000).

Navigating healthcare systems involves seeking and receiving 
care, coordinating and paying for care, understanding health infor-
mation and interacting with providers and staff, all while managing 
one's illness (Ryvicker, 2018). Research on navigating healthcare for 
chronic conditions reveals lengthy, stepwise, complex and emotion-
ally burdensome processes (Peel & Harding, 2014). For example, 
studies on navigating dementia care reported service underutilisa-
tion due to lack of knowledge of available services, unmet healthcare 
needs for patients and caregiver burden, in part due to the mismatch 
between bureaucratic systems and families’ needs (Brodaty et al., 
2005; Lloyd & Stirling, 2011). Patients navigating chronic pain care 
in the Veterans Health Affairs (VHA) emphasised frustration with 
logistical barriers of VHA paperwork, tensions about treatment 
options and perceived burden of having to reintroduce themselves 
constantly to healthcare providers in training (Driscoll et al., 2018).

Studies on patients’ experiences with navigating health systems 
for TBI post-acute care are limited. Existing studies are primarily sur-
veys that identified gaps in healthcare systems, including disparities 
in access to acute and outpatient health services (Griesbach et al., 
2015; Rotondi et al., 2007; Schulz-Heik et al., 2017) and barriers to 
services for rural patients (Leith et al., 2004; Sample & Langlois, 2005; 
Solovieva & Walls, 2014). These studies underscored the urgent need 
to 1) describe the experiences of TBI patients as they navigate differ-
ent aspects of health systems, and 2) identify health systems’ ineffi-
ciencies to improve patients’ experiences and outcomes.

Yet, less is known about how TBI patients and their caregivers per-
ceive barriers to care and devise strategies to overcome challenges in 
their everyday lives. This is also important because TBI health ser-
vices and other resources vary geographically within the U.S. and 
are influenced by state legislations. For example, the most recent 

available epidemiological data indicate that the rate of TBI in Indiana 
was 16.2 per 100,000 in 2014 (Indiana State Department of Health). 
In 2020, Indiana has an estimated population of 6.76 million. The care 
continuum for patients with moderate to severe TBI in Indiana in-
volves acute hospital stay followed usually by short-term rehabilita-
tion care. Once patients are discharged from rehabilitation care into 
the community, they may follow-up with outpatient care providers 
and specialists, such as physical therapist, as needed. Patients requir-
ing more intensive outpatient-based care may receive long-term ser-
vices in nursing homes, or at home- and community-based long-term 
services, such as through adult day care programs or assisted living 
facilities. However, for individuals who are unable to pay for health-
care services privately or through their private health insurance com-
pany, a TBI waiver is often required to have access to these services. 
Yet, only 200 slots are available statewide (Brain Injury Fact Sheet: 
CICOA, 2020). The waiver also uses a very strict definition of TBI that 
excludes many TBI survivors. While these services are valuable, they 
are not tailored to the needs of people living with brain injury and 
there is no specialised brain injury care training required for providers 
(Brain Injury Fact Sheet: CICOA, 2020).

Given the various types of service pathways to care, the aim 
of this study was to describe TBI patients’ and caregivers’ experi-
ences navigating health systems for TBI care after discharge from 
acute care (inpatient and rehabilitation). Caregivers were included 
given their crucial roles as decision-makers and support systems for 
TBI patients, providing a different yet complimentary perspective. 
Indeed, even individuals who are mostly independent and able to 
manage their daily care activities, often require family members to 
assume the role of care provider (Oyesanya, 2019).

What is known about this topic

•	 Healthcare navigation studies demonstrate that despite 
available treatment guidelines, patients with chronic 
conditions often do not receive recommended care or 
achieve their healthcare goals.

•	 Understanding how challenges to healthcare navigation 
unfold overtime is critical for creating effective health-
care and providing effective, person-centred care.

What this paper adds

•	 Drawing from participant narratives, our findings em-
phasise the need for care navigation support through-
out the TBI care continuum.

•	 Unavailability of comprehensive and reliable TBI patient 
education and TBI treatment across the care contin-
uum combined with ineffective patient–provider com-
munication undermine patients’ engagement in health 
services.

•	 Patient navigation care model could help reduce barriers 
to healthcare navigation or TBI.
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2  | METHODS

Our findings are based on qualitative data collected from January 
to September 2016 from a multi-methods study evaluating TBI 
health services utilisation in Indiana (Eliacin et al., 2018). Semi-
structured qualitative interviews focussed on patients’ and car-
egivers’ experiences with navigating health services for TBI care. 
Interviews were audio-recorded, transcribed verbatim, de-iden-
tified and transferred to Atlas.ti for analysis (Muhr,  2012). All 
participants provided written informed consent prior to being 
interviewed. Study procedures were approved by the Indiana 
University Institutional Review Board.

2.1 | Data collection

We recruited a non-probabilistic, purposive sample of participants 
(Palys, 2008) using several methods, including leaflets, snowball 
sampling (Bernard,  2011; Kadushin,  1968) and directly contact-
ing TBI patients and their caregivers from an inpatient rehabili-
tation centre and community support groups. Patient/caregiver 
dyads were invited to participate in the study. However, we also 
included patients who did not have a caregiver available to have 
their perspectives. Patients self-reported demographic charac-
teristics and completed at time of the interview, the Ohio State 
University Traumatic Brain Injury Identification Method (OSU 
TBI-ID; Corrigan & Bogner, 2007), a standardised clinical and re-
search tool capturing patients’ TBI history and severity. A team of 
interviewers consisting of two doctoral-level anthropologists and 
two research assistants conducted the face-to-face interviews, 
primarily at a local healthcare facility in Indianapolis. For partici-
pants who were unable to travel, the research staff interviewed 
them in their home or at a local facility in their community. We 
conducted interviews with individual patients, individual caregiv-
ers or patient–caregiver dyads using a semi-structured interview 
guide to facilitate discussions about participants’ experiences 
with TBI health services. The guide included several open-ended 
questions, including, ‘What challenges have you faced in accessing 
care for TBI? What are the most important things for you in terms of 
services you receive for your TBI? What could be done better to facili-
tate better access to TBI services? ’ It also included questions about 
specific barriers and facilitators to care identified in the literature, 
such as transportation and health insurance barriers. Interviews 
ranged 30–90  min based on whether it was a single participant 
(patient or caregiver) or patient–caregiver dyad interview.

2.2 | Data analysis

Due to limited knowledge in this area, we used an inductive ap-
proach in our data collection and analysis. A team of three ana-
lysts explored themes that emerged from the data consistent with 
constructivist grounded theory approach (Charmaz, 2006; Mills 

et al., 2006). The team independently analysed a set of 15 tran-
scripts (27% of all transcripts) to better understand the data and 
identify key themes. Identified themes were then compared and 
an initial coding structure was developed, which included specific 
codes to denote patients versus caregivers. We then conducted 
open coding and used an iterative process to refine and sort codes 
into categories (Auerbach and Silverstein, 2003; Guest et al., 
2011; Saldaña, 2015). A finalised coding list was then applied to 
all transcripts using Atlas.ti. We reviewed and coded the data until 
we reached thematic saturation (i.e. new information or variations 
of themes in the data could not be identified; Guest et al., 2011). 
We also conducted additional analyses based on characteristics 
such as time since injury, insurance status (private vs. public) and 
residency status (urban vs. rural) to identify subgroup differences 
and contextual factors that may have influenced participants’ 
experiences.

2.3 | Findings

Our sample included 62 participants (34 patients, 28 caregivers), 
including 21 patient–caregiver dyads. Age ranged from 20 to 89 
(mean  =  58) years. Of the 34 patients, 41% were  ≤  4  years post-
injury, 35% were 5–10 years post-injury and 20% were ≥ 10 years 
post-injury. Forty-five percent (45%) of participants reported living 
in rural areas, and 65% of patients and 43% of caregivers had pub-
licly funded health insurance (e.g. Medicaid). Demographic data are 
summarised in Table 1.

Patients’ (PT) and caregivers’ (CG) experiences with TBI care 
navigation are characterised by three major challenges: lack of sup-
port with care navigation, financial barriers and communication bar-
riers. Here, we detail participants’ experiences of these challenges, 
highlight barriers and facilitators to health services navigation and 
provide suggestions for improvement.

2.4 | Lack of navigation support

In their narratives about health services navigation for TBI, partici-
pants discussed how post-acute TBI care remains complex, often 
involving multiple providers and specialty care. It also requires ef-
fective healthcare communication and care coordination between 
providers and facilities. Participants shared their experiences navi-
gating complex healthcare systems, reporting general frustration 
and feelings of loss due to limited support and guidance during this 
process. For example, they discussed how, as patients and caregiv-
ers, they relied on healthcare providers for information about TBI 
health services. However, many providers were not knowledgeable 
about services or did not provide any guidance on follow-up care 
for TBI.

Frankly, they [social workers] are worthless. They're 
worthless. … The social worker gave me nothing at 
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[local hospital]. Now, they were a little better here 
[rehabilitation hospital]. But still, it was so soon in the 
recovery. I mean, they got me to the next step, and 
then it was my job to find the next step. You stop at 
outpatient, and then there's nothing. I don't want to 
be so bleak, but this is the reality of brain injury. … 
There is no continuum of care after you leave the hos-
pitals. Let's just be honest. There isn't. [CG8].

But I don't know where to go. I don't even know who 
to call. … I can never talk to [my doctor]. I can never 
even get a phone call back from her nurse, and the 
things that I have done are because we have done it. 
… It's been six months, and I still don't have a PCP (pri-
mary care provider). I still haven't found a neurologist. 
… A neurologist that will do my eyes. None of that. 
That's just stuff that we have found. [PT63 and CG52].

Participants also described how lack of access to and difficulties 
understanding TBI health information undermined health-seeking be-
haviours for TBI care and their participation in treatment decisions. A 
caregiver illustrates this as she discussed her struggles to identify ap-
propriate care for her loved one.

I sat for four or five hours trying to read through the 
list of services that are available and trying to under-
stand what applies. My goodness! It's overwhelming 
and not wanting to ever do anything that would be 
inappropriate. You know, we talked with the doctor. 
These are the needs that we have. She's already meet-
ing with vocational rehab but that's not going any-
where (sigh). So what do we do in the meantime, you 
know? And is it appropriate to see out this service and 
this service? How do you navigate that? I don't have 
answers there. That's been hard. [CG16].

Indeed, many participants in the study struggled with navigating 
outpatient care post-TBI. They reported difficulties identifying and ac-
cessing services for TBI care due to lack of information and support as 
well as the complexity of TBI care management.

2.5 | Financial barriers

Financial barriers undermined participants’ ability to navigate 
TBI health services. In fact, financial cost of TBI care dominated 
participants’ narratives about healthcare navigation. About 
44% of participants discussed experiencing financial barriers to 
TBI care navigation during their interview. Notably, 83% of pa-
tients ≥ 10 years post-TBI and 55% of patients 5–10 years post-TBI 
reported prolonged experiences with financial barriers associated 
with TBI care.

TA B L E  1   Participant demographics

Patients (n) Caregivers Total

Gender

Male 18 10 28

Female 16 18 34

Location

Rural 15 13 28

Urban 19 15 34

Age (in years)

18–29 5 0 5

30–49 7 4 11

50–64 14 12 26

>65 8 12 20

Time Since Accident As Caregiver

0–4 years 13 15 28

5–10 years 12 9 21

>10 years 9 4 13

Type of Injury

Automotive Accident 21

Fall 6

Other (Sports/Work) 7

Marital status

Divorced 8 3 11

Married 16 23 39

Never Married 9 0 9

Widowed 1 2 3

Education

High School/GED 9 6 15

Some College/
Associate's

12 6 18

Bachelor's 8 10 18

Graduate Degree 5 6 11

Employment

Unemployed 13 4 17

Employed 6 10 16

On Disability 10 1 11

Retired 5 13 18

Income

>10 k 4 0 4

10 k−39,999 21 10 31

40 k−69,999 2 6 8

70 k−99,999 2 4 6

≥100 k 3 6 9

Did not answer 2 2 4

Insurance (at time of interview)

Private/Other 12 14 26

Medicare/Medicaid 22 12 34

No Insurance 0 2 2
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In their narratives, participants underscored the mismatch be-
tween their experience of TBI as a chronic health condition requiring 
ongoing treatment (e.g. long-term physical therapy) and limited avail-
ability of long-term insurance coverage for TBI-related symptoms or 
health conditions. They discussed how exorbitant costs associated 
with TBI quickly depleted their healthcare benefits and personal 
savings, leaving them with limited safety nets for healthcare needs. 
In the first excerpt below, a caregiver highlights the incongruency 
between patients’ needs and available health resources, as well as 
lack of effective policies that support long-term care for TBI. She 
also called for a reconstructed view of TBI as a ‘lifetime issue’ and 
advocated additional funding to support ongoing therapy for TBI 
patients. In the second excerpt, a caregiver explained how lack of 
healthcare coverage undermined the patients’ recovery and access 
to needed physical therapy.

I think the most important thing is to realize [that for] 
anyone with a brain injury, it's a lifetime issue. You 
can't just fix it like a broken arm and move on. If our 
society could understand that funding for people is 
so important [so] that they continue therapy… I think 
our system is failing brain injury [patients] right now 
in that regard. [CG8] .

Well, it [insurance] doesn't cover anything (laughter). 
… It's hit hard because he [patient] was not able to 
get the care that he needed for the physical therapy, 
neuro side. Any neuro stuff, anything that has to do 
with brain injury, [state insurance] does not recognize 
at all. Nothing. [CG44].

Moreover, participants who were underinsured, uninsured or who 
relied on public healthcare insurance such as Medicaid and social se-
curity benefits reported even greater financial burden as they became 
more dependent on illusive and limited safety net measures for care. 
For example, participants with Medicaid shared that few providers 
accept public health insurance and that healthcare coverage was spo-
radic, further limiting access to adequate TBI care. Most participants 
(64%) had Medicaid at the time of the interview, and 94% of these par-
ticipants reported ongoing financial barriers to care.

Between looking for that and trying to work with 
Medicaid and Social Security and bankruptcy, yeah. It 
was hell. … Okay, well maybe it was July of 2014 when 
it [insurance] ran out, because that's when we started 
working to get him into [facility]. [CG37 and PT26].

We had to fight to get him to [long-term facility]. 
Because when he left here [rehabilitation hospital], 
he still wasn't quite on Medicaid. … I think that he was 
on Medicaid, but they hadn't given him permission to 
go to [facility] yet. So we were waiting on that per-
mission. He had to come home for a couple of weeks. 

… Every lunch hour, I was calling. I was dealing with 
Medicaid. [CG48].

In additional to financial barriers, participants maintained that seek-
ing and accessing TBI care were time consuming, complex, obscure and 
emotionally exhausting. The excerpts below exemplify the emotional 
labour many patients and caregivers underwent to ensure adequate 
services were received. They also illustrate the complex bureaucracy 
of health insurance coverage and associated challenges, such as inter-
preting convoluted information about insurance coverage and organis-
ing, comprehending, negotiating and paying healthcare bills.

We had a representative from our insurance company. 
It cost us like $1,500 to have her help manage bills. … 
We would get literally hundreds of itemized bills that 
were like 6,000 pages. … We had a $392,000 bill. … If 
I didn't have anybody to help me, there's no way that I 
would have been able to call people and have any idea 
what they were talking about. Complicated is an un-
derstatement. You never talk to the same person until 
we had that representative. … I went bankrupt. [PT65].

I could not get an answer from [insurance company] as 
to whether they would pay to transfer [patient] from 
hospital to rehabilitation center. I went on for two 
months. [They kept saying] “I’ll call you back in two 
days. I have to check.” They didn't call back. … I called 
again, and I’ve finally tried to talk to supervisors and 
got nowhere. So we went down to their call center in 
town, and I just told them, “I don't have a gun. I’m not 
armed. But I’m not leaving until somebody answers 
my question.” And that's what we did. … I couldn't get 
an answer anywhere, and I have spent my entire life 
in the last four years on the phone. [CG30 and PT32].

Participants above emphasised the time demand for navigating TBI 
health services, which resonated with other study participants. Many 
participants experienced financial burden and financial barriers to 
health services navigation several years post-injury.

2.6 | Communication barriers

Communication barriers also permeated participants’ narratives 
about TBI healthcare navigation. Many participants received lim-
ited information about TBI symptoms, treatment expectations and 
outcomes from healthcare providers. This lack of information under-
mines patients’ health literacy about TBI and weakens their ability 
to navigate and access needed services. A patient who survived a 
major TBI described leaving the hospital with only a few sheets of 
paper about her condition and medications. She described feeling 
ill informed and eventually requested her medical records to learn 
more about her condition.
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What we were given out when we left here [rehabil-
itation hospital] was a few sheets of paper. Less than 
ten pieces of paper. One had my medicines. One had 
what I had and what injuries. And then we asked for 
the medical record. No, I do not feel informed at all 
[about TBI]. [PT.63].

Participants also claimed that many healthcare providers lack 
knowledge of TBI and were unable to guide them through their sur-
vivorship journey. Consequently, several participants shared that they 
rely on the internet for information about TBI progression and long-
term care options. However, only those with higher levels of educa-
tion and social resources were able to conduct their own research; 
participants with lower health literacy had fewer places to turn for in-
formation. The excerpts below demonstrate the challenges that many 
patients and caregivers experience.

If the internet hadn't been invented yet, we'd be 
screwed. Honestly, that's been our main way of get-
ting some information. … It's not from here [inpatient 
facility] or [outpatient facility] or anywhere else. … 
We have just had to do it on our own and try to find 
somebody that knows something about TBIs, which is 
a chore. [CG52 and PT63].

For so many years we were on survival, and I didn't 
have time to do research or be an advocate like some 
people do. … I have a learning disability and didn't 
learn to read until I was in third grade. … I don't seek 
out other reading that much. [CG18 and PT27].

While most participants voiced concerns over limited access to TBI 
care information, others identified information overload and provid-
ers’ medical jargon as barriers to effective TBI health communication. 
They felt overwhelmed when providers shared a lot of information in 
moments of crisis, using medical terms that were difficult for lay indi-
viduals to understand. In contrast, others discussed leaving treatment 
decisions to caregivers without providing much education or support 
to facilitate shared decision-making.

When people have presented me with options and ex-
plained options, I’ve always felt like I can choose what's 
best for him [patient]. … It's just if someone says, “Okay, 
here he is. What do you wanna do?” Then I feel like I 
don't have a clue. I don't know what to do. [CG46].

2.7 | Suggested recommendations for navigating 
health services for TBI

To address barriers to accessing TBI healthcare and facilitate care co-
ordination, participants suggested broadening patient navigation re-
sources. They stated that a healthcare navigator could help patients 

and caregivers overcome barriers to care navigation. Specifically, a 
patient navigator may assist patients and caregivers with accessing 
and understanding TBI care information and serve as a liaison be-
tween patients, families, providers and clinical care teams.

A few participants noted that they had a case manager or social 
worker who served in a similar role and that having such a person 
elevated the quality of care their loved ones received during their 
inpatient hospital stay. However, this service was not systematically 
or readily available to everyone in inpatient care and was less acces-
sible for outpatient care. To illustrate, in the first excerpt, a caregiver 
reiterated gaps in care navigation discussed above and suggested 
the need for a patient advocate to support families and facilitate 
care navigation. In the second excerpt, another caregiver shared her 
experience with a social worker who provided care navigation sup-
port and discussed its impact on her healthcare experiences.

There needs to be a patient advocate. I know that 
they have case managers. But there needs to be more 
so that each person has somebody that they can work 
with and not just one for like 50 people …because 
they don't have the time to deal with everything. A lot 
of families don't know how to go about getting what 
they need. [CG48].

When this [TBI] first happened. … It was so emotion-
ally traumatic. One of the best things was when the 
person from [inpatient facility] came to the hospital. 
It felt like there was a handhold.… If there is some way 
to make that last longer for patients and their fam-
ily, that would be really beneficial. … She came to the 
hospital and said, “Here is what's gonna happen now. 
And this is what's gonna happen next.” She kind of 
laid out a little timeframe for us. … We knew what was 
coming. [CG57].

Regarding financial barriers, participants acknowledged that sub-
stantial resources and changes in health insurance policy and legis-
lation are required to adequately address the financial burden that 
patients and families experience after TBI. However, they noted that 
more immediate and measured steps may be taken to assist patients 
and families in coping with the financial barriers to care. For example, 
healthcare navigators may assist with identifying existing financial and 
healthcare resources since many patients are unaware of available 
services and treatment recommendations. In addition, participants 
suggested that supporting volunteer and local organisations, such as 
community support groups, may help fill critical gaps in patients’ in-
formational, financial and social support needs. Several participants 
were support group members and shared how these groups helped fill 
some of the gaps created by lack of health and social services for TBI 
patients. A participant discussed in the quote below some long-term 
issues patients and families face but are often unprepared to manage. 
He suggested how support groups may be able to link patients and 
caregivers to resources to better navigate TBI health services.
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Maybe offer a class once or twice a year on just how 
to set things in motion financially. Get an attorney to 
come and spend half a day with them walking them 
through the steps for what this new event really 
means. Are you going to have to take guardianship of 
your adult, 35-year-old daughter because she's not 
capable? Are you going to have to think about long-
term financial planning for when you can no longer 
take care of your wheelchair-bound person because 
you are going to age out? Who is going to advocate 
when you're not there? [PT25].

While support groups may be beneficial to some, participants ac-
knowledged their limited reach to marginalised, hard-to-reach patients 
who may benefit most from such resources. They also discussed barri-
ers to support group participation, such as transportation and financial 
barriers.

3  | DISCUSSION

Our findings offer insights into the lived experiences of patients 
struggling with TBI care navigation. Drawing from participant nar-
ratives, our findings emphasise the need for care navigation support 
throughout the TBI care continuum. Systematic patient navigation 
may be a useful approach to overcoming barriers to care and improv-
ing care navigation for TBI patients and families, including naviga-
tion of transfer of care (e.g. from inpatient to rehabilitation services), 
community reintegration, coordinating care and engagement in 
health services post-TBI hospitalisation.

Patient navigation is an internationally utilised, culturally 
grounded, patient-centred care service delivery model that opti-
mises patients’ interface with the healthcare system (Simon et al., 
2016; Valaitis et al., 2017). Patient navigation was first introduced 
in cancer care in the U.S., with the goal to reduce healthcare dis-
parities for underserved patient populations (Freeman & Rodriguez, 
2011; Vargas et al., 2008). It seeks to reduce barriers to care by 
promoting timely access to care and providing support to patients 
throughout the care continuum, from cancer diagnosis to survivor-
ship (Plant et al., 2013; Robinson-White et al., 2010). Navigators 
could be licensed professionals (e.g. nurses and social workers) or 
lay health workers devoted to working with patients and families to 
help address their needs, including assisting with insurance, explain-
ing treatment and care options, managing medical paperwork, facil-
itating communication with healthcare teams and providing support 
(Robinson-White et al., 2010). This care model has been widely suc-
cessful in helping patients navigate complex health systems and has 
been shown to increase access to health screenings, improve adher-
ence to treatment and facilitate productive health communication 
(Ali-Faisal et al., 2017; Freeman & Rodriguez, 2011; Rosario et al., 
2017; Vargas et al., 2008).

While patient navigation has not been widely tested for patients 
with chronic disabilities, such as TBI, emerging studies are promising. 

Rosario et al. (2017) showed that TBI patients who participated in a 
navigator intervention were offered tailored support that aided in 
community integration, reduced re-hospitalisation rates and falls 
and improved functional outcomes. Case management and resource 
facilitators, which assist TBI patients and survivors with vocational 
rehabilitation, should also be consistently and widely available to 
help families navigate TBI care and community resources. A recent 
study reported that care fragmentation for TBI patients was per-
vasive and that most patients and caregivers often do not have a 
cohesive plan that supports transition of care from intensive, acute 
services to community reintegration. The study recommended a link 
person to help oversee patient journeys and improve care integra-
tion (Abrahamson et al., 2017). Case management has been shown 
to improve patient survivorship, including increased functioning and 
decreased social isolation (Arnold & Elder, 2013; Ashley et al., 1994; 
Trexler et al., 2010 and may play an important role in care coordi-
nation and navigation for families in need, especially those who are 
marginalised. However, access to case management is not widely 
available.

Our results suggest a disconnect between TBI’s long-term 
health impacts and associated financial costs, and the financial bar-
riers to successful TBI care navigation. It is important to emphasise 
that financial barriers to healthcare are not unique to TBI patients. 
Although the costs of acute care and rehabilitation programs for 
TBI are substantial and well-documented (Humphreys et al., 2013; 
Stroupe et al., 2013; Taylor et al., 2017), TBI’s economic impact on 
patients and their families (especially long-term financial burden) is 
less understood (Malec et al., 2017). Participants’ narratives of fi-
nancial barriers to care navigation provide qualitative evidence of 
significant financial burden and resulting stress on families and con-
tribute to a better understanding of the economic impacts of chronic 
conditions like TBI.

Our findings underscored the added financial burden for dis-
advantaged individuals (lacking social, financial and educational 
resources) who rely on public health insurance. These individuals 
are at greater risk of experiencing healthcare disparities. These 
disparities may be amplified in rural areas with limited TBI care 
options and resources. Indeed, a recent study indicated that 
many rural residents with TBI lacked knowledge of services and 
struggled to find qualified TBI care providers (Solovieva & Walls, 
2014). Similarly, community healthcare providers often lack TBI 
expertise, which impacts access to quality healthcare for patients 
(Matarazzo et al., 2016). Our findings provide additional evidence 
to support specialised TBI training for healthcare providers to 
meet the needs of TBI survivors.

This study also highlights communication barriers faced by pa-
tients navigating TBI care. Unavailability of comprehensive and 
reliable TBI patient education and TBI treatment across the care 
continuum combined with ineffective patient–provider communi-
cation undermine patients’ engagement in health services. As our 
findings show, participants often relied on internet research to 
educate themselves about TBI and expressed frustration with lack 
of information about their injury and comorbid conditions. To our 
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knowledge, there has not been any study on patient–provider com-
munication specific to TBI. A recent study on TBI-related beliefs 
among U.S. military veterans with TBI reported that participants had 
limited understanding of TBI nomenclature, recovery expectations, 
trajectories and impact of co-occurring mental health diagnoses 
(King et al., 2018). Our study identified opportunities for improved 
patient education and future research studies to examine patient–
provider communication in TBI care, especially those that will help 
participation in shared treatment decision-making.

This study has several limitations. It included a purposive sam-
ple and may not be generalisable to all patients and caregivers 
throughout Indiana or beyond. It only included English speakers 
and many of our participants were engaged in care that included 
community support groups. The experiences of individuals not re-
ceiving any type of support or services (perhaps due to barriers to 
care) and non-English speakers remain unknown. Moreover, a few 
participants reported that they had mild cognitive or communica-
tion impairment following their injury, which may have influenced 
their experiences. However, we drew from their caregiver's ac-
count to corroborate evidence. We also treated patient–caregiver 
dyads as a single unit and did not analyse differences between 
patients’ and caregivers’ experiences. Future studies are encour-
aged to include a more diverse sample of patients and caregivers 
and to examine the experiences of individuals with TBI who are 
marginalised in healthcare.

This study incorporated multiple perspectives from patients 
with TBI and their caregivers that deepened our understanding of 
the navigation challenges for TBI care in complex healthcare sys-
tems. Our findings point to an urgent need to provide short- and 
long-term navigation support for TBI care and to improve disease 
education and patient–provider communication for patients and 
their caregivers.
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