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ABSTRACT

Purpose: Traveling for cancer care is difficult as patients might be suffering from the side-
effects of treatment, need to cover additional costs, and face disruption of daily life. The aim of
this review was to synthesize the evidence on travel needs and experiences during cancer
treatment from the point of view of patients and their families.

Methods: This is a systematic review of the literature. The PRISMA statement was used to
guide the reporting of the methods and findings. We searched for peer-reviewed articles in
MEDLINE, CINAHL PLUS, and Web of Science and selected articles based on the following
criteria: focused on patients and their families, presented findings from empirical studies, and
examined travel and transport experiences for cancer screening, treatment and related care. The
MMAT was used to assess the quality of the studies.

Results: A total of 16 articles were included in the review. Most of the studies used a qualitative
design, were carried out in high-income countries and were conducted more than ten years ago.
Several problems were reported regarding travel and relocation: social and physical demands of
transport, travel and relocation, life disruption and loss of daily routines, financial impact, and
anxieties and support needs when returning home.

Conclusions: Patients and carers consistently reported lack of support when traveling, relocating
and returning home. Future research needs to explore patient experiences under current treatment
protocols and healthcare delivery models, in a wider range of geographical contexts, and

different stages of the patient pathway.
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BACKGROUND

Many cancer patients around the world will need to travel for at least one part of their treatment
(1). The need to travel is often produced by the fact that cancer care is offered in specialist
centres, which are not always located close to patients’ place of residence (2,3). Patients might
need to travel to have all of their care in specialist centres or only for specific aspects of their
treatment (i.e., surgery) (4). In some instances, patients and their families might choose to travel
and relocate to access care in hospitals they believe can provide a higher quality of care (5,6).

The literature has indicated that travel during cancer treatment is difficult as patients
might be dealing with side effects of treatment such as fatigue or nausea (7,8). Travel is also
expensive and leads to disruption of normal daily life, family separation, and the interruption of
employment and education (1,9). In the case of patients who have to relocate temporarily in
another place to access treatment, long periods away from home can produce feelings of
loneliness, boredom and home sickness (10,11). As many cancers move into the umbrella of long
term conditions, these factors may become more relevant for patients and carers.

Despite the difficulties associated with traveling, some studies have found that patients
are willing to travel long distances to obtain a cancer diagnosis and access care (5,6). Some
patients and families prefer to relocate and stay close to the specialist centre during treatment, as
knowing they can access specialist care at any time and in cases of complication, gives them a
sense of security (8). Studies have also found that proximity to the specialist centre means that
patients are able to interact with other patients (‘peers’), forming helpful support groups during
treatment (12).

Various programs and interventions have been implemented to limit patients’ travel for

treatment (i.e., telemedicine, community-based care, outreach care) or support for patients as



they travel (i.e. financial support, patient navigator roles) (13,14), with varying degrees of
success. Patients’ travel needs and preferences vary in relation to age, diagnosis, prognosis,
place of residence, and occupation, and might change throughout stages of treatment (5).
Therefore, in-depth analysis of patients’ and carers’ views and experiences of travel during
treatment is required to inform and shape care delivery.

Some reviews have explored travel for cancer care, but these have mainly focused on the
impact of travel time and distance to a specialist centre on patients’ choice, access, adherence to
treatment and outcomes (4,15,16). Travel costs have also been explored, but normally in relation
to treatment delays or interruptions (15). To our knowledge, there is only one review that
examined the impact of travel on cancer patients’ experiences, but it reviewed literature
published 20 years ago (17). The aim of our review is to address this gap in knowledge by
synthesizing the evidence on travel needs and experiences during cancer treatment from the point
of view of patients and their families. We hope the findings from this review can be used to tailor

care and patient support services.

METHODS

Design

This is a systematic review of the literature based on peer-reviewed academic articles. The
Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) statement was
used to guide the reporting of the methods and findings (18). The review was registered with

PROSPERO (Ref: CRD42017078530).



Research questions
The review sought to explore the following questions:
1. How do patients and family members describe their experiences of travel during
screening and cancer treatment?
2. What are the main problems encountered by traveling patients and their families?
3. How does the need to travel affect potential patients’ and patients’ treatment experiences?
4. What is the financial impact of traveling for cancer treatment?
5. Are there any initiatives or support programs described to assist patients and family

members with travel needs?

Search strategy

We used the PICOS (Population, Intervention, Comparison, Outcomes, Setting) framework (19)
to develop the search strategy (Appendix 1). We conducted a review of published literature using
multiple databases: MEDLINE, CINAHL PLUS, and Web of Science. Details of the online
search strategy can be found in Appendix 1. The searches were conducted in October 2017.
Results were combined into RefWorks and duplicates were removed. The reference lists of

included articles were screened to identify additional relevant publications.

Selection

Two of the authors (CVP and EB) screened the articles in three phases (title, abstract, and full
text) based on the following inclusion criteria: 1) The article was published in a peer-reviewed
journal, 2) The study focused on patients (or potential patients) receiving cancer treatment and

their families, 3) the study presented findings from empirical studies, and 4) the study examined



travel and transport experiences for cancer screening, treatment and related care (including local,
national and international travel). Disagreements were discussed until consensus was reached.

We did not apply any restrictions in terms of language or date of publication.

Data extraction and management

The included articles were analyzed using a data extraction form developed in REDCap
(Research Electronic Data Capture). The categories used in the data extraction form are
summarized in Appendix 2. The form was developed after the initial screening of full-text
articles. It was then piloted independently by two of the authors (CVP and EB) using a random
sample of five articles. Disagreements were discussed until consensus was reached. The form

was changed based on the findings from the pilot.

Data synthesis

Data were exported from REDCap and the main article characteristics were synthesized. The
REDCap report presented quantitative summaries of some of the entries in our data extraction
form (for details see Appendix 2). The information entered in free text boxes was exported from
REDCap and analyzed using framework analysis (20). The themes were based on our research

questions, but we were also sensitive to themes emerging from the data.

Quality assessment
We used the Mixed Methods Appraisal Tool (MMAT) to assess the quality of the articles

(21,22). Two of the authors rated these articles independently. In cases of disagreement, the



raters discussed their responses until consensus was reached. Inter-rater reliability was calculated

using the kappa statistic (23).

RESULTS

Identification of articles

The initial search yielded 4117 published articles (Figure 1). These were screened based on title
and type of article, resulting in 410. Screening based on abstracts left 118 articles for full-text
review. This phase in screening led to 16 articles that met the inclusion criteria. We excluded
articles that examined distance to specialist centres where care was delivered or cost of travel for

treatment, but did not explore experiences of travel or relocation for care.

-INSERT FIGURE 1 HERE-

The MMAT tool was used by two of the authors to assess the quality of the 16 studies
(see Table 1 for study-specific appraisal results). Inter-rater agreement was 87% with a Cohen’s
Kappa indicating near perfect agreement (k=0.83). Overall, most studies covered three out of
four criteria. A common limitation found in the articles was the low response rate in quantitative
studies and lack of reflection on the researcher’s influence over the findings in the qualitative

studies.

Main characteristics of included articles
The characteristics of the 16 articles included in the review are presented in Table 1. The articles
were published between 1995 and 2015. All articles were published in English. The locations of

the studies included: Canada (4 studies), Australia (4 studies), United Kingdom (4 studies), USA



(2 studies), New Zealand (1 study), and Argentina (1 study). Most of the studies aimed to
explore patients’ care experiences and explored travel as a component of these experiences (8
studies). Three studies focused specifically on the travel experiences of patients from remote
rural areas who had to travel long distances to access care (9,24,25). Three studies were
interested in understanding patients’ needs after completing treatment in a different location and

returning home (7,12). Two studies examined patients’ views of transport services (26,27).

-INSERT TABLE 1 HERE-

Study designs and methods

Most of the studies included in the review (12 studies) used a qualitative research design. Three
studies were quantitative and one study was mixed-methods. In the qualitative studies, the most
commonly used method for data collection was interviews. In two cases, interviews were
combined with focus groups and another study used interviews and drawings. All of the
quantitative studies relied on surveys to collect data. The mixed-methods study combined a

survey with focus groups.

Study samples

Almost half of the studies (7 studies) recruited patients. Five studies included both patients and
family members. Three studies only focused on the views of family members and one study
included patients, carers, and healthcare professionals. In most cases, patients received treatment
for a wide range of cancer diagnoses. Three studies only included patients with hematological

malignancies (3,9,12). Fitch et al. (28,29) focused on patients with breast or prostate cancer and



Davis et al. (24) only recruited patients with breast cancer. Three studies focused on the

experiences of pediatric patients and their parents (8,10,11).

In terms of the stage of treatment of patients included in the studies, most patients were in active
treatment (12 studies), one study focused on patients receiving end of life care, and three studies
documented the experiences of cancer survivors. Even though we included studies that focused
on screening for cancer in our inclusion criteria, we did not find any articles that examined

patients’ experiences of travel for screening.

Modes and types of travel

Most of the patients and carers in the studies included in the review traveled by car. In the case
of one study, patients traveled by car to the city where they received treatment and then used
public transport to move around the city (25). In the case of four studies, patients used
ambulance transport services (26-28,30). Patients traveled by plane in one study where mothers
migrated to the US to obtain pediatric oncology treatment (10). Families traveled by bus in
another study on the experiences of families migrating from Bolivia and Paraguay to Argentina

for pediatric oncology treatment (11).

One of the aims of the review was to explore the characteristics of the travel endured by patients
and their carers, but most of the studies did not describe the duration, types or frequency of
travel. Wilkes (25) indicated that the patients included in the study traveled between 120 to 450
kilometers for treatment. Davis et al. (24) reported that more than half of the patients included in

the study traveled at least 200 kilometers.



Problems identified by patients and their families

We analysed the findings of the 16 studies to identify the main problems reported by patients and
their families while traveling for care and returning home after treatment. We have listed these in
Table 2. We were able to group the problems in four main categories: 1) the social and physical
demands of transport, travel and relocation, 2) life disruption and loss of daily routines, 3)

financial impact, and 4) anxieties and support needs when returning home.

-INSERT TABLE 2-

Long journeys contributed to patients’ exhaustion and were difficult to endure if the patient felt
nauseous or in pain. Two studies found important limitations with regards to the ambulance
service transport, such as long waiting times for the transport, missing appointments, and the
need to endure long journeys home due to transport delays (26,30). Problems with ambulance
services were also highlighted by Ingleton et al. (27) in the case of emergencies. Relocation was
difficult for most patients, as many had to travel to unfamiliar cities and did not have enough

information regarding travel and accommodation (11,24,25).

An interesting finding in relation to relocation was McGrath’s (9) proposal to distinguish
between travel-based relocation and accomodation-based relocation. According to the author,
most of the attention is normally placed on patients and family members who move close to the
centre where they will receive cancer treatment (accommodation-based relocation). However,
there are other patients and carers who experience more temporal types of relocation (i.e., only a

few days) who encounter different problems and have other needs. According to McGrath (9),

10



the identification of different types of relocation can help tailor care and support services

according to patients’ and their carers’ needs.

More than half of the studies mentioned the impact of traveling for treatment on patients’ and
families’ daily routines. The need to travel long distances for treatment led to family separation
(1,8,11,24). Patients and carers needed to take time away from work (2,7,8,11,24,25). In cases
where the patients were children, they had to take time away from school (2,11). Patients and
carers with young children needed to arrange childcare for children who stayed at home (8).
Patients living in rural areas reported difficulties associated with leaving their homes, crops and

animals for long periods of time (9,28).

A considerable number of studies (11 studies) mentioned the financial impact of traveling and
relocating for cancer treatment. Patients and carers reported an increase in family expenses to
cover the costs of travel (fuel, parking, train or airplane tickets), relocation (accommodation,
meals, other expenses in the city where care was received), and arrangements required to take
care of home responsibilities while they were away (i.e., childcare, caring for animals)
(2,7,9,11,12,25,29). Patients also reported a reduction in family income due to the interruption or
loss of employment of the patient and/or the carer (2,7,8,11,24,25). In cases where financial

support was available, patients indicated it was not enough to cover all expenses (28).

Three studies explored the experiences of patients and carers who returned home after treatment

(7,12,27). These studies pointed to problems experienced by patients and their families when

trying to manage the patient’s care in the home, which included lack of knowledge, the need to

11



modify the home or fear regarding what to do in cases of medical emergencies. Patients’
perception of local healthcare teams was often negative, as they believed staff did not have
enough knowledge to manage their condition. Furthermore, some patients believed the
communication between the specialist centres and their local centres was poor. McGrath (12)
found that carers did not receive the support they needed from other family members and friends
when returning home (see also Payne et al. (1)). In the study by Howard (7), patients also
reported not receiving information on support groups they could access close to home after

completing treatment.

Support

The main type of support requested by patients and carers was financial support to cover the
costs of travel and relocation (3,7,11,25,28). Davis et al. (24) found that only 39% of the
patients included in their study had financial support. Wilkes also reported a low number of
patients receiving financial assistance, and both Howard (7) and Vindrola-Padros and Whiteford
(11) indicated that many patients included in their studies were not eligible for government
funding to cover travel costs. Fitch (28) highlighted that a cost reimbursement scheme existed for

traveling patients, but expenses were not always covered in a timely manner.

The need for other types of support was also mentioned in some of the studies, such as emotional
support and help for carers once the patient returned home after treatment (10,12). Patients were
also interested in receiving information on how to access support groups in the community
(10,12). Four studies proposed the use of telemedicine, in the form of online video consultations,

as a way to support patients by reducing the frequency of travel (7,9,24,30).
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Limitations of the studies and future areas of research

The main study limitation mentioned in the articles included in the review was small sample size
(2,8,24,29). One proposal was to carry out research with larger groups of patients and carers.
Another proposed area for future research was the study of patients’ travel experiences across the
entire pathway of care, including primary, secondary and tertiary care (2). Fitch (28) also argued
that greater attention needs to be paid to the different ways in which patients cover the costs of
travel and relocation, and proposed comparing the experiences of patients across different
reimbursement schemes. Alternative research designs were also proposed, including mixed-
methods studies (3), a combination of retrospective and prospective samples of patients (30), and

longitudinal studies capable of capturing changes in patient experience and needs over time (8).

DISCUSSION

The aim of this review was to synthesize the evidence on experiences of travel from the point of
view of cancer patients and their carers. Most of the studies we found were carried out in high
income countries, leaving the experiences of patients and families in other regions of the world
largely unexplored. More than two thirds of the studies were carried out more than ten years ago,
pointing to the small amount of current research on this topic. This represents a limitation in our
understanding of patient needs and experiences under more recent care delivery models, which
might have tried to reduce the need to travel for specialist care and offer at least some parts of

treatment closer to the patient’s home (31,32).

Even though most of the studies included in the review explored experiences of travel within a

wider analysis of patients’ experiences of care, we also found studies that addressed specific
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aspects of travel such as transport, focused on distinctive populations (i.e., patients in rural and
remote areas), or concentrated on particular parts of the pathway of care (the return home after
treatment and continuation of follow-up care in local facilities). We believe this points to the
diversification of this field of study, but also highlights gaps in research that remain, such as
patients’ experiences of travel for screening and less frequent travel that might be carried out
after treatment is complete, but where the patient still needs to visit the specialist centre. How is
travel experienced and arranged after patients and their families have reintegrated themselves in

their normal family routines?

Most of the studies included in the review used a qualitative design and one-time interviews
were commonly used to capture patients’ and carers’ experience. This synchronic approach
means that research is not capturing how patients’ and carers’ experiences change through time.
As McGrath (12) argued, patients often indicate that experiences at diagnosis are not the same as
those after treatment and needs change as they move through different stages of their care
pathways. We need more information on how experiences of travel change as patients become
more familiar with travel routes and demands, becoming more ‘proficient travelers’, but also as
the characteristics of travel (length, duration, frequency) change to adapt to modifications in

treatment protocols.

The prevalence of interviews over other methods also means that experience is only being
captured in relation to the perceptions of interviewees communicated during the interview
encounter. This means that research has not been able to capture how travel and relocation are

performed in practice. The combination of interviews with observations carried out during travel,

14



medical consultations and places of relocation would provide a richer picture of the experiences
of patients and carers. Researchers might also consider accompanying patients and carers on

their journeys to fully grasp the nuances of traveling and relocating for cancer treatment.

Our analysis of the findings of the studies included in this review allowed us to create four main
categories of problems faced by patients and carers when traveling for cancer treatment: 1) the
social and physical demands of transport, travel and relocation, 2) life disruption and loss of
daily routines, 3) financial impact, and 4) anxieties and support needs when returning home. An
important finding was that, despite these difficulties, most patients adhered well to their
treatment protocols. As cancer becomes a long-term condition in many parts of the world, an
important future area of research will need to examine if this adherence persists despite the

problems associated with travel.

Clinical implications

Additional work is required to support traveling patients and their families and consider that they
have unique needs that can be addressed by professionals in charge of their care. Howard et al.
(7), for instance, propose the creation of administrative roles such as patient navigators who can
assist patients with making travel arrangements. Another suggestion was the establishment of
appointment times convenient for those traveling long distances to the specialist centre (28).
Financial support should also be highlighted as an area that requires attention as the increase in
family expenses as a result of travelling and relocating for treatment was mentioned frequently

by patients.
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Another important area covered in this review was patients’ and carers’ experiences of returning
home after treatment in a different city, which meant a return to normal life, but also additional
burden placed on carers. The literature on cancer caregivers has pointed to the need to focus on
caregivers’ quality of life to prevent burnout (33). The findings from this review indicate that
additional research is needed to understand how caring demands change once patients and carers

return home after treatment.

Several of the studies found that, despite being home, patients and carers continued to face
anxiety and fear regarding the patient’s condition and care. This situation was mainly produced
by patients’ and carers’ perception that local care was not of the same quality as care delivered at
the specialist centre. We believe additional work needs to be carried out on these perceptions of
care to understand how they might influence patients’ and carers’ decision to seek care in cities
that are far away despite having other care options closer to home. Furthermore, as several
countries are now advocating in favour of the delivery of follow-up care and some treatments
closer to the patients’ home, we need to understand how this locally delivered care is perceived

and experienced by patients and carers.

Limitations of the review

This review has a series of limitations. The literature search for academic articles was carried out
in October 2017, so any articles published after this date were not included. Furthermore,
although we employed multiple broad search terms, it is possible that we missed articles that did

not use these terms. We did not include grey literature, thus potentially excluding studies that
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have not been published in academic journals. The tool we used to assess the quality of the

studies, the MMAT, also has limitations and these have been discussed elsewhere (34,35).

CONCLUSIONS

As healthcare models around the world are changing to become more patient-centred and
respond better to patient needs, it is essential to understand patients’ and carers’ experiences of
care. Since many cancer patients will need to travel for at least one part of their treatment, our
exploration of experiences of care will need to include travel and relocation for care. In this
review, we have synthesized the evidence on patients’ and carers’ travel experiences for cancer
care in the attempt to highlight the main trends identified in the literature and propose future
areas of research. The findings from this review have highlighted that patients and families
encounter problems dealing with the social and physical demands of travel, travel and relocation
expenses and disruption with daily routines. Patients and carers also experience difficulties when
they return home after treatment, as they are often left without support and information on how

to manage the patient’s condition.

The findings of the review also pointed to gaps in knowledge that need to be addressed in future
research. Most of the research on this topic was carried out more than 10 years ago, leaving
experiences under current treatment protocols and healthcare delivery models unexplored. Most
explorations of patient and carer experience were made at one time in the patient’s cancer
journey, thus not being able to capture how experiences change as patients move through the
different stages of the pathway. Research also needs to focus on the experiences of patients in

middle and low-income countries, who might be encountering different challenges when
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traveling and relocating for cancer care. We hope the findings of this review can help invigorate
future research on this topic and, ultimately, improve the care delivered to patients and their

carcrs.
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