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Objective: Vietnam, like many low/middle income countries, lacks the infrastructure to provide 
information and psychosocial support to cancer patients and their carers. We undertook a co-design 
process to develop a web resource to inform and support carers.  

Methods: Cancer carers and health care professionals’ perspectives regarding information and 
support needs and the content and delivery of web-based supports, were explored via 5 focus groups 
(n=39) and semi-structured interviews (n=4) in Vietnam in 2018. Focus groups and interviews were 
transcribed verbatim and analysed using thematic analysis. Resource components were verified at 
two joint stakeholder workshops attended by 40 participants.  

Results: The development of a web-based resource was identified as an urgent need. A web-based 
resource was viewed as a suitable interface to provide support across regions in a sustainable way. 
The structure of the resource should include peer-led videoed advice, signposting to services and 
include official endorsement. The potential resource components identified included 1) cancer causes 
and consequences; 2) hospital administration, treatment processes and prices; 3) daily living; 4) 
emotional and supportive information; 5) skills training; and 6) nutrition and traditional medicine.  

Conclusion: The development of a web-based resource to deliver information and psychosocial 
supports to cancer carers and by-proxy patients is an urgent requirement in Vietnam. Next steps will 
include resource development and testing the resources ability to address the unmet needs of cancer 
carers and patients. A web-based resource to support cancer carers has the potential for application 
to other developing countries.  

 

Keywords: Cancer, Caregiver, Carer, Informal Care, Intervention, Oncology, Web-based, Resource, 
Hospitals, Vietnam.  
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Vietnam is experiencing a rapid increase in the number of people diagnosed with cancer (1). The 
number of new cancer cases reported in 2018 was estimated to be 114,871, with 70% of patients 
diagnosed at a late or incurable stage (1, 2-4).  Cancer estimates and death rates have tripled since 
1990, demonstrating the rising burden of cancer in Vietnam (1, 4). This rising population places 
increased and sustained pressure on the limited diagnosis and treatment resources available (1). As 
the prevalence of cancer rises, so too do the number of people (usually family members), providing 
informal care. This large population of informal carers is currently without sufficient information and 
support (1).  

Informal cancer carers (ICC) are of particular importance to the delivery of support and care for 
Vietnamese patients. Vietnamese ICC undertake multiple roles from helping to access health care 
facilities, making treatment decisions, providing informational and emotional support, and providing 
medical care. Cancer often causes a financial catastrophe, with up to 70% of Vietnamese families 
pushed into significant poverty (5-7). For many people, becoming a carer happens suddenly, with little 
time to develop the skills to assist them to navigate this role. As hospital infrastructure struggles to 
meet the demands of diagnosis and treatments, the majority of the care responsibility (including 
inpatient care) falls on the ICC.  

Providing cancer care can have a profound negative impact on the health of ICC, particularly as the 
patients’ health declines (8-11). The cost of providing informal care is burdensome for the individual, 
leading to increased absenteeism, hospital admissions and health service use (10), as well as poor 
physical and mental health. As ICC are fundamental to the delivery of cancer services in Vietnam, it is 
imperative that they are adequately supported. In addition, due to the inter-dependence of patient 
and ICC health, supporting ICC has the potential to impact upon patient health and wellbeing (12-13).  

Support and care in the form of palliative care units are sparse and only exist in Hanoi and Ho Chi Minh 
City (HCMC) and three other provincial hospitals in Vietnam (2). These units focus exclusively on 
meeting patients’ physical needs (4). Services such as social work, counselling, support and 
information, which are integral to holistic cancer services in high-income countries, are 
underdeveloped. At present, palliative and supportive care, responsibility falls on the ICC, with 90% of 
patients dying at home being cared for by their families. As a result of rising numbers, limited 
resources and lack of infrastructure, the information and psychosocial support needs for both patients 
and their families remain highly prevalent and unmet (14).   

Providing an effective intervention for a population currently without sufficient information or 
psychosocial supports is a policy priority for Vietnam (1). A recent review has found limited empirical 
evidence for the use of face-to-face supports (15). In response to unmet needs of cancer carers in the 
UK (11), an online resource was co-designed by ICC for cancer carers (16). The web-based support 
www.cancercaringcoping.com has been evaluated as an appropriate and cost effective way to support 
families. There is increasing evidence for the use of online interventions to support cancer carers, 
particularly due to their wide reaching and sustainable mode of delivery (17). With this in mind, the 
overall aim of the project is to collaboratively develop a web-based resource to provide information 
alongside practical and emotional advice and support to ICC in Vietnam. This paper presents the first 
two stages of this co-design process including the identification of need and the design of the resource 
content. We propose a co-designed resource may have the potential to inform and support ICC and 
has potential application in many other LMICs in the future. 
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Methods  

This study followed a co-design methodology (16), occurring over 2 phases: Phase 1: the identification 
of ICC needs and Phase 2: Stakeholder verification.  

Phase 1 the identification of ICC needs: involved gathering an in-depth understanding of the needs of 
ICC to underpin resource content. Focus groups and in-depth interviews were conducted in Hanoi and 
HCMC oncology hospitals until the point of saturation with the following groups:  

I. Health Care Professionals (HCP): Doctors, nurses or allied health professionals in the National Cancer 
Hospital in Hanoi (K Hospital) and the HCMC Oncology Hospital.  

ii. ICC: Informal carers aged 18 years or over who is providing care for a patient with any type or stage 
of cancer at K hospital and the HCMC Oncology Hospital. 

To recruit HCPs, hospitals were contacted via email, providing details of the study objectives. Hospital 
representatives circulated an email invite to all medical staff requesting that interested participants 
email their contact details. HCPs were offered the option of participating in a semi-structured 
interview or focus groups. ICC were recruited via identified HCP in both hospitals. A combination of 
purposive and snowball sampling was used; gatekeepers approached ICC currently providing care to 
a cancer patient receiving inpatient treatment.  

Two interview schedules were developed for ICCs and for HCPs; these were based on our previous 
carer intervention development (16). Interview schedules were adapted and modified by Vietnamese 
speaking cancer experts and cancer patients via face to face discussions. Focus groups were conducted 
in Vietnamese by HTH and were attended by OS, CJ and HN. HN provided a partial simultaneous 
translation for OS and CJ to avoid interrupting the flow of the conversations while also providing the 
non-Vietnamese research team an opportunity to input probes and clarifications. 

All interviews and focus groups were audio recorded and transcribed verbatim in Vietnamese and then 
professionally translated to English for analysis. Thematic analysis (18) was applied to the transcripts. 
HTH and HN travelled to the United Kingdom (UK) for a period of ten days to conduct data analysis. 
Analysis was completed in both Vietnamese and English with teams of researchers analysing and 
coding transcripts. Pairs of researchers coded identical transcripts until inter-rater reliability was 
reached.  

Phase 2: Stakeholder verification and refinements: ensured respondent validation of the nature of 
needs identified and the potential components of the web-based resource. A half-day joint co-design 
workshop was held in each hospital in Hanoi and HCMC. These workshops allowed both ICCs and HCPs 
to learn of each other’s perspectives and to agree upon shared priorities and resource components. 
All HCPs who previously participated in focus groups or interviews were invited to participate. As 4 
months had passed since the original interviews, it was not possible for ICC interviewees to attend as 
many lived long distances from the hospital. In order to ensure the ICC voice was represented, ICCs 
currently providing care for cancer inpatients in both hospitals were invited to attend to give their 
views and opinions on the findings. A large focus group discussion was conducted in Vietnamese, with 
each participant taking an individual opportunity to provide their feedback on the themes and content 
identified. Any additional points not identified in earlier workshops were discussed until group 
consensus was reached. Feedback was detailed by OS/CJ/HH in detailed field notes.  
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Results  

In phase 1: 23 professionals participated in either an interview (n=4) or a focus group (n=19), and 20 
ICCs participated in focus groups only. Interviews lasted for approximately 45 minutes with the 
average time for focus group being 1hr and 15 minutes.  

Hanoi K Hospital: 4 in-depth interviews with oncologists and one focus group (n=6) with 4 nursing 
staff, a social worker, and a nutritionist from departments of surgery, internal medicine, abdominal 
surgery, radiology, and social work. Participants included a range of both junior and senior staff.  

HCMC Oncology Hospital: Two focus groups were conducted one with 7 junior and senior nurses and 
one focus group with 6 senior oncologists from departments of surgery, internal medicine, radiology, 
and palliative care.  

ICC: Two focus groups were conducted, one within the National Cancer Hospital in Hanoi (n=9), and 
the HCMC Oncology Hospital (n=11). ICCs were predominately female (65%), aged between 29 and 72 
years, with all carers, (with the exception of one), being direct family members. ICCs provided care for 
patients with breast, colorectal, oesophageal and ovarian cancer.  

In phase 2: 11 ICCs and 29 HCPs participated in stakeholder verification events. 

Phase 1 Result 

Results identified three key themes: the mode of delivery of potential information and psychosocial 
supports, the structure and factors increasing usability of a web-based resource, and the content of a 
web-based resource.  

Mode of delivery of information and psychosocial supports 

The need to develop a web-based resource that provides comprehensive information on managing 
cancer was highlighted as an urgent issue. A web-based resource was considered a way of providing 
information and supports to a large population. ICC and HCP reported that an online resource would 
reduce the burden associated with developing multiple face-to-face or written resources. A web-
based resource was viewed as the most accessible option as carers could access the information on 
their mobile phones or on their computers at a convenient location and time. It was acknowledged 
that a web-based resource might not meet the needs of all ICCs as some; particularly those who are 
older or live in rurally. Participants discussed that for these carers there may be merit in providing 
booklets and leaflets within the hospitals or information displayed on TV screens would be useful. 

Although I have tried to take good care of myself, sometimes I cannot do it all. If I had a website 
focusing on the characteristics of disease, surgery, post-surgery, how to take care of it, how my family 
members need it, and how to work with the doctor (ICC) 

 

Structure and factors to increase usability of a web-based resource 

Respondents identified that online information should be visual with inclusion of videos and pictures 
for ease of use; this was viewed as important to meet the needs of all ICCs regardless of level of 
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literacy. The development of the online resource should also consider the use of role modelling with 
the inclusion of successful stories or relay experiences of Vietnamese celebrities. The inclusion of 
hospital or Ministry of Health endorsement would provide users confidence in the resource and 
materials. Links to all relevant hospital sites or sites on nutrition or peer support resources was also 
viewed as important to maximise signposting. The inclusion of a ‘Frequently Ask Questions’ Section 
and a search function was suggested as a means to improve usability and allow for information to be 
targeted. Participants also suggested the inclusion of search filters based on disease type.  

Another is if the website can find hospitals that can check for cancer. We can just search and find a 
series of hospitals can check the hospital (ICC, Hanoi) 

Content of the web-based resource 

Participants identified six key areas to be included within the resource (Table 2) : 1) Cancer Causes and 
Consequences 2) Hospital administration and treatment processes and prices 3) Managing daily living 
in hospitals 4) Emotional and supportive information 5) Skills training 6) Nutrition and traditional 
medicine. 

1. Cancer causes and treatment: ICCs reported that their own lack of knowledge about cancer made 
it difficult to support and inform the patient. This lack of ICC knowledge was supported by the HCP 
account as they reported that often patients and ICCs did not have a basic knowledge of cancer. 
Respondents reported that a web-based resource should contain education and information, which 
included a description of potential and available treatments such as chemotherapy, radiotherapy and 
surgery. ICCs required information regarding prognosis to help with their understanding of how long 
a patient may be expected to live. Information regarding the potential side effects of treatment and 
how to discuss and support the management of symptoms was identified as a priority area.    

“Even though we are family members, our knowledge about the field of cancer is still very limited. Now 
I have to take care of nutrition, psychological health, and I am telling you my experience of patient care 
is very limited” (ICC).  

2. Hospital administration and treatment processes and prices: The hospital administration processes 
and procedures for accessing treatment and support were considered a challenge for ICC. ICC reported 
that information listing available cancer hospitals, which hospitals are best and their distances from 
major cities should be made available to assist with the treatment decision making. ICC reported that 
information regarding the role of the various departments within the hospitals, the treating doctors 
and their expertise should be made available. Hospital processes and procedures should be detailed 
on the website that inform carers regarding how to register the patient, how to schedule a check-up 
as well as the procedure for bringing the carer for examination and treatment.  

‘’This website needs to have information before going to the hospital, it has to provide information, 
there is a list of this hospital, to calculate the distance to the hospital and if that hospital provides 
services related to you. This and the basic cost and the most basic examination time so we can have a 
quick overview before people come’’ (HCP) 

3. Managing daily living in hospitals: Both ICCs and HCPs discussed that commonly when a family 
member is diagnosed with cancer the ICC will travel long distances and stay with the patient as they 
receive inpatient treatment. For many ICCs this involves sleeping on the hospital floor or corridors, 
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with many experiencing challenges with finding safe accommodation, difficulties finding locations to 
wash, eat, and do laundry. All respondents described the need for ICCs to receive information on how 
to take care of their own basic needs whilst a patient was in hospital as an important resource 
component. ICCs described a need for information on what costs to expect whilst a patient is in 
hospital, how to manage their associated budget and how to access information on insurance.  

“I have to work in the field, but now I have to leave my rice field. The farmer works on some acres of 
square rice field then leave for hospital to take care of our family member.” (ICC) 

“The rooms are crowded, they (ICC) do not have a place to lie down, and they lie outside or rent a place 
outside the hospital’’ (HCP) 

 4. Emotional and supportive information and advice on how to cope: HCPs noted that due to the high 
number of patients requiring their attention that they had limited opportunity to provide information 
and support to ICC. HCPs and ICCs suggested targeting the resource to the psychological challenges, 
providing specific advice and support to help ICCs cope with common emotions such as shock, stress 
and depression. In addition, ICCs discussed that family and relationship conflicts can add to the 
psychological burden of caring. ICCs requested the resource contained advice on how to assist families 
and couples to communicate and manage conflict.  

“ I am very worried when mother has a problem. The day that my mother was here, was the day my 
mother had surgery, I had my mind prepared for the cremation already. It means that we need to 
prepare the mind, to prepare who will help me at home solve that problem. That is, the psychological 
difficulties are so heavy/stressful.” (ICC) 

5. Skills training including signposting to support and information: ICCs would benefit from interactive 
skills based training that would assist them to manage issues such as how to give comfort, how to 
motivate patients and how to talk about cancer or give bad news. They reported that the resource 
should provide disease tailored information on how to deal with more common medical issues 
experienced by patients, such as how to manage medications or pain.  

“I have asked the doctor very carefully, so when the doctor came, I asked him what the best way to 
stop bleeding is and how to treat haemorrhage. The doctor also told us some methods, and then it’s 
temporarily stable now. But the thing is when I get home, I don't know how to treat them” (ICC/HCMC) 

6. Nutrition and traditional medicine: Participants reported that each component of the web-based 
resource should contain information on nutrition and traditional medicine. The inclusion of culturally-
based information, in particular traditional medicines or the discussion of foods in terms of those that 
are important to eat at various points of the cancer journey was viewed as a priority.  

Verification of contents in Stakeholder’s events: We achieved 100% consensus through presentation 
and discussion of the identified needs and components. Complete agreement was also reached on the 
importance of online delivery and including information that was predominantly visual with the 
inclusion of videos, pictures and interactive training. It was agreed that an online resource is an 
important first step to reach a large and wide reaching population of ICC. However it was noted that 
future research should seek to adapt the material so it can be delivered by other means such as face 
to face to meet the needs of older carers or those who live in remote locations without internet access. 
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Identified module themes were agreed upon and further detail on the content on these components 
was detailed (See table 2).  

Discussion 

The project highlights the need to develop information and supportive care to improve outcomes for 
those affected by cancer in Vietnam. This study provides the initial development of an evidence-base 
for effective implementation of interventions to support ICCs and by-proxy assist patients in Vietnam. 
An outline for the structure and content of a web-based resource was co-designed which aims to 
provide information, training and support to ICCs. ICCs and HCPs acknowledged that the resource 
should provide interactive information, training, support and links to services that focus on cancer 
causes and consequences, hospital administration, treatment processes and prices, how to manage 
daily living in hospitals, emotional and supportive information, skills training and nutrition, and 
traditional medicine. This content differs from the previously developed UK based resource CCC-UK 
(16) by highlighting the importance of cancer specific information, nutrition and traditional medicine, 
and the inclusion of skills training. This finding is reflective of the level of personal and medical care 
that is provided by the ICCs in Vietnam that is commonly performed by HCPs in developed cancer 
services.  

Differing from western-based carer interventions (15), Vietnamese ICCs focused on the inclusion of 
information regarding the healing nature of food and herbal medicines. This finding is rooted in 
Vietnamese culture whereby foods are considered to have different balancing properties (‘hot’ and 
‘cold’ foods/yin and yang foods) that create harmony in the body and impacts on disease or illness. 
This finding highlights the importance of co-design to identify the specific needs and cultural 
adaptions.  

There is limited evidence to support the delivery of face-to-face interventions to improve outcomes 
for ICC (15). This study demonstrates that ICCs and HCPs are supportive of a web-based interventions 
whilst recognising that this mode of delivery has limitations particularly in terms of accessibility for 
older ICCs and those that live in very remote locations. Despite these limitations, online delivery has 
high potential for reach, with approximately 54 million internet users or 70% of the population in 
Vietnam (19). An online resource may provide access to support and information to large numbers of 
people across several locations in a cost-effective way.  

To date, support for interventions for ICCs that utilise online technology have relied on a 
methodologically weak evidence base (17). Intervention development is best served through co-
development with multiple stakeholders to draw on their experiences and identify improvements to 
services (20-21).  

Study limitations 

This study has a number of limitations. This study focused on gathering the experiences of ICCs and 
HCPs within a hospital setting, with a population that are typically younger, able to access healthcare 
and live in urban areas. Data in relation to the educational attainment of ICCs and whether or not they 
lived in urban or rural locations was not collected. An understanding of the experiences of a diverse 
population of ICCs at a local or commune level is necessary.  

Clinical Implications 
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Future research should develop and test the web-based resource in relation to ICCs and patient 
outcomes. This study includes the collection of data from multiple stakeholders in multiple sites with 
analysis of data occurring in two languages. This study provides an example of how the challenges of 
co-design can be overcome even across countries. This approach could feasibly be applied in many 
other LMICs as a means of addressing the lack of effective supports. It could also potentially be applied 
to other chronic disease sites. 

Conclusions 

The development of a web-based resource to deliver information and psychosocial supports to ICCs 
and by-proxy patients was identified as an urgent requirement in Vietnam. It is necessary to develop 
the resource and examine its ability to address the unmet needs of cancer carers and patients.  
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Table 1: Breakdown of participants 

 Descriptive 
Qualitative Study 
(Phase 2) 

Dissemination 
and verification 
interviews 
(Phase 3) 

Carers 20 11 
Doctors 11 12 
Other Healthcare Professionals  11 16 
Non-government organisations 1 0 
Total 43 40 
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Table 2: Co-designed structure and content of web-based resource  

Module  Content  
Cancer Causes and Consequences Cancer definition?  

Types of cancer 
Prognosis, survival rates of cancer?  
Treatment choices/what they involve? 
Managing side effects  

Hospital administration and treatment 
processes and prices   

List of cancer hospitals 
Distances of hospitals from cities 
Prices of examination/ treatment  
Details of treating doctors 
Procedure of registration examination and treatment 
Various hospital departments 

Managing daily living in hospitals Accomodation costs 
Where is safe to stay 
Laundry 
Water 
Cooking 
Finances 
How to balance employment 
Information on insurance. 

Emotional and Supportive needs Emotional and communication needs: 
Shock and acceptance of diagnosis 
Dealing with emotions, stress and depression  
Stresses on relationships 
Current Support Available 

Skills training  Medications and pain relief 
Supporting treatment 
Supporting nutritional needs 
Managing family conflict 
How to give comfort  
How to motivate patients 
How to share bad news 
How to talk about end stages of cancer 

Nutrition and traditional medicine  Relationship with nutrition (what to eat during stages of treatment) 
Information about Traditional medicine 

                                                                                                        


