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What is already known about the topic? 

 To date, research regarding the economic dimension of palliative and end of life care 

provision has been relatively limited. 

 The importance of family care givers has long been recognised within palliative care. 

 TŚĞ ĞĐŽŶŽŵŝĐ ƌĞƉĞƌĐƵƐƐŝŽŶƐ ŽĨ ĐĂƌŝŶŐ ǁŝƚŚŝŶ Ă ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ ĐŽŶƚĞǆƚ ƌĞŵĂŝŶ ͚ƌĞůĂƚŝǀĞly 

ŶĞŐůĞĐƚĞĚ͛ Ăƚ Ă ƉŽůŝĐǇ ĂŶĚ ƌĞƐĞĂƌĐŚ ůĞǀĞů͘  

What this paper adds? 

 Evidence relating to the costs and implications of caregiving is relatively limited.  

 The review identified 21 studies relating to the costs and implications of caregiving in a 

palliative care context 

 The financial costs of caring for someone at the end of life are substantial. 

 Financial costs can result in significant and multidimensional caregiver burden; various 

factors mediate the extent of financial burden. 

Implications for practice, theory or policy? 

 This review identified a significant gap in the evidence base regarding the economic 

implications of providing care to a family member within a palliative care context. 

 Further research is required to explore these economic costs 

 Policy initiatives across much of the developed world to move the provision of palliative care 

from hospital to community settings should be mindful of the significant costs incurred by 

family caregivers. 

 

Background 

Most developed countries will face a common challenge over coming decades in terms of how to 

improve palliative and end of life care provision to meet the needs of rapidly ageing populations. An 

almost two-fold increase in the number of people dying globally is predicted over the next 40 years; 

people are also expected to live longer and experience more complex health and social care needs 

as they approach the end of their lives. [1] It is therefore unsurprising that developing new models of 

palliative and end of life care to meet the needs of ageing populations has been identified as a global 

public health priority by the World Health Organisation. [2] A key challenge will be developing 

models of care which are sensitive to global concerns about the future funding of health care in the 

face of a worldwide economic recession. [3] 

To date, research regarding the economic dimension of palliative and end of life care provision has 

been relatively limited. IŶĚĞĞĚ͕ ͚Ă ǁĞĂŬ ĂŶĚ ŽĨƚĞŶ ŝŶĐŽŶƐŝƐƚĞŶƚ ĞǀŝĚĞŶĐĞ ďĂƐĞ͛ ŚĂƐ ďĞĞŶ ŝĚĞŶƚŝĨŝĞĚ ĂƐ 
a barrier to developing optimal cost-effective palliative care services internationally. [4] Moreover, 

efforts to date have largely been concentrated on capturing the costs of statutory service provision 



at the end of life, particularly those related to public hospital use.  This is to be expected given that 

hospitalisations at the end of life are costly for health budgets. [5, 6]  

There is also mounting evidence from the UK to suggest that reducing hospital use at the end of life, 

and supporting people to die at home, results in significant cost savings from the hospital 

perspective. [6, 7, 8, 9] However, the extent of the resulting financial trade-off in terms of increased 

community care costs is less certain. Indeed, no full economic evaluation of the costs of caring for 

someone with palliative care needs at home has been published. This would require an 

understanding not only the costs of community services, such as hospice and community nursing, 

but also of the costs incurred by family caregivers, a group for whom reducing end of life 

hospitalisations will have significant financial implications. [10,11] 

FĂŵŝůǇ ĐĂƌĞŐŝǀĞƌƐ ŚĂǀĞ ďĞĞŶ ĚĞĨŝŶĞĚ ĂƐ͗ ͚CĂƌĞƌƐ͕ ǁŚŽ ŵĂǇ ŶŽƌ ŵĂǇ ŶŽƚ ďĞ ĨĂŵŝůǇ ŵĞŵďĞƌƐ͕ who are 

lay people in a close supportive role who share in the illness experience of the patient and who 

ƵŶĚĞƌƚĂŬĞ ǀŝƚĂů ĐĂƌĞ ǁŽƌŬ ĂŶĚ ĞŵŽƚŝŽŶĂů ŵĂŶĂŐĞŵĞŶƚ͛͘ [12] FĂŵŝůǇ ŝŶĐůƵĚĞ ͚ƚŚŽƐĞ ƌĞůĂƚĞĚ ƚŚƌŽƵŐŚ 
committed heterosexual or same sex partnership, birth and adoption, and others who have strong 

ĞŵŽƚŝŽŶĂů ĂŶĚ ƐŽĐŝĂů ďŽŶĚƐ ǁŝƚŚ Ă ƉĂƚŝĞŶƚ͛͘ [10] The importance of family care givers has long been 

recognised within palliative care; however, the implications of undertaking a caring role have only 

recently begun to receive sustained research attention. [10] In particular, the economic 

repercussions of ĐĂƌŝŶŐ ǁŝƚŚŝŶ Ă ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ ĐŽŶƚĞǆƚ ƌĞŵĂŝŶ ͚ƌĞůĂƚŝǀĞůǇ ŶĞŐůĞĐƚĞĚ͛ Ăƚ Ă ƉŽůŝĐǇ ĂŶĚ 
research level. [13] 

That significant economic costs are incurred by informal carers has been demonstrated within other 

contexts. For example, a review of the costs of informal caregiving for frail older people in Australia, 

the US, the UK, Canada and Germany ĐŽŶĐůƵĚĞĚ ƚŚĂƚ ͚the output informal carers provide (͙) may be 

ĂƐ ŚŝŐŚ ĂƐ ƚŚĞ ǀĂůƵĞ ƌĞĐŽƌĚĞĚ ĨŽƌ ĨŽƌŵĂů ĐĂƌĞ ƉƌŽǀŝƐŝŽŶ͛. [14] The economic losses incurred by carer 

non-participation in formal employment were ĂůƐŽ ŝĚĞŶƚŝĨŝĞĚ ĂƐ ͚ŶŽŶ-ŶĞŐůŝŐŝďůĞ͛͘ Moreover, it has 

been estimated that annual costs of family caregiving in England and Wales account for between 50-

160% of gross personal expenditure, and costs of family care in the USA may constitute twice that of 

nursing home care and more than six times that of formal care. [14] 

It is within this context that a need to map and synthesise the current research evidence base 

regarding the economic costs of family caregiving within a palliative and end of life care context was 

identified in order to inform future research in this field. 

 

Research aim 

1. To explore the financial costs of caring for family members receiving palliative/end of life 

care. 

2. To explore the impact of financial costs on family members caring for those receiving 

palliative/end of life care. 

 

Methods 



FŽƌ ƚŚĞ ƉƵƌƉŽƐĞƐ ŽĨ ƚŚŝƐ ƌĞǀŝĞǁ ͚ĨŝŶĂŶĐŝĂů ĐŽƐƚƐ͛ ĂƌĞ ĚĞĨŝŶĞĚ ĂƐ ĂŶǇ ĐŽƐƚƐ paid for by family caregivers 

of patients receiving palliative/end of life care, as a result of their caregiving responsibilities. Costs 

may be direct (e.g. medications) or may be incurred (e.g. loss of earning through absence from 

work). ͚FŝŶĂŶĐŝĂů ŝŵƉĂĐƚ͛ ŝƐ ĚĞĨined as the impact or implications of the financial costs, to family 

caregivers. ͚Family caregivers͛ are defined in line with the UK National Institute for Clinical 

Governance definition. [12] 

We searched seven electronic databases (AMED; Cinahl; Cochrane; Econlit; Embase; Medline; Web 

of Knowledge) from inception to April 2012 using a search strategy devised by an Information 

Specialist in consultation with the authors (table 1). The strategy included MeSH headings and 

keywords related to the financial impact of caregiving at the end of life, search terms were refined 

following an initial scoping search. Reference lists of included studies were hand searched. Grey 

literature searches of the following organisations also took place: World Health Organisation, 

European Association of Palliative Care, Macmillan cancer care; Dimbleby cancer care; Cancer 

research UK; UK Department of Health; Kings Fund; NHS Carers Direct; Marie Curie Cancer Care. 

Table 1: Search terms 

1     palliative.mp. (51863) 

2     Terminally Ill/ or terminal illness.mp. (5985) 

3     terminal ill$.mp. (1385) 

4     end of life.mp. (9165) 

5     end-of-life.mp. (9165) 

6     last year of life.mp. (292) 

Palliative search terms 

8     home based.mp. (3949) 

9     home nursing.mp. or Home Nursing/ (8541) 

10     informal care giv$.mp.   (41) 

11     lay carers.mp.   (43) 

12     informal support.mp.   (348) 

13     community based support.mp.   (83) 

14     personal assistance.mp.   (209) 

15     spousal support.mp.   (130) 

16     spousal caregiving.mp.   (25) 

17     ((spous$ or family or home) and care$).mp. 

Home based search terms 

19     financial cost$.mp.   (1368) 

20     economic cost$.mp. (2620) 

21     financial burden.mp. (1479) 

22     financial stress.mp. (198) 

23     financial strain.mp. (310) 

24     cost assessment.mp. (137) 

25     economic assessment.mp. (409) 

26     economic evaluation.mp. (4174) 

27     economic implication$.mp. (1289) 

28     cost implication$.mp. (811) 

29     cost of care.mp. (2626) 

30     indirect cost$.mp. (3085) 

31     direct cost$.mp. (3724) 

32     illness cost.mp. (37) 

Financial search terms 

Total 458 

Duplicates removed 252 



 

CG and LB independently screened titles and abstracts of all articles to identify those which met the 

study inclusion criteria. Study inclusion criteria were:  papers relating to the financial costs and 

implications of caring for family members receiving palliative/end of life care; English language 

papers; empirical research or systematic reviews published in full (including research articles, theses 

and other grey literature); papers relating to adults (paediatrics excluded as the implications of 

palliative caregiving for children are complicated by the expected financial implications of caregiving 

for healthy children)͘ AĨƚĞƌ ŝŶŝƚŝĂů ƐŝĨƚŝŶŐ ͚publication date ǁŝƚŚŝŶ ƚŚĞ ůĂƐƚ ϮϬ ǇĞĂƌƐ͛ ǁĂƐ ĂĚĚĞĚ ĂƐ Ă 
further inclusion criteria, in recognition that articles published before this time were unlikely to have 

financial relevance today. 

Full texts of all included articles, and any where there was disagreement, were further 

independently screened by two of the five authors (CG, LB, MG, RF, LW-M). Studies were again 

assessed to identify those which met the inclusion criteria, where there was lack of consensus a third 

person acted as arbitrator. Details of included studies were extracted onto pre-defined forms. Data 

were extracted regarding the financial costs of caring for family members receiving palliative/end of 

life care, and the financial implications of caring for family members receiving palliative/end of life 

care. This paper presents data on the financial costs and financial impact of caring for a family 

member at the end of life, a second paper will present data on the tools and methods of data 

collection. 

As it was anticipated that the included studies would have diverse methodologies, the review was 

conducted using a descriptive thematic method for systematically reviewing and synthesising 

research from different paradigms. Advantages of thematic analysis include allowing clear 

identification of prominent themes, and providing organised and structured ways of dealing with the 

literature. [15] The thematic approach was based on predefined categories relating to the two 

research aims, but also allowed a data driven approach identifying other major or recurrent themes 

relating to economic costs and implications of family caregiving. Within each theme, both supporting 

and conflicting data were reported if available 

The process of evaluating overall quality of studies is the cause of some debate in the literature, 

particularly when integrating evidence from diverse study designs. [16] In this review, quality 

appraisal of studies was undertaken according to principles laid out by the Evidence for Policy and 

Practice Information and Co-ordinating Centre (EPPI). EPPI provide a framework for comparing 

diverse subject matter and varied study design. Studies were assessed according to trustworthiness 

(methodological quality), methodological relevance (appropriateness of study design for the review 

question) and topic relevance (the extent to which the paper addressed the review topic) [17]. 

Quality appraisal is detailed in table 2. 

 

Many papers reported actual costs of caregiving, in local currency. Costs are not reported in this 

paper due to the significant variation in currencies, and changes in exchange rates since the research 

was undertaken. 

Results 



Search results are summarised in the adapted PRISMA flowchart in figure 1. Twenty one studies met 

our inclusion criteria, 15 of these were quantitative research, three were qualitative research, two 

were systematic reviews, and one study used mixed methods. The studies were set in a range of 

countries with differing healthcare systems and different funding mechanisms for healthcare. The 21 

articles presented data from 17 studies. Quality appraisal indicated variable relevance and rigour 

amongst the studies, however all met acceptable standards and none were excluded from the 

review.  The studies by Dumont 2009 [18], Dumont 2010 [19] and Jacobs 2011 [20] should be singled 

out as demonstrating the highest relevance, with good methodological rigour. The studies by 

Covinsky 1994 [21], Covinsky 1996 [22] and Emmanual 2000 [23] also used rigorous methods with 

relevant aims, however data were collected during tŚĞ ϭϵϵϬ͛Ɛ and this limits relevance. The 

characteristics of these studies are described in table 2. The results are presented under three key 

themes relating to the research aims: financial costs of caregiving; financial implications or 

caregiving; and factors mediating financial burden. 

Financial costs of caregiving 

Numerous financial costs related to caregiving were identified. Costs can be categorised into three 

main areas: work related costs (costs related to changes in the caregivers employment); out of 

pocket expenses (direct outlays of money by caregivers); and carer time costs (costs related to time 

investment required by carers). In terms of work related costs, a number of papers reported that 

carers had either given up work, reduced hours at work, or used annual leave or sick leave to cope 

with the demands of caregiving. [24,25,26,27,28,22,29,30] Only one paper presented conflicting 

evidence; in their large Australian study of bereaved carers Abernathy et al., (2009) reported that 

carers rarely had to give up work and less than 10% reduced work hours.  However, financial burden 

was reported by one quarter of those providing high intensity care, and this burden was found to be 

related to intensity of caregiving. [31] 

Out of pocket expenses were identified by many of the included studies. A wide range of out of 

pocket expenses were described as a result of caregiving including costs of medical equipment, 

prescription and non-prescription drugs, nursing home expenses, private home care, travel 

expenses, and child care costs. [24, 25, 27, 30, 32, 33, 18, 20, 23, 34 ] The nature and extent of these 

costs varied significantly by country, depending on the funding system for palliative care. Some 

studies from the US for example, reported costs including the payment of insurance premiums, as 

well as some physician and medication costs. [27, 32] Some studies described carers selling assets or 

taking out loans to cope with the cost burden of providing care. [21, 23] In contrast, studies from 

countries with comprehensive public funding reported less medication, physician and home care 

costs. [35] 

Significant time investment is required by any carer of a patient at the end of life, and some studies 

attempted to quantify and cost this ͚time ŝŶǀĞƐƚŵĞŶƚ͛ element. Dumont (2009) estimated that 66.4% 

of costs supported by the family were attributable to caregiving time. [18] Studies that attempted to 

quantify the proportion of total care costs met by informal caregivers varied widely in their reported 

costs, with estimates of caregiving ranging from 26.6% - 80% of total costs, again with wide variation 

across different countries. [31, 18, 34, 35 ] It is also worth noting that cost estimates may vary 

depending on the method used to capture costs. Andersson (2002) reported that the cost of 



informal care calculated using a ͚ĨƌŝĐƚŝŽŶ ĐŽƐƚ ŵŽĚĞů͛ ŽŶůǇ ĂŵŽƵŶƚed to 18% to 44% of the cost when 

a ͚ŚƵŵĂŶ ĐĂƉŝƚĂů ĂƉƉƌŽĂĐŚ͛ ǁĂs used. [36] 

Financial impact of caregiving 

The financial costs of caring for a loved one at the end of life had a significant impact on caregivers. 

Covinsky (1994) reported that severe caregiving burden was experienced by many families as a 

result of financial issues. Major life changes were often required due to the cost of the illness 

including moving house, delaying education, or delaying medical care for other family members. The 

financial burden often resulted in an inability to function ͚normally͛. [21] Other reported effects of 

financial burden included increased worry [28], difficulties coping [24], family conflict [27], and 

caregiver strain [32]. Covinsky (1996) explored the relationship between economic burden and 

preferences for care, and reported that economic hardship on the family was associated with family 

preferences for comfort care over life-extending care for their loved one [22]. Brazil (2010) reported 

on the impact of reducing work hours or stopping work due to caregiving, and described a resultant 

increase in work related stress. [37] The burden of providing care could also have a negative impact 

on the patient/caregiver relationship. [24] In an exploration of how a stress process model relates to 

care giving at the end of life, Waldrop et al., (2005) identified ͚financial issues͛ as a secondary 

stressor in the model. Secondary stressors are those that flow from caregiving to other aspects of 

life, but do not entail the provision of care directly. [27] 

Factors mediating financial burden 

Various factors were identified which mediated the impact or magnitude of financial burden.  A 

number of studies reported that financial strain was associated with disease stage, with financial 

strain reported as worst in the end stages of disease. [25, 27, 23, 19] Financial burden was also 

related to intensity of caregiving, with the greatest financial burden seen in the carers of those with 

greatest care requirements. [31, 23 ] A number of studies explored the impact of ethnicity on the 

financial burden of caregiving. The majority of these studies reported that ethnic minority groups 

were more vulnerable to financial hardship than white Caucasian groups [28, 32]; however one 

study exploring differences between African-American carers and White caregivers reported no 

difference in the proportion of carers suffering from financial strain. [26 ] 

Financial strain was also found to be associated with socio-economic status. Phipps (2003) reported 

that the more highly educated caregivers were, the more likely they were to say caregiving required 

work adjustments. [26] McGarry (2005) reported that those in the bottom quarter of the income 

distribution spent the largest proportion of their income on caring related out of pocket expenses. 

[38] Age of caregiver was also found to impact on financial burden. [21, 33] Increasing age offered 

increased protection from loss of family savings until the age 65 when it plateaued. [21] The major 

concerns for older people were losing the care recipient͛s pension after death and coping with 

nursing home costs. However they had fewer concerns about losing income as the caregiver had 

normally already retired. For younger caregivers concerns were focused on issues including losing 

out on work, increasing child care costs and difficulties managing a full time job with caring. [33 ]  

Discussion 



This review used systematic methods to synthesise the current research evidence base regarding the 

costs of caring for family and friends within a palliative care context. Whilst a number of studies 

reporting data relevant to the costs and impact of family caregiving at the end of life were identified, 

none of the papers had this issue as their central focus. Indeed, all studies addressed the wider 

economic impact of palliative and end of life care, including costs borne by the patients themselves, 

the health care system, and insurers or charitable/voluntary providers. This indicates a considerable 

gap in the existing literature. 

Nevertheless, and despite the variable quality of the evidence base, the papers identified by the 

review provide us with a considerable breadth of evidence relating to the significant economic 

impact of family caregiving at the end of life. The review clearly demonstrates that caring for a family 

member at the end of life is financially costly. Costs were identified across a wide range of domains 

but were focused in three main areas: work related costs, out of pocket expenses, and carer time 

costs. There was evidence that, for many caregivers, economic costs have significant negative  

implications for their own health and wellbeing. In some cases financial strain was even associated 

with family preferences for comfort care over life extending care [22]. It is not clear from this review 

if all out of pocket expenses were essential, or whether any could have been avoided. Those caring 

for a patient at the end of life may be financially and emotionally vulnerable, and willing to pay costs 

which may not actually be of benefit to the patient (e.g. non-prescription medications). This 

evidence supports  a considerable body of literature which describes caregiving for a family member 

at the end of life as having negative outcomes for family care givers, although it is important to 

recognise that positive dimensions to caregiving have also been reported. [39] 

The review also identified considerable inequity in the financial impact of caring for a family member 

at the end of life. Carers providing the highest intensity of caregiving and to those in the most 

advanced stages of disease were the most vulnerable to significant financial burden. The amount 

and type of care given by family caregivers is not generally static and often changes and develops 

throughout the disease trajectory. [40] Financial costs are likely to mirror these fluctuations in 

caregiving intensity. Careful monitoring of changes in caregiving over time may help in anticipating 

particularly intense periods of caring and financial strain, and subsequently enable early intervention 

to provide appropriate support and reduce carer burden. Carers from ethinic minority groups, those 

with low socio-economic status, and those  from particular age groups may also be more vulnerable 

to financial burden. Inequity with relation to age [41], and ethnicity [42] are well documented in the 

palliative care literature.  Older patients, patients from ethinic minorities, and patients from other 

other minority  groups are less likely to access palliative care services.This may have a knock-on 

effect for family caregivers who may be required to provide greater intensity of care to these 

patients, with resultant financial burden. Whilst this review identified a universal dearth of research 

relating to the financial costs of family caregiving within a palliative care context, specific gaps could 

also be identified. Most studies to date have been undertaken within a North American context; 

differences in funding models for palliative and end of life care limits applicability to other countries. 

It is important to recognise that any costs related to caregiving will be mediated by the system for 

health care funding in a particular country. Whilst the percentage of healthcare costs paid by the 

government in the UK and Sweden is over 81%, in the USA this falls to 45.1% [43].  This has clear 

implications for financial burden, whilst we were unable to make direct monetary comparisons in 

this review, the evidence did suggest that caregivers in countries with comprehensive public health 

care funding had fewer financial costs and burdens than those in the US. Further research should 



explore cross country comparisons in more depth, including the impact of caregiving in low/middle 

income countries with developing health systems. More prospective, longitudinal data are needed 

to capture the fluctuating costs of caring across the disease trajectory, including costs following 

bereavement such as funeral costs and costs related to on-going health problems incurred by the 

experience of care-giving. The implications for practice should also be considered, on-going 

assessment of the financial impact on family caregivers may enable earlier intervention and 

provision of support, and prevent carer breakdown. Early interventions could include financial 

planning as part of a palliative care package of services, to aid family caregivers in planning and 

managing finances, and accessing sources of financial support. Finally, future research needs to be 

more cognisant of the differing approaches available to capture the economic costs of caring, and 

acceptable validated methods of capturing costs are required.  

 

Strengths and limitations 

Whilst this review was undertaken rigorously using systematic methods, certain limitations must be 

acknolwedged. Only English language papers were included in the review, therefore we cannot be 

completely confident that our searches were comprehensive. Whilst grey literature searches 

included the WHO and the EAPC, most sources were UK based, which may mean some international 

grey literature was missed. Rigour and relevance varied between studies, therefore generalisations 

should be considered with caution. 

 

Conclusion 

This review has identified a significant gap in the evidence base regarding the economic implications 

of providing care and support to a family member within a palliative and end of life care context. 

Research to address this gap is urgently needed, particularly given policy initiatives in a number of 

developed countries to move the provision of such care from hospital to community settings. [44] So 

doing will place further pressure upon family caregivers who, according to the research reported in 

this review, already incur significant economic costs as a result of their caregiving role. 
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Table 2: Characteristics of included papers 

Author, year, 

country of 

origin 

 

Type of 

publication  

Aims  

 

Setting  Sample & sample size  

 

Methods & analysis  

 

Quality Appraisal Relevant findings  

 

Abernethy et 

al., 2009, 

Australia [31] 

 

 

 

Research To define caregiver 

subpopulations by 

intensity of care 

provided 

General 

population, 

Australia 

Random sampling  of 

households. 5302 

adults included who 

had lost a loved one to 

terminal illness in the 

previous 5 years. Data 

collected from 2001 to 

2005. 

General population cross-

sectional survey, using a 

questionnaire tool previously 

developed/validated for 

palliative care service 

planning. Administered by 

face to face interview. 

Descriptive and analytical 

analyses. 

Appropriate large cross-

sectional study design. Data 

collected from up to 5 years 

previously so potential for 

significant recall bias. 

Limited relevance as of the 

complete survey only one 

question related to financial 

burden. 

Financial burden is closely related to intensity of caregiving, A quar

hands-on caregiving group indicated they had experienced financial

this concern was less likely for the intermittent hands-on caregiver

(6-9.2%) reported that caregiving had a severe financial impact on 

Caregivers rarely reported giving up work as a result of caregiving. Le

of all active caregivers reduced their working hours, and 3% in both 

they used vacation or sick leave. 10% had to draw on savings/ sell a

caregiving. 

Andersson A et 

al.,2002, 

Sweden [36] 

Research To discuss different 

models for estimating 

the cost of informal 

care in the home care 

setting in economic 

appraisals. 

Hospital based 

homecare, 

Sweden.  

All patients registered 

in a hospital based 

home care 

programme at one 

hospital during a one 

week period in Nov 

1999.  39 patients and 

caregivers included. 

Data collected via 

standardized form. Data 

collected on length of time 

and amount of time per day 

spent providing care. 

Different economic models 

used to estimate indirect 

costs. 

Small opportunistic sample. 

Not including people not 

receiving formal homecare. 

Limitations in data, but 

sophisticated analysis. 

Informal care is an important component of home care. Indirect co

ďǇ ƚŚĞ ͚ĨƌŝĐƚŝŽŶ ĐŽƐƚ ŵŽĚĞů͛ ŽŶůǇ ĂŵŽƵŶƚ ƚŽ ϭϴй ƚŽ ϰϰй ŽĨ ƚŚĞ ĐŽƐƚ ǁŚĞŶ ƚŚĞ 
͚ŚƵŵĂŶ ĐĂƉŝƚĂů ĂƉƉƌŽĂĐŚ͛ ŝƐ ƵƐĞĚ͘ ‘ĞŐĂƌĚůĞƐƐ ŽĨ ƚŚĞ ŵŽĚĞů ƵƐĞĚ ƚŽ ĞƐƚŝŵĂƚĞ 
costs, the cost of informal care in evaluations of home care program

underestimated due to the exclusion of indirect costs. 

Brazil K et al., 

2010, Canada. 

[37] 

 

 

 

 

Research  To examine how the 

comprehensive nature 

of the Stress Process 

Model could elucidate 

on the stressors 

associated with caring 

for a palliative cancer 

patient 

Community 

setting, Ontario, 

Canada 

12 bereaved family 

caregivers of people 

aged >50 years who 

had received home 

based palliative cancer 

care. 

Qualitative semi-structured 

interviews. Topics included 

formal services used; 

informal supports; and 

caregiving experience. 

Constant comparative 

analysis, informed by the 

domains of the Stress 

Process Model. 

Small qualitative study, 

therefore generalizability of 

findings unlikely. Reasonable 

relevance although focus of 

study was ͚ƐƚƌĞƐƐŽƌƐ͛ not 

financial burden. 

Financial & work related stress identified as a secondary stressor. 5 p

reported financial stress associated with caring for the recipient. M

financial stress with purchase of private home care to supplement f

Several caregivers reported the stress of continuing to work whilst a

caregiver. In 2 instances carers reduced work hours or stopped wo

altogether. 

Grunfeld et 

al.,2004, 

Canada [25] 

Research To measure the 

psychological, 

occupational and 

economic impact of 

caring for a person 

with a terminal illness. 

Two regional 

cancer centres, 

Canada 

89 family caregivers of 

breast cancer patients 

receiving palliative 

care 

Prospective survey of 

caregivers. Assessments 

every 3 months, and every 2 

weeks when patients 

entered the terminal phase. 

Followed until death or study 

completion at 3yrs. 

Economic data collected 

administered questionnaire 

Prospective design a 

strength, but high attrition 

limiting power of stats to 

detect small changes over 

time. Good relevance 

although economic impact 

only one component of 

three, and only included 

cancer 

 

No significant change in caregiver employment status between pal

and terminal period. But more caregivers missed work in the termi

than in the palliative period. Caregivers reported an increased inab

regular hours in terminal phase. Prescription drugs were the most s

source of economic burden. Higher financial burden for those with

health insurance than those with. 



Guerriere DN 

et al., 2010, 

Canada [34] 

Research 1) To assess the 

societal costs of 

home-based palliative 

care; 2) to examine 

socio-demographic 

and clinical factors 

accounting for 

variations in costs  

Community 

palliative care 

centre, 

Toronto, 

Canada 

136 family caregivers 

of patients with 

cancer 

Prospective cohort study. 

Participants interviewed 

every 2 weeks from 

admission to death, and 

asked to report on resource 

utilisation over previous 2 

weeks. The Ambulatory & 

Homecare Record (AHCR) 

was used to collect data. 

Questionable accuracy of 

methods used to derive costs 

(some approximations were 

used), otherwise strong 

prospective design. Good 

relevance although focus 

was societal costs rather 

than caregiver costs, and 

only included cancer 

Mean total monthly costs of care were $25,549 per patient. Broken

(public expenditure, $698 (private out of pocket costs), $172 (3
rd

 pa

and $17452 (caregiver time costs). Total costs incurred by family car

represented the largest proportion (71%) of total costs. Regression 

predictors of total cost; living alone; poor functional status; and tim

Guerriere DN 

et al., 2011, 

Canada [30] 

Systematic 

Review 

To address methods 

used to assess end of 

life costs. 

No geographical 

restrictions on 

systematic 

review 

n/a Systematic review to identify 

all studies between 1998 and 

2009 that have assessed 

economic outcomes in end 

of life care. 

Strong review design, but 

aim was to explore methods, 

rather than actual impact or 

burden. 

18 papers identified, but few included costs incurred by family mem

those that did were not comprehensive. Only 1 study included cost

time losses from labour market, and 3 studies costs of out of pocke

The review highlights a lack of standardised methods for capturing

as time lost from labour market, lost income etc. Many studies fail t

costs . 

Hanratty et al., 

2007, UK [28] 

 

Systematic 

review  

To review evidence of 

the financial stress & 

strain for people with 

terminal cancer &their 

caregivers, to 

determine how 

common it is &identify 

consequences for 

health of the patient 

or caregiver 

Review of 

international 

literature (13 

papers from 

USA & 11 

papers from 

outside USA.) 

n/a Systematic review of 4 

databases from 1966 to June 

2006, for studies that 

provided data on illness 

associated financial burden 

(stress), or perceived 

financial hardship (strain), 

from patients with terminal 

cancer. 

Strong review design, but 

less relevance as focus is 

illness costs not costs of 

caring, and no inclusion of 

non-cancer carers. 

 

24 papers identified. All US studies measured financial stress. Financ

implications of illness included carer giving up job (10-40%). African

carers reported higher levels of financial hardship than their white c

on all measures. One Australian study reported on financial burdens

ʹ more than half the carers had incurred extra costs. Loss of pensio

and costs of nursing home were potent sources of worry for spouse

Jo S et al.,2007, 

Canada [24] 

Research  To examine the 

perspectives of both 

the spousal caregiver 

and carerecipient on 

the caregiving 

experience in home-

based palliative care. 

Home settings, 

Canada 

10 spousal caregiver 

and care recipient 

dyads. Care recipients 

> 50 years and 

receiving palliative 

care. Recruited over 6 

months in 2001.  

Qualitative study. Separate 

home based interviews with 

caregiver and care recipient 

using 2 parallel interview 

guides. Analysed using 

predetermined coding 

template based on literature. 

Small qualitative study, 

therefore generalizability of 

findings unlikely. Very 

limited detail on the financial 

costs & implications. 

Caregivers reported financial stresses as one of many negative reac

caregiving.  

Caregivers noted costs of medical equipment and drugs were consi

expenses. Some had difficulties/frustrations coping with the costs. 

recipients were aware of financial strain spouses were under . 

McCrone P. 

2009, UK [35] 

Research To examine the cost 

impact of 

providing care for 

people with advanced 

disease 

and to demonstrate 

these costs using 

data from studies of 

Multiple Sclerosis 

;MSͿ͕ PĂƌŬŝŶƐŽŶ͛Ɛ 
disease (PD),and 

dementia. 

Various settings 

across the UK  

 

Study 1 -1942  

members of MS 

Society.  

Study 2 ʹ People with 

PD recruited from 

community based 

cohort (no numbers 

given). 

Study 3 ʹ 132 people 

with moderate 

/severe dementia 

recruited with carers.  

Secondary analyses of data 

from 3 studies. 

Study 1 ʹ questionnaire 

survey 

Study 2 ʹ service use costs 

recorded at 2 time points 

Study 3 ʹ interviews at 3 

time points to record service 

use and caregiver activity 

Secondary reporting of 

existing studies, but 

reporting is poor. No details 

on numbers for study 2, no 

details of sampling for study 

3. Difficult to ascertain 

relevance due to reporting 

issues. 

Study 1 - PĞŽƉůĞ ǁŝƚŚ ŵŽƌĞ ĂĚǀĂŶĐĞĚ MS  ŚĂĚ ͚ĨĂƌ ŚŝŐŚĞƌ͛ ŝŶĨŽƌŵĂů ĐĂƌĞ ĐŽƐƚƐ͘
Study 2 ʹ informal care  accounted for 80% of total costs. Secondar

showed costs of both formal services and informal care increased i

disease stage. 

Study 3 - Informal care amounted to 4 hrs/week for those in suppo

accommodation; 24 hrs/week for those living alone & 75 hrs/week

living with carer. Mean costs at baseline (in 1997/8) were £542 (in 

£305 (in supported accommodation). Informal care costs accounte

6% of costs respectively. 

Phipps et al.,  Research  To investigate Cancer centre 37 African-American & Caregivers interviewed at Strong prospective At baseline financial strain was similar in White and African-Americ



2003, USA [26] differences between 

African American and 

White caregivers in 

self-reported health, 

use of social support 

and resources, and 

emotional and 

financial strain when 

caring for a family 

member with 

advanced cancer. 

in Philadelphia , 

USA 

 

32 white family 

caregivers of patients 

with advanced lung or 

colon cancer, between 

Dec 1999 & July 2001.  

baseline & at 8 month follow 

up. Interviews addressed 

caregiver emotional and 

financial strain, and various 

other measures. 

Quantitative statistical 

analysis 

comparative design. Focus 

was comparison between 

groups rather than recording 

financial impact, but some 

financial data collected. 

Limited relevance to non-

cancer. 

(p=0.88). The more highly educated the caregivers were, the more l

were to say caregiving required work adjustments. (p=0.006). At fo

among caregivers of survivors, similar percentages of African-Amer

White caregivers reported care caused financial strain. Among care

patients who had died, 44% reported having to quit work to provide

care for the patient. 25% of family caregivers reported using most o

ĨĂŵŝůǇ͛Ɛ ƐĂǀŝŶŐ ŝŶ ĐĂƌŝŶŐ ĨŽƌ ƚŚĞ ƉĂƚŝĞŶƚ͘  

Tilden VP. et al. 

2004, USA [32] 

Research   To examine the end-

of-life experiences of 

elderly decedents 

dying out of the 

hospital and their 

family caregivers 

 

Community 

setting in 

Oregon , USA 

 

1189 family caregivers 

of decedents aged 65 

and older who died of 

natural deaths in 

community settings 

between 2000 and 

2002. 

Quantitative telephone 

interviews 2-5 months post 

death. Two scales 

constituting Financial Burden 

were used (Financial 

Hardship and Out-of-Pocket 

Expenses) in addition to a 

variety of other scales.  

Large prospective design, but 

only 53% of the target 

population were interviewed 

when considering refusals 

and those who could not be 

located. Only explored 

community settings and 

ĨŽĐƵƐ ǁĂƐ ͚ĞǆƉĞƌŝĞŶĐĞƐ͛ 
rather than financial impact 

66.1% of caregivers experienced at least one financial hardship eve

pocket expenses were common for families, especially for medicat

of ethnic minority decedents experienced more financial hardship 

whites (P=0.007) but the same frequency of out-of-pocket expense

financial burden was associated with greater caregiver strain.  

Waldrop DP et 

al. 2009, USA 

[27] 

Research  To understand how 

caregivers make the 

transition to end-stage 

caregiving and to 

illuminate its unique 

aspects using a stress 

process model. 

Hospice setting, 

USA 

 

74 caregivers of a 

family member > 50 

years who had been 

receiving hospice care 

for at least 2 weeks. 

 

Qualitative  semi-structured  

interviews exploring various 

areas including caregiving 

stressors, and resources. 

Continued until theoretical 

saturation.   

 

Qualitative design limits 

generalizability, but large 

sample achieved saturation. 

Focus was transition to end 

stage caregiving and 

application of model, 

financial impact was 

secondary to this.  

Financial strain was identified as a secondary stressor  in the stress

model.  All employed caregivers faced conflicts due to work and car

demands. Causes of financial strain compounded during the end st

caregiving. Unpaid deductibles and the cost of prescription drugs c

strain. Some family members left their job or moved house to beco

caregiver. Some family conflict about who would support caregiver

Chan ATC et al., 

2001, Hong 

Kong [29] 

Research To determine patient-

specific costs of 

palliative care of 

Heptocellular 

carcinoma; and to 

identify factors that 

drive patient costs. 

Teaching 

Hospital, Hong 

Kong 

All patients (n=204) 

who presented to the 

hospital with 

inoperable HCC 

between June 1996-

May 1997. 

Patients prospectively 

tracked until death. Informal 

services and indirect costs 

were measured using 

personal interviews 

once/month until death or 

last follow-up.  

Strong prospective design. 

Data collected 1996-1997 

therefore costs and impact 

may have changed. Focus 

was a specific cancer, 

relevance to other 

conditions unclear. Setting 

Hong Kong and may have 

less relevance in Western 

settings. 

11 caregivers reported loss of income, with a mean value of $HK8500.

All other cost related to patients rather than caregivers. 

Emmanuel EJ, 

2000, USA [23] 

 

 

 

 

Research To determine the 

mechanism for 

economic and non-

economic burdens of 

terminal illness and to 

identify potential 

ameliorating 

Outpatient 

settings in six 

randomly 

selected US 

sites 

988 terminally ill 

patients (<6 months 

prognosis) and 893 of 

their caregivers. 

Surveys (by interview) of 

patients and caregivers. 

Questions on a range of 

topics including economic 

burden. Questions regarding 

economic burdens and 

financial expenditures on 

Strong prospective design. 

Focus was economic burden 

of illness rather than of 

caregiving per se. Over 10yrs 

old so relevance may be 

reduced.  

Substantial need for care was strongly associated with economic bur

with moderate/high care needs were significantly more likely to re

or great economic hardship for their family (44.9% vs 35.3%; P = 0.

of their household income was spent on health care costs other tha

insurance premiums (28.0% vs 17.0%; P <= 0.001); and that they/the

had to sell assets, take out a loan, or obtain an additional job to pay

care costs (16.3% vs 10.2%; P = 0.004). 



interventions. health care were taken from 

previous studies.  

Dumont S et 

al., 2009, 

Canada [18] 

 

Research (a) identify and 

measure prospectively 

the goods and services 

used during the 

palliative phase; (b) 

estimate their costs; 

and (c) determine who 

paid. 

Five urban 

centres in 

Canada 

248 patients receiving 

palliative care and 243 

of their informal 

caregivers.  

Prospective questionnaire 

study with interviews on cost 

utilisation every 2 weeks 

until death or for 6 months. 

Questions  on types and 

number of goods and 

services used, and who paid 

for them.  

Strong prospective multi-site 

design with relevant focus on 

financial impact during 

palliative phase.  

26.6% of all costs incurred by participants were paid by the family (

by public health care, 1.6% by charities, and 0.5% by other payers).

(66.4%) of costs supported by the family was attributable to caregi

family also absorbed out-of-pocket cost (17.0%), and a part of cost

home medical equipment or aids (6.7%), and home care (4.4%). 

Parker D et al., 

2001, Australia 

[33] 

 

 

 

 

Research To examine the 

financial concerns of 

caring for someone 

with terminal cancer 

at home. 

South Australia Data collated from 

136 carers and 

bereaved carers of 

cancer patients.  

Mixed methods study 

involving interviews with 

carers, focus groups with 

bereaved carers and service 

providers, and a quantitative 

bereaved carer survey.  

Recall based design may be 

subject to recall bias. Cancer 

focus so relevance to other 

conditions unclear. 

59% of carers had incurred additional medication costs, 34% travel

30% dietary supplements, and 21% other items. Many carers repor

continence aids of up to $10/wk, and increased laundry costs. Impa

lifestyle differed by age. For older people major concerns were: los

recipients pension after death; concerns over nursing home costs. 

were fewer concerns with losing income as the carer had normally

younger people concerns included: increased child care costs; losing

etc.  

Covinsky KE et 

al., 1994, USA 

[21] 

Research To examine the 

impact of illness on 

the families of 

seriously ill adults and 

to determine the 

correlates of adverse 

economic impact. 

5 hospital 

centres in the 

US 

179 patients & 1950 

surrogates of patients 

(total = 2129) 

presenting at hospital 

with a terminal 

diagnosis defined as 

<6 months life 

expectancy.  

Prospective quantitative 

study. Patients/surrogates 

interviewed on admission to 

collect data on impact of 

illness and financial burden. 

Family Impact Interview also 

administered 2 and 6 months 

post discharge. 

Strong prospective design, 

large sample and multi-site. 

Focus was caregiving burden 

rather than financial impact, 

nonetheless useful data was 

collected.  

Severe caregiving burdens reported by many families. 31% of famil

of their savings, and 29% lost their major source of income. Costs o

required 17% of families to change personal plans. Families who we

to lose all or most of the family savings were younger (P<.001) and

non-white (P<.05), had lower incomes (P<.001), and had worse fun

(P<.01) than patients not reporting loss of savings. Increasing age o

increasing protection on loss of family savings until age 65 years whe

plateaued.  

Covinsky KE et 

al.,1996, USA 

[22] 

Research To explore whether 

economic hardship 

resulting from a 

serious illness is 

associated with 

preferences to forgo 

life-prolonging care. 

5 hospital 

centres in the 

US 

3158 patients & 

surrogates of patients 

presenting at hospital 

with a terminal 

diagnosis defined as 

<6 months life 

expectancy. 

Cross sectional design, two 

months following 

hospitalization interviews 

were conducted with 

patients and surrogates to 

learn about the financial 

impact on the patient's 

family, and patient's 

preference for goal of care. 

Strong prospective design, 

large sample and multi-site. 

Focus was mediators of 

preferences for life-

prolonging care, not financial 

impact. 

Loss of most or all of the family savings was reported by 24% of sub

change in family plans because of the cost of the illness was report

subjects. 27% of subjects reported at least 1 of these impacts and we

considered to have suffered economic hardship. Economic hardshi

associated with preferences for comfort care over life-extending car

Dumont S et 

al., 2010, 

Canada [19] 

 

 

 

Research This study aimed to 

highlight the 

trajectory of palliative 

care costs over the 

last five months of life 

in five urban centres 

across Canada 

5 urban centres 

in Canada 

160 terminally ill 

patients and their 

main informal 

caregiver 

Prospective questionnaire 

study. First interview in the 

ƉĂƚŝĞŶƚ͛Ɛ ŚŽŵĞ͕ ĨŽůůŽǁ-up 

interviews by telephone at 2 

week intervals until death. 

Information collected on  

goods and services used 

ƌĞůĂƚĞĚ ƚŽ ƚŚĞ ƉĂƚŝĞŶƚƐ͛ 
health condition, and on 

Strong prospective multi-site 

design with relevant focus on 

financial impact during 

palliative phase. 

Regarding informal care (defined as caregiving time provided by the

ŝŶĐƌĞĂƐĞ ƐƚĂƌƚŝŶŐ Ăƚ ƚŚĞ ĮĨƚŚ ŵŽŶƚŚ ƚŽ ƚŚĞ ƚhird month preceding d

observed. The mean total cost related to caregiving time was about

higher in the third month preceding death, as compared to that obt

ĮĨƚŚ ŵŽŶƚŚ ƉƌĞĐĞĚŝŶŐ ĚĞĂƚŚ͘ TŚĞƌĞĂĨƚĞƌ Ă ƐůŝŐŚƚ ĚĞĐƌĞĂƐĞ ;ʹ26.0%)

the third to the last month of life. 



informal caregiving time. 

Jacobs P et al., 

2011, Canada 

[20] 

 

 

 

 

Research To provide a unified 

measure of economic 

burden faced by 

families during the 

palliative phase of 

care, and to compare 

this measure to 

Statistics Canada low 

income cut-off 

5 Canadian 

urban regions 

192 palliative care 

patients and their 

informal caregivers 

Quantitative interviews 

every 2 weeks up until the 

patients death, or for 6 

months. Details on expenses, 

time off work etc. Economic 

burden defined as normal 

income before caregiving, 

minus a monetary evaluation 

of time lost from work, and 

out of pocket expenses . 

Strong prospective multi-site 

design with relevant focus on 

financial impact during 

palliative phase. 

About 9% (n=17) of families incurred economic losses of 10% of the

gross annual income. Low income status changed from 27 participa

40 participants (after). Costs broken down into: out of pocket costs; 

and total loss. Most families (n=142, 74%) reported no loss of incom

majority of families (n=147, 77%) reported out of pocket costs betwe

127 (66.1%) families reported total losses of $1-$999, only 3 (1.6%

reported losses of >$10,000. 

McGarry K 

&Schoeni RF, 

2005 USA [38] 

 

 

 

 

Research To investigate the gap 

in poverty, income, 

and wealth between 

elderly widows and 

older married people, 

with a focus on the 

role played by medical 

out-of-pocket (MOOP) 

expenditures spent on 

dying spouses 

Community 

dwelling elders, 

USA 

Community dwelling 

people >70 years and 

their spouses/ 

partners. 271 widows 

and 3550 married 

couples. 

Panel Survey of  individuals 

and  spouses/partners. 

Interviews in 1993 and then 

biannually. An exit interview 

undertaken for partners of 

individuals who have died, 

including medical expenses 

up until death. 

Strong longitudinal design. 

Limited relevance as focus 

was older people (less 

relevance to younger 

caregivers) and on 

differences between 

widowed and married. 

44% of the difference in economic status between widows and mar

persons was due to disparities in economic status that existed prio

widowhood. The remaining 56% was due to factors more directly r

death of a spouse, including loss of income, nursing home costs, pr

drugs, physician charges & insurance premiums. On average, MOO

ŝŶ ƚŚĞ ĮŶĂů Ϯ ǇĞĂƌƐ ŽĨ ůŝĨĞ ǁĞƌĞ ĞƋƵĂů ƚŽ ϯϬй ŽĨ Ă ĐŽƵƉůĞ͛Ɛ ĂŶŶƵĂů ŝŶĐŽŵĞ͘ FŽƌ 
couples in the bottom quarter of the income distribution, expendit

of income. 

 


