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Introduction 

IŵpƌoǀiŶg the ƋualitǇ of life of Đaƌeƌs is the ultiŵate goal of Đaƌeƌs͛ poliĐǇ aŶd suppoƌt 
services. This paper discusses issues and challenges in conceptualising aŶd ĐoŵpaƌiŶg Đaƌeƌs͛ 
quality of life in England and Japan, based on developing a Japanese-version of the self-

completion Adult Social Care Outcomes Toolkit for Carers (ASCOT-Carer). Since supporting 

carers in employment is a key concern in both countries, we particularly focus on this group 

of carers.  

Contextual similarities and differences between England and Japan 

Before comparing carers in England and Japan, it is important to understand contextual 

similarities and differences. In Japan, 27.7% of the population is aged over 65 years, with 

13.8% aged 75 years or over. An important societal and political question is how to support 

this ageing population. In 2000, Japan established a Long Term Care Insurance (LTCI) system 

to fund institutional and community-based care services for eligible older adults. The LTCI 

system is funded by insurance premiums paid by people aged 40 years or older and by 

taxation. LTCI users also directly contribute between 10% and 30% of the service costs.  

The LTCI system aims to facilitate the provision of long-term care to older citizens with 

health and support needs. This is, in part, a response to the fact that the number of LTCI 

service users increased from 1.8 million to 5.2 million between 2000 and 2017. Many are 

supported by a family carer. Japan has more than six million carers which represents about 

ϱ% of the total populatioŶ. ϱϱ% of JapaŶ͛s Đaƌeƌs aƌe of ǁoƌkiŶg age, aŶd ǁoƌkiŶg Đaƌeƌs 
represent 5.2% of the total Japanese working population; this proportion is expected to 

increase as the population ages. Many Japanese family carers adopt a caring role due to 

cultural expectations, duty and obligation though this expectation seems to be changing. 

Many struggle with the demands of caring, an issue that is made worse by the fact that 

there are few formal LTCI services (Yamaguchi, 2011).  

Around 100,000 people in Japan give up paid work each year to provide care to a relative 

with (often) negative consequences for the carer, the employer and the wider economy. 

Prime Minister Shinzo Abe and his cabinet have developed a number of policies to support 

carers. For example, the 2016 amendment to the Child Care and Family Care Leave Act 

offeƌs Đaƌeƌs ŵoƌe fleǆiďilitǇ ƌegaƌdiŶg ͚Đaƌe leaǀe͛, tiŵe off aŶd ƌeduĐed ǁoƌkiŶg houƌs 

(Minister of Health, Labor, and Welfare, 2018). Under the Act, the employer is obliged to 

͚ĐoŶsideƌ eǆeŵptioŶ fƌoŵ oǀeƌtiŵe oƌ loŶgeƌ houƌs͛ to eŶaďle eŵploǇees to ďalaŶĐe ǁoƌk 
and caring roles. This is a particular challenge in Japan where there is a culture of long 

working hours; 20% of employees work 49 hours per week or more (Cabinet Office, 2018). 
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The benefit rate from Employment Insurance1 foƌ ͚Đaƌe leaǀe͛ has also iŶĐƌeased fƌoŵ ϰϬ% 
to ϲϳ% of the Đaƌeƌ͛s ǁage to pƌoŵote the uptake of Đaƌe leaǀe.   

These initiatives are viewed as positive in terms of supporting working carers but there is 

still a long way to go. Support for carers is not mandated within the LTCI system, there is no 

legislatioŶ to pƌoteĐt Đaƌeƌs͛ ƌights, Ŷoƌ is theƌe a ŶatioŶal Đaƌeƌs͛ stƌategǇ. PoliĐǇ disĐouƌse 
still primarily conceptualises carers as unpaid resources rather than citizens with individual 

ƌights. ͚SuppoƌtiŶg caƌeƌs͛ is ǁidelǇ uŶdeƌstood to ŵeaŶ suppoƌtiŶg the Đaƌeƌ ;aŶd ǁideƌ 
family) to provide care to the dependent relative for as long as possible.  

In England, family and other unpaid care is also a pivotal dimension of the long-term care 

system; 48% of carers providing 20 hours of more of care per week (NHS Digital, 2010). 

There are more than five million carers in England, representing over 12% of the population 

(NHS Digital, 2010). Formal community-based and/or residential care services can be self 

funded (privately) or publicly-funded or a mix of the two. Public funds for carer support and 

(most) care of people who have support needs are administered by local authorities2. 

Publicly-funded care of this type is subject to strict eligibility criteria and is means-tested. 

Despite EŶglaŶd͛s ageiŶg populatioŶ iŶĐƌeasiŶg, ďetǁeeŶ ϮϬϬϴ/Ϭϵ aŶd ϮϬϭϮ/ϭϯ the Ŷuŵďeƌ 
of adults receiving state-funded care and support fell from 1.8 to 1.3 million due to a policy-

driven reduction in public spending (National Audit Office, 2014).  

English social policy has a mixed view of carers variously conceptualising them as unpaid 

͚ƌesouƌĐes͛ ;like JapaŶͿ, ͚Đo-ǁoƌkeƌs͛ oƌ ͚Đo-ĐlieŶts͛ ;Tǁigg, ϭϵϴϵ; ‘aŶd et al, ϮϬϭϰͿ. IŶ the 
past tǁeŶtǇ Ǉeaƌs, ŶatioŶal Đaƌeƌs͛ stƌategies haǀe eǆplicitly recognised the need to identify 

and support carers to maintain their own health and wellbeing and help those of working 

age to remain in employment, education or training (Department of Health and Social Care, 

2018). Three quarters of family carers are of working age (NHS Digital, 2010). Under the 

Care Act (Department of Health, 2014), carers may be eligible for support in their own right. 

LoĐal authoƌities haǀe a legal ƌespoŶsiďilitǇ to assess Đaƌeƌs͛ Ŷeeds iŶ ƌelatioŶ to speĐified 
outcomes (e.g. ŵaiŶtaiŶiŶg peƌsoŶal ƌelatioŶshipsͿ aŶd to ŵeet ͚eligiďle suppoƌt Ŷeeds͛. The 
Ŷuŵďeƌ of Đaƌeƌs ǁho aĐĐess a Ŷeeds assessŵeŶt aŶd Đaƌeƌs͛ suppoƌt seƌǀiĐes, hoǁeǀeƌ, 
remains persistently low even though an increase had been projected with the 

implementation of the Care Act.  

MeasuƌiŶg caƌeƌs’ Ƌuality of life  

The ASCOT-Carer is a measure of care-related quality of life. This is defined as aspects of 

quality of life that are important to carers and may be the target of long-term care services 

(in the UK, social care services) for carers (e.g. carer support groups) or for care-recipients 

(e.g. home care, residential care) (Rand et al, 2015). The instrument was developed in 

England for use in research and evaluation of service effectiveness (Rand et al, 2015).  

                                                      
1 Employment insurance is funded by a premium from employers, workers and government to protect workers 

who become unemployed or who have difficulties in maintaining employment for example due to caring.  
2 Local authorities administer the legal duties and functions of local government. The 151 local authorities in 

England with Adult Social Services departments are responsible for publicly-funded adult social care services. 
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The ASCOT-Carer includes one item for seven care-related quality of life attributes (see Box 

1). Each attribute is rated by the carer as one of the following four outcome states - aŶ ͚ideal 
state͛, ͚Ŷo Ŷeeds͛, ͚soŵe Ŷeeds͛ oƌ ͚high-leǀel Ŷeeds͛ ;www.pssru.ac.uk/ascot).  

Box 1. ASCOT-Carer attributes  

 

 

 

 

 

 

To develop a Japanese-version of ASCOT-Carer, we followed a translation and cultural 

adaptation process of ĐoŶĐept elaďoƌatioŶ, ͚foƌǁaƌd aŶd ďaĐk͛ tƌaŶslatioŶ aŶd ĐogŶitiǀe 
debriefing (i.e. clarification of understanding of the questionnaire wording and tone). This 

took place in December 2016 and was followed up by a pilot study (n=272) in March 2017. 

There were iterative amendments throughout the process to develop a final-version 

translation. The pilot study results indicated that the Japanese version of the ASCOT-Carer is 

broadly comparable to the English version, whilst also being culturally appropriate and 

acceptable to Japanese carers.  

Issues and challenges  

Several issues and challenges were experienced in conceptualising and comparing quality of 

life in translating the ASCOT-Carer into Japanese.  

First, the results showed that respondents understood the meaning of all the translated 

questioŶs eǆĐept those oŶ ͚peƌsoŶal safetǇ͛. This ƌelated to the Đaƌeƌ feeling safe in relation 

to fear of abuse, physical harm or accidents that may arise as a result of caring. Cognitive 

debriefing with carers in England indicated that carers understood this question to refer to 

the risk of physical harm due to care tasks (e.g. lifting) or as a consequence of behaviours by 

the care-recipient, including physical, verbal or emotional abuse (Rand et al, 2015). 

Japanese respondents seemed to have difficulty understanding the concept of safety in the 

ĐoŶteǆt of the ĐaƌiŶg ƌelatioŶship. BeĐause ͚AŶzeŶ͛ ;safetǇͿ ĐoŶǀeǇs the ŵeaŶiŶg of Ŷot 
ďeiŶg at ƌisk of Đƌiŵe, it is diffiĐult foƌ ƌespoŶdeŶts to ĐoŶĐeptualise ͚safetǇ͛ as ƌelatiŶg to 
caring. Due to the different cultural context and discourse around elder abuse in Japan, 

Japanese carers may never before have considered their exposure of abuse or harm in the 

context of a care relationship.  

Elder abuse is a key social concern for older adults living in care institutions and private 

households in Japan. The  Act on the Prevention of Elder Abuse, Support for Caregivers of 

Elderly Persons and Other Related Matters enacted in2005 (Ministry of Justice, 2018) was 

introduced to address this issue. In 2016/17, more than 16,000 cases of elder abuse or 

OĐĐupatioŶ ;͚doiŶg thiŶgs I ǀalue aŶd eŶjoǇ͛Ϳ 
Control over daily life 

Self-care 

Personal safety 

Social participation and involvement 

Space and time to be yourself 

Feeling supported and encouraged in the caring role 

 

http://www.pssru.ac.uk/ascot
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neglect by family carers were reported; this includes 25 deaths. We decided to delete the 

ǁoƌd ͚GǇakutai͛ ;aďuseͿ iŶ the fiŶal JapaŶese tƌaŶslatioŶ of the ASCOT-Caƌeƌ ͚PeƌsoŶal safetǇ͛ 
question because at the present time abuse is viewed as directed towards the care-recipient 

by the carer not the other way around.   

Second, there are cultural differences around the meaning of social participation with 

regard to family relationships. In the original English version of the ASCOT-Caƌeƌ, ͚soĐial 
paƌtiĐipatioŶ͛ is defiŶed as being able to maintain meaningful relationships with friends and 

family, as well as feeling part of their community. IŶ JapaŶese, ͚Shakai SaŶka͛ ;soĐial 
participation) may not immediately be understood to include everyday relationships 

between family members. Cultural expectations of family members with regard to caring is 

another important consideration. When caring issues arise familial conflict is common; this 

is particularly the case among siblings regarding parental care. A decrease in the average 

size of families and a rise in single (never-married) and divorced people has affected the 

pool of available carers; more women being in employment is also an issue that has affected 

it.  Traditionally, daughters-in-law would have lived with parents-in-law and undertaken the 

caring role. Today, fewer than 10% of main carers are co-resident daughters or sons-in-law, 

a quarter (25.2%) are spouses, and a fifth (21.8%) are co-resident daughters or sons. The 

role of formal services and extra-resident adult children is increasing; 12.2% and 13.0% of all 

carers are extra resident families and formal services, respectively. The remaining 

pƌopoƌtioŶ aƌe ͚uŶkŶoǁŶ͛ ;ϭϱ.Ϯ%Ϳ, ͚otheƌs͛ ;ϭ%Ϳ oƌ ͚otheƌ Đo-ƌesideŶt faŵilies͛ ;ϭ.ϵ%Ϳ. A mix 

of demographic and social changes has disrupted assumed patterning of familial care. 

Third, structural systemic differences between the countries need to be considered. In 

England, the healthcare and long-term care systems are funded, administered and accessed 

separately, despite sustained efforts to integrate them. The ASCOT-Carer was designed to 

measure care-related quality of life in relation to long-term care services. Nevertheless, the 

measure inevitably captures aspects of quality of life that may be affected by healthcare 

interventions. This is relevant to the translation and adaptation of the ASCOT-Carer for use 

in Japan, since the Japanese LTCI system covers health and long-term care without 

distinguishing between the two types. In addition, although some home care services are 

included in the LTCI programme, long-term services, especially for carers, are rather limited. 

It is therefore challenging to identify carers who benefit from long-term support.  

Furthermore, the Japanese care management system in LTCI - the mechanism by which 

need is assessed and support provided - only focuses on the person with dependency needs 

not family carers. To address this, Japanese researchers and carer organisations are seeking 

to iŶtƌoduĐe Đaƌeƌs͛ assessŵeŶts. Ouƌ ƌeseaƌĐh teaŵ is seekiŶg to deǀelop a ĐoŵpƌeheŶsiǀe 
Đaƌeƌs͛ assessŵeŶt, iŶĐludiŶg the ASCOT-Carer. While this tool was originally designed to 

measure long-term care-related quality of life for carers in England, the tool may be useful 

for identifying needs and promoting long-term care support for Japanese carers.  

Finally, demographic differences that affect the experience of caring need to be considered. 

As the number of single older person households and households consisting of elderly 

couples increases in Japan, more attention is being paid to the diverse and complex nature 

of caring. Increased incidence of carer burnout, elder abuse, and acknowledgment of unmet 

need amongst (mainly) frail elderly people is becoming more prevalent and more visible. A 

reduction in the number of middle aged and younger adults may exacerbate these issues. 
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Not only will it create labour shortages - including in the care industry – but it is likely to 

have a significant impact on the availability of unpaid carers. The results of a web-based 

survey among ex-working carers in 2013 (N=994) revealed that more than one in four left 

their job due to a deterioration in their health; it is likely that some of the health problems 

are linked to care demands (MUFG Research and Consulting, 2013). Although caring is still 

undertaken predominantly by women, the working carer issue has highlighted the fact that 

the number of male carers is increasing (Ikeda, 2017). In 2016, more than thirty percent of 

co-resident primary carers were husbands or sons (15.5% and 17.2%, respectively). There is 

a particular need to explore the profile and needs of male carers in Japan.    

Although the process of translating the ASCOT-Carer into Japanese identified some shared 

challenges in relationship to carers in England and Japan, it also exposed a number of key 

differences. In England there is some policy recognition of carers needs and a reasonably 

well developed formal care service, albeit severely under-funded.  This is not the case in 

Japan. The process also highlighted the importance of taking account of socio-cultural 

distinctions when interpreting and studying the dimensions of carer quality of life in 

different countries. By using the ACOT-Carer in Japan the authoƌs hope to eǆploƌe Đaƌeƌs͛ 
quality of life and compare it with evidence from England. More work is needed to 

uŶdeƌstaŶd the Đoŵpleǆ Ŷatuƌe of ĐaƌiŶg iŶ JapaŶ, ƌaise aǁaƌeŶess of Đaƌeƌs͛ Ŷeeds aŶd 
develop effective support for both carers and the person they look after.   

 

  



6 

 

References    

Cabinet Office (2018) JapaŶ’s plaŶ for dyŶaŵic eŶgageŵeŶt of all citizeŶs, 

https://japan.kantei.go.jp/content/jpnplnde_en.pdf 

Department of Health (2014) Care Act, London: DH. 

Department of Health and Social Care (2018) Carers action plan 2018 – 2020: Supporting 

carers today, 

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachmentd

ata/file/713781/carers-action-plan-2018-2020.pdf 

Ikeda, S. (2017) Supporting working carers' job continuation in Japan: prolonged care at 

home in the most aged society, International Journal of Care and Caring, 1 (1): 63-82.  

Minister of Health, Labor, and Welfare (2018) Outline of the Child Care and Family Care 

Leave Act.  

Ministry of Justice (2018) Act on the Prevention of Elder Abuse, Support for Caregivers of 

Elderly Persons and Other Related Matters. 

http://www.japaneselawtranslation.go.jp/law/detail/?id=2045&vm=04&re=01 

MUFG Research and Consulting (2013) Company survey on work life balance,  

https://www.mhlw.go.jp/bunya/koyoukintou/dl/h24_itakuchousa00.pdf 

National Audit Office (2014) Adult social care in England: Overview, London: National Audit 

Office. 

NHS Digital (2010) Survey of carers in households: England, 2009-10, London: NHS Digital.  

Rand, S. E., and Malley, J. N. (2014) Carers' quality of life and experiences of adult social care 

support in England. Health and Social Care in the Community, 22(4), 375-385. doi: 

10.1111/hsc.12089 

Rand, S. E., Malley, J. N., Netten, A. P., and Forder, J. E. (2015) Factor structure and 

construct validity of the Adult Social Care Outcomes Toolkit for Carers (ASCOT-Carer), 

Quality of Life Research, 24(11): 2601-14.  

Twigg, J. (1989) Models of carers: How do social care agencies conceptualise their 

relationship with informal carers? Journal of Social Policy, 18(1), 53-66.  

Yamaguchi, M. (2011). Re-questioning about socialization of care: Focusing on local care mix 

and care capital, Japanese Journal of Gerontology, 33(1), 82-87(in Japanese). 

 

Our research was supported by the Japan Society for the Promotion of Science, KAKENHI 

(Grands-in-Aid for Scientific Research -B 16H03715.) 

 

 

 

 

 

 

 

https://japan.kantei.go.jp/content/jpnplnde_en.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachmentdata/file/713781/carers-action-plan-2018-2020.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachmentdata/file/713781/carers-action-plan-2018-2020.pdf
http://www.japaneselawtranslation.go.jp/law/detail/?id=2045&vm=04&re=01
https://www.mhlw.go.jp/bunya/koyoukintou/dl/h24_itakuchousa00.pdf
https://doi.org/10.1111/hsc.12089

