The Hidden Chinese Carers

By Cecilia Tsang
“CARERS look after family, partners or friends in need of help because they are ill, frail or have a disability. The care they provide is unpaid.”
 I have used the logo of Carers UK to start with as I want to draw the attention of the readers to the distinction between family carers and those people who are employed to carry out caring as their paid jobs. It is a distressing fact to acknowledge that even after repeated raising awareness of carers - are not paid care workers or care assistants or domiciliary care workers - a lot of people still refer to the paid care workers as carers. It is, therefore, not surprising to find out the fact that many Chinese Community Workers are still stuck with the term “carers”, and the Chinese carers, especially those hidden ones, may not know that they are officially known as carers in order to get their social and political status recognised.

Caring has existed ever since human history started. People go through a cycle of being born, growing old, falling ill and finally dying. The next-of-kin pick up the responsibilities of caring for the frail and disabled without questioning themselves why they have to do so. They regard caring as a duty, love and it seems to them there are no other alternatives. Over five thousand years in Chinese history, women were expected to look after their families, care for their elders and children alike. These women carers, of course, also a comparatively smaller number of men carers, shoulder the role of caring unaided and single-handedly. They do not call themselves carers as they think they are children, not carers, of their beloved, frail, disabled or elderly parents; and naturally they are parents, not carers, when caring for their own loving children if they are disabled or ill. Chinese people in the UK care for their family members as they used to in their homeland when they left it. They are, therefore, not aware that help is always at hand nowadays for them if they have asked for it, as any of their peers carers in the UK.       

There are 6 million
 carers throughout the UK, 10% of the total population, or 12% of the adult population. There are estimated to be about 730,000
 carers living in London. There may be about 285,000
 Black and Minority Ethnic carers in the UK. London has the highest number of Black and Minority Ethnic carers and there are an estimated 4,490
 Chinese carers in London, of whom, about 1,830 are men and 2,660 women. Most (2,400) of the Chinese carers are found in Inner London and the rest (2,090) are in Outer London. At present the number of identified Chinese carers is an estimated 200, less than 5% of 4,490. Therefore, to identify the hidden Chinese carers is not an easy task. Because of the large number of hidden Chinese carers, the Chinese National Healthy Living Centre and Carers London had jointly launched the Chinese Carers Register on 5th December 2003 during the Carer’s Rights Day Conference, hoping to encourage more hidden Chinese carers to register, and eventually get carers’ services when needed.

Combining caring responsibilities and paid work can be very stressful, tiring, miserable and helpless. Most of the adult Chinese carers are working at the same time providing significant care for their family members. The financial loss of caring can be significant as many Chinese carers are breadwinners and cannot afford losing their jobs. As most Chinese carers are worse off financially after becoming part-time carers or have no earning at all when caring full-time, they depend on benefits such as Carer’s Allowance and Income Support to maintain breadline living levels. Some Chinese carers feel ashamed to depend on benefits, therefore, they prefer to work to earn their own living; and caring after working hours simultaneously. The impact of caring can be detrimental to the health of the Chinese carers, in terms of worry, depression, isolation and very limited or no social links with the wider Chinese community. I have seen examples of Chinese carers become cared for persons themselves because after many years of caring, they become ill due to lack of support for themselves, no outside help and no breaks from caring, and finally the carers need care from the former cared for persons, whom in turn,  provide substantial amount of care to assist their daily living and personal care. Having no breaks, from their caring responsibilities is common among the Chinese carers as their cultural belief may not prefer it, more precisely to say, the Chinese carers themselves have not acquired the western culture as their peer carers. Of course, part of the blame should go to the restricted dissemination or information of the carers’ services available to all.   

The Chinese carers, same as their peer carers in the UK, provide a wide range of care from helping with the shopping regularly to providing continuous care. About 51% of carers looking after someone within their own home provided personal care e.g. bathing, washing, dressing, toileting; 57% provided physical help with getting in and out of bed, walking, getting up and down stairs; 26% involved in providing personal care such as washing; 22% administer medicines and 71% give other practical help
. But, unfortunately to say, the Chinese carers are particularly disadvantaged as they are almost unaware of their own rights as carers, not to mention acquiring the knowledge and use of the carers’ services that are prevalent in the wider community. Who is to blame for their ignorance?

Overall situation of Chinese carers on the national mapping of carers:

1. Identification of Chinese carers 

During the past three years, I have contacted many Chinese Community Centres in London and nearly all of them have acknowledged that they have no funding for Chinese Carers Projects within their communities, and literally acknowledged that there are no carers known to their organisations. They have identified disabled persons and provided services for them. Unfortunately, due to limited funding and resources, they have not identified the Chinese carers, nor recognised them as partners in care and involved them in decisions about the cared for person or child whenever possible. Nor have they been involved in the design and delivery of services for the disabled persons.
 However, I have been invited by other Black and Minority Ethnic Groups to deliver presentations to many Chinese Communities in London and different parts of the UK, raising awareness of  carers’ issues among the Chinese community. The response is an overwhelming mixture of excitement and anger, as it is the first time the Chinese participants hear about the term “carers”, “carers’ services”, “carers’ rights” and “benefits for carers”. There is still a long way for the hidden Chinese carers to be identified and recognised. Dissemination of overall carers’ service delivery needs greater and urgent improvement. 

Cllr. Sharan Tabari, Westminster Councillor, Harrow Road Ward, when addressing the Chinese Carers Support Group on 5th December 2003, said, “It is only through collective action of these communities that their voices could be heard. Collective action through forming voluntary groups and self-help groups, like the one that I am addressing now. It is through these small, focused groups that we can highlight the problems we encounter in our communities and through their voices we can demand a remedial response to it.” As a matter of fact, I encourage the hidden Chinese carers to refer themselves to their local Chinese Community organisations, via their influence and action, to get whatever carers’ support services carers are entitled to.  

2. Recognition of Chinese carers

With the setting up of the Chinese Carers Support Group in April 2001 and the launch of the Chinese Carers Register on 5th December 2003, the Chinese National Healthy Living Centre and Carers London hope to reach out to the hidden Chinese carers and give them  general recognition like their peer carers throughout the UK. When the Chinese carers come to register, I would like to say “thank you” for their hard work in caring for someone they love, without asking for any salary, and this helps towards saving the nation £57 billion
 a year. I would like to express my special thanks for their enormous support for the cared for persons. At the same time, I would like to provide them a link to the carers’ services; to put them in the right direction if they need advice and practical help, and to keep them updated with the latest information and services for carers.

Alternatively, the Chinese carers, especially those hidden ones, should register with their General Practitioners (GP) as carers, let their GPs know if they need any information, advice, counselling, complementary therapies and/or support to assist them coping with their caring roles. The Government expects GPs to give carers information they need to enhance their caring role. The Prime Minister, Tony Blair, mentions, “The National Strategy for Carers - the first ever by a Government in Britain - sets out what we have been doing, and what we are going to do. It offers practical help in ways which are needed, and which will work. Carers will have better information. They will be better supported. They will be cared for better themselves. What carers do should be properly recognised, and properly supported - and the Government should play its part. Carers should be able to take pride in what they do. And in turn, we should take pride in carers. I am determined to see that they do - and that we all do.” 
      

3. Information for the Chinese carers

Attitudes and beliefs of the Chinese carers are conservative due to lack of knowledge,

especially amongst the non-English speaking carers and elderly carers. “The development 

of an information strategy was seen as a key target in the National Carers Strategy.”

There are limited translated leaflets or booklets in the Chinese language and not many 

information awareness events often mean that most Chinese carers do not know about the existence of the carers’ services, how to use them and where to get them present great difficulties. This is especially serious when the Chinese Community Workers themselves are not particularly motivated or interested in advocating carers’ services due to restricted resources or funding or lack of information themselves. 

I know, at present, there are three Chinese Centres in London with Chinese Carers Projects. The Chinese National Healthy Living Centre had its Chinese Carers Project funding stopped about four years ago, but manages to work in partnership with Carers London in facilitating the Chinese Carers Support Group. Lambeth Chinese Community Association has a part-time Carers Support Worker assisting Chinese carers with advice and support. The Carers Services Development Project of the Chinese Mental Health Association started in 2003 providing befriending, advice and support services for Chinese carers for people with mental health problems. I would like to see, in the near future, more Chinese Carers Projects starting in different parts of London providing the Chinese carers with a wide range of culturally appropriate and socially sensitive carers’ services in assisting the Chinese carers to cope better with their caring responsibilities. 

Timely, accessible, up to date and relevant information in Chinese and in various formats including leaflets, videos, audio tapes and information on the internet
 for the Chinese carers, especially the hidden ones, is important. The following information is available:    

A Chinese leaflet “How to get help in looking after someone - A carers’ guide to a carers’ assessment” from Department of Health. 

A Chinese booklet “Better Care, Higher Standards” from Dept of Health.     

An audiotape in Cantonese for carers looking after people with cancer from the Cancer Equality Carers Project, Afiya Trust.

A Carer’s Rights Pack in Chinese from Carers UK.

There is a website in 10 different community languages, and Chinese is one of them. Information for carers from Carers UK is available in Chinese via the LASA multikulti website. 

The above information leaflets and website information are useful not only to the Chinese carers, but also helpful to the professionals working with the carers from Black and Minority Ethnic backgrounds. Easy access internet information for carers will be useful for a wide range of professional involving work with the Black and Minority Ethnic carers, especially the Chinese carers. Alternatively, if you are aware of any particular information the Chinese carers would like to have, please pass it onto the Government Departments concerned and they would try their best to have those information translated into Chinese language.     

If you are aware of other leaflets and booklets in Chinese, audiotape and video tapes in Cantonese, carers information on the internet, please inform our Chinese carers.   

4. Language barriers

Communication has long been identified as the major problem for the Chinese carers to access mainstream carers’ services. The Chinese carers use link workers, interpreters and advocates helping them in bridging the communication gap with services providers. The low pick-up of services among the Chinese carers is a direct outcome of poor communication due to the absence of language skills, translated materials and cultural sensitivity among the Community Care and Social Care professionals and services providers. 

I am sure you are aware that there are over a hundred Black and Minority Ethnic communities living in London and the rest of the UK, speaking over one hundred and fifty different languages. There are 247,403 Chinese in the UK and about one third of them, that is, 80,208
 are living in London. These diverse and distinct voices could make the difference in how their local governments are governed. Therefore, I am confident that the Chinese carers, via collective action and voices of their local Chinese organisations, will attempt to overcome language barriers gradually or get proper and appropriate carers’ services despite the language barriers.   

5. Insufficient culturally appropriate services   

Community Care and Health care may not take into account the needs of the Chinese carers and their cared for persons, therefore, they may not find the services useful or feel welcome to use them. Many Chinese carers find that their individual cultural, religious and social needs are not met by the mainstream Health care or Community Care services. If they ask for these to be addressed, they would be viewed as a problem. The Chinese carers feel that services for the cared for persons are delivered as part of a single, ready-made package without choice and are presented to them irrespective of their individual cultural and social needs. The Chinese carers and their cared for persons find it unacceptable and unrespectable if caring is not provided on individual basis, and they might reject the services altogether. But, due to language barriers and lack of information, the Chinese carers face double disadvantages, exclusion, isolation and discrimination. They have not yet made their voices heard regarding their needs as carers, cultural, social and religious requirements as Chinese carers.   

6.  Housing issues

Apart from small, overcrowded living conditions, poor environment, I have identified that some provision of supported and non-supported housing of suitable quality, help to solve problems with repairs and adaptations are of great concern to Chinese carers. I would like to advocate for the Chinese carers to make sure that Housing Policy reflects early recognition of changing circumstances within families where there are caring responsibilities. I cannot turn a blind eye to the fact that housing problems are headaches to the Chinese carers or the disabled persons they care for. Housing Law itself is a complicated area, a well-qualified adviser needs to combine Community Care Law, Housing Law and carers’ issues together when advising the Chinese carers about housing problems arising from caring. When a Chinese carer goes to live in the cared for person’s house to provide regular and substantial care, Housing Benefit, Council Tax Benefit and Tenancy Agreements can become problematic if advice is not given properly, timely and in advance. 

7.  Carers’ Assessment

When I refer some Chinese carers to their local Social Services Department for Carers’ Assessment, I need to exhaust all my resources to get them done because Social Services do not routinely offer Carers’ Assessment to carers, with no exception for the Chinese carers. The existing Guidance
 states that “carers should be informed of their rights” and the “carers can ask for Carers’ Assessment on their own rights”. Even though I was once told frankly by a social worker that the carer might end up getting nothing after completing a Carers’ Assessment, I disagreed with this to a certain extent, because “the Carers’ Assessment offered to carers might lead to improvement of the quality of the services they receive and raise the quality of carers’ lives, eliminate risk to health and safety of the carers and prevent the breakdown of the caring situation.”
 It is, therefore, important that the Chinese carers should exercise their statutory rights as carers by requesting their Carers’ Assessment done at the very first available opportunity.   

8.  Access to services and support

The Chinese carers find the “system” complicated and difficult to cope with because they do not know how the “system” works. There is little Chinese translated information. Access to information about Community Care, Social Care services and benefits for the cared for persons, complementary therapies or carers’ services for the Chinese carers, depend very much on their ability to read and speak English, and most important of all, their willingness to accept outside help.

Raising awareness of Chinese carers and carers’ issues across the health services e.g. within GP practices and hospitals is important because I want to make sure that the Chinese carers are listened to, even though it is done via interpreters or advocates; respected and involved in the health care of the person they care for whenever possible. Providing training and information to the Chinese carers on health-related issues cannot be ignored any more. I wish to ensure that the Chinese carers have access to health care for themselves, and the health professionals should recognise that the Chinese carers may have their own health problems and be referred to carers’ services to support them as carers. The situation of “a significant number of people from BME groups find it difficult to communicate with their GP”
 should be addressed by employing more health advocates. I do not want to see any more refusals of services for the Chinese carers based on the scenario of “ a lot of BME people don’t understand the language used by their doctors.”
 The non-English speaking Chinese carers and elderly carers can access health services effectively with the use of interpreters and advocates. 
In recent Parliamentary debates about carers at the House of Lords was on 23rd June 2003, Lord Chan asked, “My Lords, while on the subject of hidden carers, what is being done for carers who are looking after people who are not fluent in English and therefore have an added disadvantage, particularly if they happen to be their children?” The Parliamentary Under-Secretary of State, Department of Health, Lord Warner replied, “My Lords, there are issues particularly around Black and Minority Ethnic carers. The Department continues to work towards achieving better services for people in this category and those whose first language is not English. We funded a Good Practice Guide for practitioners working with Black carers, developed by the National Black Carers Workers Network. We shall continue to study this area carefully and try to make further improvements.” Therefore, health and other professionals would find this “We Care Too - Good Practice Guide”
 useful in understanding the difficulties faced by the Black and Minority Ethnic carers, including the Chinese carers, in accessing health care services. At the same time, the Chinese Community Workers should also read “We Care Too - Good Practice Guide” to make sure that all the carers’ issues have been picked up and taken into account by the professionals in their delivery of services to the Chinese disabled persons or carers.     
9.  Respite

Respite care is care that is provided by somebody else while the carers have time away from their caring responsibility. The Chinese carers care for their elderly parents or children for 24 hours a day, 7 days a week, 52 weeks a year, without a break. They seldom consider taking time out until their health is going to fall apart. The thought about the time, when they are not able to care for the person whom they care for, has never  crossed their minds. The Chinese carers need a lot more information on respite care before they finally realise that they need occasional respite from their caring role, or for those Chinese carers who may not be able to take the idea of respite into consideration for the time being, they desperately need more wholehearted support in different format.          

Yet, most Chinese carers are still hidden and not recognised. They are not fully informed of their status, carers’ rights or their entitlement to Carers’ Assessment, so they might not have heard about carers’ services e.g. breaks, respite, carers’ special grants for carers to go on holidays, in order to take a break from their caring responsibilities. Research has identified higher levels of unmet need in Black families compared with White and “a need for more short-term care and holiday play schemes which meet cultural, linguistic and dietary needs of parents and children.”
 This is also true for the Chinese carers and their cared for persons, they need easily accessible information about the range of local opportunities for a break because this is the only way the Chinese carers can have time for themselves and enjoy a break from caring. Chinese carers also want to control where, when and how they take a break, therefore, flexible, responsive and reliable services should be tailored to suit their needs.   

10.   Working carers and carers in education or training

Most Chinese carers are still hidden, and most of the Chinese Community Workers are not specially trained in the community care fields. They may, therefore, not aware of all the carers’ issues affecting the Chinese working carers, carers in education or training. The working carers would not easily collect all the information that they need to assist them coping with work and caring at the same time. Most Chinese carers do not want to inform their employers about their caring responsibilities because they do not want to be jeopardized, or are unwilling to expose their families’ situations to their employers or colleagues. There is still a long way to go to influence employment policies of their Chinese employers to enable the Chinese carers to stay in or return to employment. There also needs more information days for the Chinese carers and employers. 

11.   Carers’ Services

To develop a range of carers’ services that are available to support Chinese carers and prevent them from breakdown of the caring role and risk to their health and safety. If there is a number of Chinese Carers Projects or a large Chinese Carers Centre in London providing a wide range of one-stop carers’ services e.g. counselling, advice, befriending, support etc. to the Chinese carers by the Chinese Carers Workers, and language is no longer a problem. The Chinese Carers Support Workers need to be trained in community care work and with wider networking skills in order to know, develop and provide more culturally appropriate carers’ services for the Chinese carers. Appropriate on-going training and life-long learning are important to train advocates, interpreters, Chinese carers’ workers, advisers, community workers, care assistants or domiciliary care workers. This training is essential to make sure that the Chinese carers will receive quality carers’ services from them. 

In order to advise Chinese carers about Direct Payments, the Chinese Carers Support Workers need to possess a sound knowledge of Community Care Law, Social Security Law, the “system” i.e. how Local Authorities operate, and finally know how to go ahead with the appeal procedures or make an effective referral to suitable agencies if an application for Direct Payments fails.  

12.  Training for carers 

It is important to design an on-going training programme for Chinese carers on issues that will assist them with caring and prevent harm to their own health e.g. back care training, medication management, moving someone with a disability etc. Ideally, the Chinese carers should be involved in staff training e.g. on Carers’ Assessment, diverse cultural awareness training for health professionals etc.

Courses for Chinese carers should be on-going to equip them with skills to cope with their caring; therapeutic sessions to release the Chinese carers’s interlocking burdens and worries; work placement preparing the Chinese carers who wish to return to work part-time or full-time when caring comes to an end. Training courses can also serve as meeting points for the Chinese carers to share their experiences, plan some activities that they want to do for themselves and for others. 

I appreciate that funding for training is rather limited in most Chinese community centres, yet training is essential for workers and organizational developments. If the workers are not convinced of the advantages of training, how can they realise that training is important for the Chinese carers and involve them in training programmes?  

13.  Services to the cared for persons 

Chinese carers want to be recognised and respected by all organisations and workers providing care services to the person or child they care for. Like their peer carers, the Chinese carers want to influence policy so that services for the cared for person or child are reliable and care workers are fully trained, knowledgeable, culturally aware and receive police checks where appropriate.

Most Chinese carers receiving services are not aware of the standard of care services delivery or good practice. Many Chinese carers may not have the language skills to check on all these. Some Chinese carers may not know that they have the rights to make complaints when standards of services is not up to their expectations. Many Chinese carers are told that they are “lucky” to receive services for the disabled person or carers’ service for assisting them “in-kind”, of course, they feel ashamed if they make any complaints. As a result, they seldom dare to make any complaints about the poor quality services received or the abusive attitudes of the domiciliary assistants.     

Concluding Recommendations:

(1) A number of Carers Projects or a large Chinese Carers Centre in London providing a wide range of one-stop, culturally appropriate and socially accepted Chinese carers services e.g. counselling, advice, befriending, support etc. to the Chinese carers by the Chinese Carers Support Workers help to minimise language problem. 

(2) The current employees and committee members of the Chinese centres should be trained regarding carers’ issues and services to empower them with sufficient information, knowledge and confidence in assisting the Chinese carers in obtaining proper services.  

(3) Appropriate on-going training and life-time learning are important to train advocates, interpreters, Chinese Carers Support Workers, advisers, community workers, care assistants or domiciliary care workers. Well-qualified Carers Support Workers will deliver quality carers services to Chinese carers in need.  

(4) On-going courses for the Chinese carers to equip them with skills to cope with their caring; therapeutic sessions to release burdens and worries of caring on carers.

(5) Create some work placements or training courses in preparing the Chinese carers who wish to return to work part-time or full-time when caring responsibilities end. 

(6) Empower the Chinese carers to speak up for themselves by participating in more Consultation Meetings organised by their Local Councils.

(7) The Chinese organisations serve as meeting places for the Chinese carers to gain up-to-date carers information; benefit update; share their personal caring experience with others; exchange ideas of healthy eating; or plan activities they want to do for themselves and for others.   

(8) Funding application should include funding for training staff and Chinese carers, money 

for facilitating carers’ activities, respite and other needs.

(9) More awareness events to educate the general public regarding carers’ issues, carers’  rights and carers’ services.

(10) Invite the Chinese employers to attend Information Days regarding employment rights of the working Chinese carers.            
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