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Executive Summary

This report was commissioned by the Department of Health following a
number of earlier reviews of issues relating to ethnicity and health carried
out jointly by the University of Warwick and De Montfort University
(Johnson et al 1999, Szczepura et al 1999, Atkinson et al 2001).

The study complements the work programme developed by the Centre for
Evidence in Ethnicity Health & Diversity (CEEHD), funded by the ESRC at
the two universities, and builds upon earlier work undertaken for the
Department of Health and NHS Executive, to extend knowledge of the
relevance of linguistic diversity in the context of the NHS.

The aim of the present study was to identify and review the available
research evidence on 'ethnicity and communication' in areas relevant to
ensuring effective provision of mainstream services (e.g. via interpreter,
advocacy and translation services); provision of services targeted on
communication (e.g. speech and language therapy, counselling,
psychotherapy); consensual/ participatory activities (e.g. consent to
interventions), and; procedures for managing and planning for linguistic
diversity.

Since April 2001, following the implementation of the Race Relations
Amendment Act 2000, there has been a statutory duty laid upon all UK
health service agencies to ‘have due regard to the need to eliminate
unlawful discrimination’, and to make explicit consideration of the
implications for racial equality of every action or policy. This literature
overview should therefore be viewed in the light of this major new
requirement.

The literature indicates strong linkages between population diversity (in
particular ethnic diversity) and variations in service uptake, outcomes and
involvement in decision-making, much of this mediated by issues of
‘communication’.

Defining ‘ethnicity’ and ‘ethnic groups’ is not a simple matter. In essence,
the concept of ‘ethnicity’ recognises that people identify themselves with a
social grouping on cultural grounds including not only language, but also
lifestyle, religion, food and origins (see Annex 1). Furthermore, in a world
of migration and mixing, it is essential to recognise that these cultures and
societies are dynamic rather than fixed.

The total UK black and minority ethnic (BME) population is relatively large
and rising. In the 2001 Census it was 4.6 million, or 7.9%, having risen
from a figure of 5.5% in 1991 and 4.2% in 1981. In England, the
proportion of minority ethnic origin rises to 9.1%, of whom just over half
(4.6% of the population) are of south Asian origins while people of
Caribbean and African origin make up 2.3% of the English population. The
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minority ethnic population has a more youthful age structure than the white
population, so population growth will remain rapid over the coming years.

The black and minority ethnic population is not evenly distributed but is
largely concentrated in Greater London, West Midlands Metropolitan
County, West Yorkshire, and Greater Manchester. Relatively few live in
rural areas. Some specific ethnic groups are even more localised.

Recent estimates suggest over three hundred languages are used as
‘mother tongues’ in London. Speaking a language does not necessarily
imply literacy.

The majority of studies on the language capability and literacy of minority
ethnic groups in the UK have explored the ‘preferred’ or ‘home’ language
of South Asian populations. Estimates of language capacity and literacy
are available from different sources for both adults and children for
different population groups (see Annex 2). For the three main resident
South Asian ethnic groups (Indian, Pakistani, Bangladeshi), ability to
speak English declines with increasing age, is lesser for women than men,
and is much less for those born outside the UK. At the same time, those
who have acquired English as a second language do get older, and often
lose this ‘learned’ ability.

Many asylum seekers and refugees will have poor levels of literacy in the
English language, but no information on their language needs is available.
Seasonal or migrant workers form another group of increasing
significance, but it is difficult to gather information on these groups.

Thus, the NHS faces a constantly changing picture of language needs with
the migration of new groups, including refugees, combined with the
language learning process undergone by settlers.

Several approaches have been identified within the NHS for overcoming
language barriers where verbal communication is required as part of the
delivery of services (see Annex 3). Apart from the provision of interpreter
or advocacy services for situations in which verbal communication is
required, translation of written or taped (including video) material may also
be required.

This review has revealed a considerable and expanding literature in the
field of ethnicity and health and issues directly, or indirectly, related to
communication. Our searches produced over 3,000 potential papers for
review.

Extensive evidence is emerging from countries and regions that
experience population diversity (including the USA, Australia, Canada and
the United Kingdom) on the requirement for cultural competence as well
as linguistic competence in health care organisations (see Annex 2).
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As part of the review process we have examined all this literature and
identified key findings for the UK under the following 7 specific headings
which can be related to practice areas and policy directions.

. Meeting language needs (interpreter/ advocacy services): Despite
substantial evidence in favour of providing proper language support, and
demonstration of adverse effects linked to its absence, there is a lack of
consistent, universal provision or adequate resourcing of such services in
the UK. Indeed, there is little research into cost-effectiveness
internationally, or into the direct clinical implications of introducing
adequate services. Training is needed, for both users and providers of
health care services, in overcoming language barriers. Similar problems
are faced in all societies, and do not appear to be time-limited. The growth
of globalisation may lead to increasing need, but offers possibilities (e.qg.
by international telephone linkages) of international solutions. More needs
assessment may be required, but should be tied to guaranteed resourcing
and evaluation, and adequate time and resources allocated to ensure that
initiatives are fully worked through.

Health promotion materials: In health promotion there are various ‘models
that work’ and an array of approaches and procedures for successful
health promotion at the very local level. The issue for centralised
programmes and policies of health promotion planning is to begin to
encourage multiplicities of approach as the rule, rather than the exception
to a ‘one-size-fits-all' model of health information promotion.

. 'Tele-consultation' services (e.g. NHS Direct, telemedicine, etc): The use
of existing media, new media and an expanding arsenal of technological
advancements for the dissemination of health information is in its infancy.
More study is needed to ascertain the effectiveness of these technologies,
particularly at the interface of information provision and minority ethnic
groups. A single technological approach may prove ineffective, particularly
in reaching diverse groups with varying language skills and competencies
and/or differing cultural expectations of health information and service
provision.

Procedures for managing and planning for linguistic diversity: The
provision of language and -cultural support services is still in a
developmental phase, but the current situation has been arrived at in an
ad hoc fashion. Internationally, many ways of managing services have
been tried, but there is a lack of systematic evaluation to explore how such
services might relate to the stakeholders and structures existing in the UK.
A degree of consensus exists around the importance of working with
communities locally, integrating cultural awareness and training for staff,
and understanding the roles and abilities of different levels of language
intermediary. Needs analysis is also seen as an essential element, but
similarly, guidance on accepted best practice has yet to emerge. It seems
likely that local solutions have been developed in the UK, but are not
formally reported or evaluated.
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. Provision of services which diagnose and treat speech/language
conditions: Bilingual children and older people need to be assessed and
treated in their mother tongue by therapists who are both bilingual and
culturally sensitive. Training should develop therapists’ cultural
competencies and sensitivities in order to understand that language and
communication disorders are culturally constructed within the often
stressful environment of an adopted culture.

Provision of ‘talking' therapies (i.e. counselling, psychotherapy):
Empowerment is central to the expressed needs of carers and service
users through their demands for information about available services,
repeated over and over again in the literature. Individualised service
provision that is sensitive to and expressive of cultural needs is highly
valued by mental healthcare consumers and their families. Theoretical
models need to be explored that will incorporate the multiplicity and
diversity of service users, their beliefs and family values. Although
interpretation and translation are important services, they do not represent
an overall strategy for a proactive mental health system.

. Other aspects of ethnicity and communication: For processes which
require consent or participation of the patient effective communication is
essential. A 'case study' issue was explored, by focusing on issues
relating to organ and/or human tissue donation and transplantation, as
illustrating the core issues of informed consent and providing evidence of
effective interventions. Language differences and literacy or access to
differing media are not the only considerations in this area; instead
awareness of cultural issues other than language has particular
significance in effective communication.

We were unable to locate literature on informed consent in the context of
research participation, and service planning consultation where the
effectiveness of different approaches was discussed - other than papers
stating that it had been an issue of concern, or that non-English speakers
were excluded because of such concerns.

At the end of the review process, we were able to identify a number of
underlying issues that underpin the literature in all the above areas, and to
make a number of recommendations in order to improve linguistic and
cultural competence in the NHS.

Overview: Communication requires attention to context, and the needs of
the person seeking to transmit information, as well as the characteristics
(language, literacy, culture) of the intended recipient. The messenger may
be as importance as the message, and some health care workers may not
feel comfortable in that role, with particular 'audiences'. Messages must
be specifically tailored to their audience, taking religious and other beliefs
and practices into account. Information from official sources may be of
less impact unless fortified by personal experience and information from
intra-community networks which establish a higher level of salience or
‘emotional connectedness' with the issues being communicated. UK

10
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research and development is so far largely confined to descriptive, clinical,
and exploratory work and does not yet include significant evaluation of
interventions.

Key Recommendations

Overall key messages:

Effective communication is central to safeguarding the quality of health
care, especially in respect of the needs of members of cultural and
linguistic or migrant minorities. Use of 'informal interpreters’ in health care
settings is dangerous and must be actively discouraged

In the longer term, consideration needs to be given to moving from an
approach based on the model of interpretation, translation, advocacy or
language support service (ITALS), towards delivery of 'Culturally and
Linguistically Appropriate Services' (CLASS).

Ethnic monitoring requires the identification of individuals as belonging to
groups defined in terms of their culture and origin - this should include
language (and religion) and should be enforced.

Health should develop language support policy and practice with other
Government departments, perhaps through an inter-departmental working
group: good practice already exists in legal services

Organisations should have in place policies, structures, practices,
procedures, and dedicated resources to support linguistic competence
(e.g. those defined by the US National Center for Cultural Competence)

Messages for service planners, commissioners and providers:

There needs to be support for a national telephone interpreter service to
match the requirements of 24 hour emergency health care provision.

There is a need to raise the awareness of health professionals on the
advantages of having access to trained interpreters and on the limits of
using relatives as translators.

Needs assessment is required at national, regional and local levels tied to
guaranteed resourcing and evaluation, and adequate time and resource
allocated to ensure that initiatives are fully worked through.

Health promotion activity should be alert to the need to move away from

printed materials and passive dissemination towards audio-visual
presentation and active engagement with minority communities.

11
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More consideration can be given to the use of pictorial representation and
pictograms, which are also useful for communication with people who have
learning difficulties, as well as use of video materials

NHS Direct Online will require the development of quality assurance
procedures for translated patient information materials, and also better
dissemination and action to raise awareness of such resources

When considering ‘communication’, it must be recognised that there is a
difference between 'general awareness' and levels of 'detailed knowledge'
and that there are different kinds of information field.

Translating material into other languages can send out an important signal
to minority communities about intentions to be inclusive.

Interpreters trained 'generically’ or for work in legal and commercial
settings will require specific training to be effective in working with health
specific knowledge

There is a strong argument for recruitment procedures to seek to develop
a more diverse work force in all clinical (and related) professions and
settings

Planners, Commissioners and Providers should work in partnership with
black and minority ethnic communities to develop progressive community-
based health care.

There is scope for the development (and evaluation) of training
programmes in

- use of interpreters (for health care workers)

- managing language support (and language competent) services

There needs to be an active programme of social marketing to overcome
possible reluctance of people to request proper language support.

UK research is needed into:

» issues related to management and quality of these services (including
quality standards for leaflets/translated materials);

» pathways to care as key processes subject to different cultural
contexts;

» the clinical implications of not providing interpreter, advocacy and
translation services;

» collection of baseline data on the cultural and linguistic diversity of local
areas;

12
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language learning process undergone by settlers, and language loss
associated with ageing;

effective training of interpreters/ advocates;

training in the use of interpreters, and training in the management and
delivery of ITALS services;

effectiveness of alternative models of managing language support
services;

the process and outcome of psychotherapy for different groups;

speech/language conditions, in children, older people or disabling
conditions (e.g. stroke);

cost and clinical-effectiveness studies in UK settings;

levels of effective internet access among UK populations, and research
into 'new technology' use in health

care provision, explicitly including issues of diversity.

13
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1 INTRODUCTION

1.1 Background

This report was commissioned by the Department of Health to provide an
overview of the available research evidence on 'ethnicity and communication'.
Literature exists in a number of different areas that suggests strong linkages
between population diversity (in particular ethnic diversity) and variations in
service uptake, outcomes and involvement in decision-making, much of this
mediated by issues of ‘intercultural communication’ (Myhill 2003; Ulrey and
Amason 2001; Kramsch 2002). Although communication is an essential
component of the physician’s role, it is often the aspect of care with which
patients are least satisfied (Stewart et al 1999) and therefore there have been
developments in recent years in health services to meet the needs of black
and minority ethnic groups which have been encouraged by good practice
guidelines and local initiatives (Mander 2003; Chase-Ziokek 1999; Lodge
2001). Together with research into epidemiology and ethnic monitoring of
services, these have enlarged understanding of the impact of diversity, in
particular health care needs that result from the different demographics of
minority communities (including their mobility and the arrival of new groups in
the form of refugee populations).

Following the implementation of the Race Relations Amendment Act 2000,
since April 2001 there has been a statutory duty laid upon all UK health
service agencies to ‘have due regard to the need to eliminate unlawful
discrimination’, and to make explicit consideration of the implications for racial
equality of every action or policy.

There is therefore a policy imperative to ensure that the requirements of black
and minority ethnic (BME) groups — including refugees and asylum seekers -
are adequately included in initiatives to reduce health inequalities, and that
their specific health care needs are met. It is evident that effective
communication will be an important factor in achieving this objective because
of the evidence that access and use of services is compromised for ethnic
minority populations by language and cultural factors (Audit Commission
1994, Szczepura et al 1999). In some cases, ensuring effective
communication in healthcare may entail provision of interfaces to mainstream
services, requiring use of interpreters, bilingual workers, advocates and
translated materials (written, taped, video, and increasingly web-based
information); in other cases it may involve ensuring appropriate provision of
services targeted on communication e.g. speech and language therapy,
psychotherapy services. The present literature overview covers research on
‘ethnicity and communication' in terms of both interfaces to mainstream
services and services targeted on communication.

In order to produce a readable overview document, we have drawn selectively
upon the now rather extensive literature in seeking evidence that is relevant to
the specific question at issue, which is the extent to which it can be said that
‘communication’ impacts on access to, or provision of, services to specific

14
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minority ethnic groups. In particular, where possible we have identified and
assessed any research evidence on:

e issues related to management and quality of these services (including
quality standards for leaflets / translated materials);

e any evidence of the clinical implications of not providing interpreter,
advocacy and translation services;

o effective training of interpreters / advocates, including training in the use of
interpreters.

The current move towards a broader focus on health inequalities and
disadvantaged populations should accentuate, rather than reduce, the
significance of the findings of this literature overview.

1.2 Ethnicity and ethnic group

The increasing population growth of racial and ethnic communities and
linguistic groups, each with its own cultural traits and health profiles, presents
a major challenge to health care systems throughout the world.

1.2.1 Defining ethnicity

Defining ‘ethnicity’ and ‘ethnic groups’ is not a simple matter. In essence, the
concept of ‘ethnicity’ recognises that people identify themselves with a social
grouping on cultural grounds including language, lifestyle, religion, food and
origins (see Annex 1). The basis of ‘ethnicity’ is thus often a tradition of
common descent or intermarriage and shared culture or history. Furthermore,
in a world of migration and mixing, it is essential to recognise that these
cultures and societies are dynamic rather than fixed.

We were aware that there was likely to be substantial variation in the
definitions of ‘ethnicity’ used in the articles retrieved. The study began
therefore by considering what definitions would be used in describing ethnic
groups in relevant literature. For this purpose we chose to use the Thesaurus
of ethnic minority terms devised by the Centre for Research in Ethnic
Relations, Warwick (Presley and Shaw 1995). This was able to accommodate
literature which uses crude level categories such as ‘ethnic minority’, ‘black’,
‘migrant’ as well as that which provides more detailed information on ethnicity
(including language and religious categories). Also included are key
categories such as Roma or travellers, refugees and asylum seekers.

1.2.2 Multi-ethnic population in the UK
The total UK black and minority ethnic (BME) population is relatively large
(see Figure 1 for breakdown of non-White British population) and rising. In

the 2001 Census it was 4.6 million, or 7.9%, having risen from a figure of
5.5% in 1991 and 4.2% in 1981.

15
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(3

Figure 1: Ethnicity in the Census - England and Wales 2001
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The south Asian group accounts for 2 million people. There are 1.15 million
'‘Black' people; nearly half a million are 'Black Africans’, and nearly 0.6 million
are from the more established 'Black-Caribbean' population. When confined
to the population of England, the proportion of minority ethnic origin rises to
9.1% (one in eleven), of whom just over half (4.6% of the population) are of
south Asian (Indian, Pakistani, Bangladeshi, and 'other’) origins while people
of Caribbean and African origin (‘Black’) make up 2.3% of the English
population: the remainder are of various origins including Chinese, 'mixed’
backgrounds, and others including Arabs. The minority ethnic population is
more youthful in age structure than the white population. This means that
population growth will remain rapid over the coming years.

(1) Geographical distribution

The black and minority ethnic population is principally located in England
(83.6 per cent). The four main areas of high ethnic concentration are Greater
London, the West Midlands Metropolitan County, West Yorkshire, and Greater
Manchester. Relatively few live in rural areas. According to the 2001 Census,
45% (nearly half) of the 'minority ethnic' population lives in the Greater London
area, where they form 29% of the population overall. A further 13% of the
BME population is resident in the West Midlands. At the same time, they form
only about 2% of the population of the North-East and South-West regions,
where language support services may be least likely to be attuned to their
needs. Other major urban areas show the proportion of people of minority
origin to be roughly comparable with the national average. Certain minorities
are even more concentrated in London - 78% of the population giving their
origin as 'Black African' live in London (largely in four boroughs south of the
river Thames) while nearly two thirds of the Caribbean origin population (61%)
is also located in London.

Some towns or metropolitan boroughs also have local concentrations of
people from particular ethnic origins. More than half the UK population of
Bangladeshi origin live in the ‘East End’ of London, mostly in Tower Hamlets.
The Vietnamese population, many of whom were refugees in the 1960s and
1970s, have mostly moved to live in London, with smaller numbers in towns
such as Nottingham and Derby. Similarly, Leicester was the place of
resettlement of Asian people (many of them Gujerati speakers) seeking
asylum from events in east Africa in the 1970s, and the 2001 census shows
that over a quarter of the population is now of 'Asian-Indian’ origin.
Birmingham has large populations of Punjabi, Pakistani (and / or Kashmiri)
background, as well as a significant population of Caribbean background.
The largest number of people of west African background are found in south-
east London. The majority of people of south Asian origin in the northern
towns of Yorkshire and Lancashire are of Pakistani origin, many deriving from
the Mirpur area of Kashmir.

(i) Religion

The 2001 Census was the first modern one to ask a question about religion in
England, Wales and Scotland; 37.3 million in England and Wales stated that
their religion was Christian, but 3.1% of the population in England were
Muslims, and a further 1.1% were Hindu, 0.7% Sikh, 0.5% Jewish, and 0.3
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Buddhist. Numbers of Muslims in Britain have been estimated variously at 1
million and two million, compared to the Census estimate of 1.54 million:
many of these, however, may not be members of minority ethnic groups.
About half of the 'Indian’ group interviewed in a national survey said they were
Sikhs, while a further third were Hindu (Modood et al 1997).

Although the terms used in the 2001 Census provide a suitable baseline,
additional information on language and literacy, and migration history may be
required for clinical and health service delivery planning and monitoring.

1.2.3 Monitoring ‘ethnicity’ in UK health care

Since April 1996, the NHS has expected that all hospital trusts will record, and
provide as part of the ‘contract minimum data set’ to health commissioners,
data relating to the ethnic origin of all ‘admitted patients’, including day cases.
Ethnic monitoring requires the identification of individuals as belonging to one
or more groups, defined in terms of their culture and origin (Gerrish 2000).
Information on ethnicity can be collected in a number of ways. Although there
has been a steady growth in the collection of ethnic monitoring data in hospital
trusts, there have been relatively few indications of its use.

One of the least threatening and most commonly used identifiers for front-
level staff to ask is that of language i.e. ‘mother tongue’ or ‘language most
commonly used in the home’ - which can be seen to relate directly to the
needs of the client. Unless language is asked about, and recorded, providers
may have no idea of the need for interpreting and translation services.
However, data on the size of language needs in relation to different NHS
activities is not well documented. Furthermore, effective communication in
health care may also require awareness of other aspects of culture, apart
from language (see Annex 1).

1.3 Language needs and cultural / linguistic competence
1.3.1 UK ethnic groups and language needs / literacy levels

Data on UK minority ethnic population size is not necessarily a good indicator
of the facility in English language of these local populations. This is because
people from some minority ethnic groups (e.g. Black-Caribbean people)
overwhelmingly have English as their first language, while a number of
surveys (such as those carried out by the Health Education Authority) have
shown that people from other minority ethnic groups born in the UK are mostly
quite competent in the English language (and often report English as the
language they understand best).

The majority of studies on the language capability and literacy of minority
ethnic groups in the UK have explored the ‘preferred’ or ‘home’ language of
South Asian populations, or relied on school-based data to estimate the
number of languages spoken (and the size of child populations speaking
another language at home) without being able to project from these back to
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true population estimates. Recent estimates suggest over three hundred
languages are used as ‘mother tongues’ in London. Speaking a language,
however, does not always imply literacy in it, nor lack of English. Levels of
skills in English also vary, both between people speaking different languages,
and also from town to town between people who appear to be of similar ethnic
origin.

Three major national surveys have collected data in recent years which
provide the opportunity to make some detailed estimates of adult language
capacity and literacy (Rudat 1994; Johnson et al 2000; Modood et al 1997). A
number of patterns consistently emerge; with most evidence available for
south Asian population groups (see Annex 2). For the three main resident
South Asian ethnic groups (Indian, Pakistani, Bangladeshi), ability to speak
English declines with increasing age, is lesser for women than men, and is
much less for those born outside the UK. However, there are also variations
between ethnic groups. Thus, on current data, (Asian) minority ethnic women
especially in Muslim cultural groups are the least likely to speak or read
English: they may also not be literate in their ‘mother tongue’. Some
languages, notably the Sylheti dialect of Bangladesh, do not have an agreed
written form. Those who can speak Punjabi or a dialect variety of it, including
Kashmiri forms such as Pahari and Mirpuri, may not be able to read it, or only
to read in either Urdu or the ‘Gurmukhi’ (Devanagri) script. Older people of
Bangladeshi origin in particular have a limited ability either to understand
(spoken) English or to read (any language). Even in the early ‘middle-age’
group (30-49), there are significant numbers of Bangladeshi and Pakistani
women who will be essentially illiterate in any language, and who also do not
speak English. At the same time, those who have acquired English as a
second language do get older, and often lose this ‘learned’ ability.

Another important source of information on cultural and linguistic diversity is
the data from Local Education Authorities. This includes censuses of ethnicity
of schoolchildren and surveys of first languages spoken. In London schools
more than 300 languages are spoken by children, and for more than a third of
pupils English is not the language used at home. School-based data have
also been used to estimate the total number of people in London speaking
specific languages (Storkey 2000).

Finally, net international migration to the UK has been at extremely high levels
during the 1990s, an important part of this being made up of asylum seekers
and refugees. Many such people will have poor levels of literacy in the
English language, and therefore any consideration of the magnitude of
language needs should take this factor into account, especially for Health
Authorities in London. The Office for National Statistics does include
estimates of the number of asylum-seekers, but no information on their
language needs is available. Migrant workers form another group which may
be of increasing significance, although one of political sensitivity.
Nevertheless, in rural areas also there are significant numbers of NESB
European workers, but because most data sources focus on more 'easy to
reach' minority ethnic groups, it is also difficult to gather information on groups
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such as seasonal or migrant workers, who will have communication and
language needs that will have to be met by the NHS.

Thus, the NHS faces a constantly changing picture of language needs with
the migration of new groups, including refugees, and the learning process
undergone by settlers.

Attempts have been made to estimate language need by geographical
location taking these factors into account. The results of one such exercise
(Szczepura et al 1999), using population data from the 1991 Census, English
language ability data (Research Services Limited Social Research 1995; King
et al 1996), and information on asylum seekers and refugees are shown in
Annex 2.

1.3.2 Approaches to overcoming language barriers

Verbal communication: Interpreters and patient advocates

Several approaches have been identified within the NHS for overcoming
language barriers where verbal communication is required as part of the
delivery of services in primary and secondary care (Szczepura et al 1999).
These include: patient selection of GPs (Ahmad et al 1989); use of bilingual
health care workers (Phelan and Parkman 1995); use of full-time professional
interpreters or experienced sessional interpreters (Ntshona 1997); use of tele-
interpreter services and other forms of new technology such as touch-screen
kiosks (Jackson and Peters 2003; Hornberger et al 1996; Leman 1997); and
planned roll-out of language support services in the NHS-Direct programme
(Cooke and Margerison, 2003); use of patient advocates (Chiu 1991; Parsons
and Day 1992); use of volunteer and ad hoc interpreters (Phelan and
Parkman 1995); and use of English speaking family members and friends as
an interpreter (Ahmad et al 1989; Poss and Rangel 1995). Distorted
communication and confidentiality are especially problematic in cases
involving issues such as sexuality and child abuse (see Annex 3).

Non-verbal communication: Translated materials

Apart from the provision of interpreter and advocacy services for situations in
which verbal communication is required as part of health care delivery,
translation of written or taped (including video) material may also be required
within the NHS. This can involve anything from the provision of menus in
other languages, to the provision of leaflets and reports which are accessible
to those who cannot read or speak English, or the adaptation of signs in
hospitals and clinic locations. Some attention has been given to the use of
pictorial representation and pictograms, which are also useful for
communication with people who have learning difficulties (Nicoll 1998; Miller
and Lewis 1999).

1.3.3 Organisational linguistic and cultural competence

Extensive evidence is emerging from countries and regions that have
experience of population diversity (especially the USA, Australia, Canada and
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also the United Kingdom) on the requirement for linguistic and cultural
competence in health care organisations (see Annex 2).

Linguistic Competence

Linguistic competence in health care, mental health and other service delivery
systems refers to the capacity of an organisation and its personnel to
communicate effectively, and convey information in a manner that is easily
understood by diverse audiences including persons of limited English
proficiency, those who have low literacy skills or are not literate, and
individuals with disabilities. For ethnic minority communities this might
include, but not be limited to, the use of: bilingual / bicultural staff; cultural
brokers; foreign language interpretation services including distance
technologies; materials developed and tested for specific cultural, ethnic and
linguistic groups; translation services including those of: (i) legally binding
documents (e.g. consent forms, confidentiality and patient rights statements,
release of information, applications), (ii) signage, (ii) health education
materials, (iv) public awareness materials and campaigns; and ethnic media
in languages other than English (e.g. television, radio, Internet, newspapers,
periodicals).

In order to demonstrate linguistic competence, it has been suggested that
organisations should have in place policies, structures, practices, procedures,
and dedicated resources to support such linguistic competence capacity (US
National Center for Cultural Competence).

Cultural Competence

Although language barriers to delivery of health care may be important, it is
also well documented in the literature that various aspects of culture may
similarly influence successful health care delivery. These are likely to be
more persistent than language needs, and include:

e patients' health, healing, and wellness belief systems;

¢ how illness, disease, and their causes are perceived;

¢ the behaviour of patients / consumers seeking health care, and their
attitudes toward health care providers;

e the views and values of those delivering health care, which can
compromise access for patients from other cultures.

Thus, an organisation that is culturally competent is one that recognises that
the provider and the patient each bring their individual learned patterns of
language and culture to the health care experience (US National Center for
Cultural Competence). Health care service responsiveness to the health
beliefs and practices, and cultural needs of diverse patient populations is
necessary in order to achieve equity in access and quality health care.
Cultural competence is a developmental process that evolves over an
extended period in an organisation.

In order to demonstrate cultural competence, it has been suggested that

organisations should, among other things, have a defined set of policies and
structures that enable them to work effectively cross-culturally; have the
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capacity to acquire and institutionalise cultural knowledge; adapt to diversity
and the cultural contexts of communities they serve; and incorporate these
elements into all aspects of policy making, administration, practice / service
delivery and systematically involve consumers / families.
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2 STUDY OUTLINE

2.1 Aims and objectives
The main aim of the research was to identify and collate:

e available research evidence on issues associated with minority
ethnic groups and communication in a range of healthcare
contexts.

This would build upon our earlier reviews, especially that undertaken for the
NHS Executive London on 'ethnicity and health service access' (Atkinson et al
2001). The present study would address three main questions:

e What is the overview of the available literature (academic papers and
'grey’ literature) and research in progress in the following four broad
areas?

- provision of mainstream services;

- provision of services targeted on communication;

- consensual / participatory activities; and

- procedures for managing and planning for linguistic diversity.

e What evidence does this overview provide to produce an informed
commentary relating the findings to different contexts that will most
effectively enable use by policy makers and practitioners?

e What are the gaps in the available research evidence and what
recommendations do these gaps suggest for future research?

The project was directed by a Review Management Group consisting of
Professor Ala Szczepura, Professor Mark Johnson, Dr Anil Gumber (reviewer),
Dr Kip Jones (reviewer), Diane Clay (Librarian, Health Literature Specialist),
and Anne Shaw (Librarian, Ethnic Literature Specialist). The Review
Management Group was supported by Wendy Brown and Caroline Conneely
(Clerical). The Review Management Group met at regular intervals throughout
the course of the review.

2.2 Review process

The purpose of the review was to provide a succinct, research-based overview
of the field which could inform policy and practice; to identify findings that
might help ensure that the health needs of individuals from a range of ethnic
minority backgrounds are met; and to support the introduction of changes to
achieve this latter objective. It was recognised from the outset, that it would
not be possible to produce detailed, systematic reviews of each area within the
planned timeframe of the study (12 months), or within the budget available.
Also, although our overview might identify specific questions which could
subsequently be addressed by a Cochrane-type systematic review of the
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available trial evidence (e.g. are interpreters effective in improving outcomes
for ethic minority patients?), or by a Campbell-type review of the available
qualitative research evidence (e.g. what type of interpreter support do ethnic
minority patients require?), these questions could not in themselves be
addressed in our overview of the literature.

Thus, although our overall approach was modelled on that adopted by the
Cochrane Collaboration on Effective Professional Practice for systematic
reviews of the clinical, scientific literature (Sheldon and Chalmers 1994), this
essentially ‘scientific’ approach was adapted to allow for the methodological
diversity inherent in the research literature we accessed. The methodological
issues associated with reviews of qualitative studies and overviews such as
the present one are now being considered by the developing Campbell
Collaboration for social sciences research (Campbell Collaboration 2005).
The review might therefore best be considered to be systematic in the
approach which we adopted, rather than a systematic review in the Cochrane
sense. The approach used largely mirrored those used in our earlier reviews
(Szczepura et al 1999, Johnson et al 1999; Atkinson et al 2001).

As the first stage, a review framework was developed for use in the study.
This focused on a number of different aspects of ethnicity and health and was
designed to enable the research-based evidence gathered from the literature
to be recorded, compared and integrated into a final review. The Review
Management Group met at the outset of the study to develop the framework,
and to draw up a series of outline literature search protocol which could be
used to approach the overall research question of communication in health
services with members of minority ethnic groups. The framework was thus
one which reflected the key comparisons to be made in the review itself, as
well as directing the systematic review process.

It was recognised that this initial framework would need to be refined as the
study progressed, using articles identified in the initial literature search to test
its appropriateness. The preliminary framework was discussed at subsequent
meetings a final version agreed which reflected the key comparisons to be
made in the review itself, the availability of research evidence, and the
perceived importance of the area. Seven main topic areas were identified,
which were then incorporated into separate review processes:

(1) meeting language needs (interpreter / advocacy services)

(i) health promotion materials (including specialist materials and web-
based materials);

(i) 'tele-consultation’ services (e.g. NHS Direct, telemedicine, e-mail
consultations etc).

(iv)  procedures for managing and planning for linguistic diversity

(v) speech and language therapy (provision of services which diagnose
and treat speech / language conditions);

(vi)  ‘'talking' therapies (i.e. provision of counselling, psychotherapy etc)

(vii)  other aspects of ethnicity and communication e.g. consensual /
participatory activities
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The review process for each consisted of three stages: a literature search and
selection of suitable articles; assessment of article content, quality and
relevance; and data extraction and synthesis. Literature searches were
conducted by a trained information scientist using systematic search
strategies. Abstracts and papers were reviewed by independent reviewers.

2.3 Strategies for identifying relevant research evidence
2.3.1 Database searches (published articles)

A number of preliminary search strategies were tested, looking at the question
of ‘communication' using the MeSH terms available, and 'ethnicity’, using
MeSH terms and a combination of other key words. It was found that
‘exploding' these higher-level MeSH keywords could, with the addition of text-
word searches, cover virtually all articles which dealt with racial or ethnic
minority groups, even if the precise keyword had not been used. The seven
main topic areas, in terms of the aspect of 'communication' covered, were
then explored separately in greater depth. Following the preliminary scoping
searches, we examined the effects of expanding the search terms, and a
number of test searches were explored where a more detailed and
sophisticated search strategy could be developed. The Review Management
Group discussed the findings of these searches, and then considered a
number of additional possible search terms. The review group also sought to
expand the search terms used by referring to issues of equity or inequality
and barriers to access.

Since the relevant literature crosses several disciplinary boundaries,
systematic literature searches were then undertaken, and repeated in a range
of general as well as specialist databases (see Annex 4). Articles were
restricted to English language publications. A publication date of January 1st
1998 was used as the date filter for papers entered into the final review.
Searches were updated during the period of the review.

2.3.2 Bibliographies and hand searching

Database searches were supplemented by a variety of strategies, including
‘hand-searching’ of more recent issues of journals, and ‘cascade-searching’
(c.f. Davies et al 2000). Follow up of other leads such as current research,
citations in reviews, and editorials in major scientific journals, were also used.
By searching the bibliographies of retrieved articles, further relevant papers
were identified. Bibliographies can be good additional sources of articles for
diffuse topics such as the present one (Atkinson et al 2001). Finally, hand-
searching was also conducted on the very extensive personal collections of
offprints developed by CEEHD.

It has to be noted that while the classic methods of electronic searching

generated very significant numbers of citations, they certainly appeared to
miss some which were obtained by other means.
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2.3.3 lIdentification of 'grey’ printed and electronic literature

An important element of most systematic reviews of ethnicity is the inclusion
of material available only as 'grey literature' e.g. reports, electronic materials
etc. Previous studies in this field have demonstrated the significance of these
sources for evidence relating to minority ethnic groups.

We therefore searched two grey literature electronic databases: HMIC (Health
Management Information Consortium) which is a strong source of semi-
published literature and reports and the British Library Catalogue for other
references. An extensive internet search was also carried out using Google.
A number of sites were checked for useful material including the CRE,
Runnymede Trust and ERCOMER (European Research Centre on Migration
and Ethnic Relations - a site in the Netherlands), HDA, HARP, UNHCR, Royal
College of Speech and Language Therapists, National Centre for Cultural
Competence (USA). Additional materials were added from the CEEHD's own
internal collections and other reviews or studies undertaken at CEEHD,
providing that they met the universal criteria of the review.

Together, these various search methods produced a total of 2,972 publication
hits which could be entered into the review process. Details of the searches
carried out and the number of resultant hits are shown in Annex 4.

2.3.4 Identification of research in progress

Information was also collected on research in progress in a systematic
manner via use of existing databases (e.g. NHS Research Findings Register
(ReFeR), National Research Register (NRR)), and through contacting key
bodies and networks (including e-mail groups). In some instances, the
knowledge and expertise of academics, community organisations and others
who specialise in aspects included in the review (e.g. NHS Direct and the
Institute of Linguists / National Register of Public Service Interpreters) was
obtained via telephone / email / face-to-face interview.

2.4 Strategies for selection of papers for review

Once the literature search had identified possible items for review, inclusion
criteria for selecting materials to be reviewed and decision rules for
operationalising these had to be defined and applied. Searches of the
electronic databases identified 4,842 publications (see Tables 4.1 and 4.2
Annex 4), and examination of bibliographies, hand searching of selected
journals, and contacting of key researchers in the field produced a final total of
nearly 5,000 papers. Once repeat hits in different databases had been
excluded, and papers that were clearly not relevant excluded (see Annex 4),
there were in excess of 3,000 potential papers for review. Clearly, it would not
be feasible to review all full-text articles within the planned timeframe of the
study. This meant that a pragmatic approach had to be developed for
selection of papers for review. A two stage process was developed.
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2.4.1 First stage of process for selecting papers for entry into review

Based on an initial examination of a selection of abstracts, the following three
main inclusion criteria were identified. Articles were considered for inclusion
in the review (in all seven topic areas of the review) if they:

1. provided an abstract (so that a decision could be made on content)
unless the full article was available in our resource centres or private
collections or the title unambiguously demonstrated relevance;

AND

2. specifically mentioned one of the pre-defined aspects of
communication in health care and specified ethnic minority groups,
even if ethnicity was defined at a crude level in terms of our Thesaurus
(Presley and Shaw 1995);

OR

3. were a review article of the literature in the area of interest.

A printout of the abstracts of those articles which passed this initial test was
then made, for scrutiny by the review team.

In addition, for most topic areas a publication date of January 1st 1998 was
used as the date filter for the final review (although some searches did go
back to 1990 — see Annex 4). Earlier papers were only included if more than
one member of the research team identified a particular article as 'seminal’ i.e.
a well cited article which contributed substantively to the review.

2.4.2 Second stage of process for selecting papers for entry into review

The following three step approach was adopted for filtering the published
papers identified above.

Step 1: Inclusion (applied to abstract)

It was decided to read all the abstracts and to retrieve all articles which met set
inclusion criteria. Various selection criteria were tested on the abstracts, but
the most effective proved to be the simplest. An article was included if the
abstract met further particular conditions, depending on the review topic
area as follows:

Topic area 1. Meeting language needs (interpreter / advocacy services)

Papers were considered for inclusion in the review if, in addition to main
criteria 1-3 above, they also:

e reported research that specifically focused on communication or interpreter

/ language needs in the context of a defined aspect of health care,
excluding non-linguistic communication (e.g. body language);
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e either presented UK based findings or findings relevant to UK ethnic
minority groups or generic findings relevant to UK Health Service practice
(e.g. excluding articles where the service provider does not speak the
majority language).

Topic area 2: Health promotion materials (including specialist materials
& web-based materials);

Papers were considered for inclusion in the review if, in addition to criteria 1-3
above, they also:

e reported research that specifically focused on translated materials,
including representation of ethnic minorities, in the context of a defined
aspect of health promotion in a health care context, but excluding non-
health care settings (e.g. workplace, religious centre), service users’
experience, or theoretical background material;

e either presented UK based findings or findings relevant to UK ethnic
minority groups or generic findings relevant to UK Health Service practice
or pilot projects with potential merit for further consideration and testing

Topic area 3: Tele-consultation' services (e.g. NHS Direct, telemedicine,
e-mail consultations etc).

All papers meeting criteria 1 - 3 above were read because of the limited
amount of literature identified

Topic area 4: Procedures for managing and planning for linguistic
diversity

All papers meeting criteria 1 - 3 above were read because of the limited
amount of literature identified

Topic area 5: Provision of services which diagnose and treat speech /
language conditions

All papers meeting criteria 1- 3 above were included, and because of the
limited amount of literature identified it was decided to include the majority of
the literature identified in this section.

Topic area 6: Provision of ‘talking' therapies (i.e. counselling,
psychotherapy)

Papers were considered for inclusion in the review if, in addition to criteria 1-3
above, they also:

e reported research that specifically focused on provision of talking
therapies, including counselling, psychotherapy including specific
consideration of ethnic minorities, service users’ experience or theoretical
background material;
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e either presented UK based findings or findings relevant to UK ethnic
minority groups or generic findings relevant to UK Health Service practice
or pilot projects with potential merit for further consideration and testing

Topic area 7: Other aspects of ethnicity and communication e.g.
consensual / participatory activities

Papers were considered for inclusion in the review if, in addition to criteria 1-3
above, they also:

e reported research that specifically focused on available evidence on the
effectiveness or cost-effectiveness of different approaches designed to
improve consent / participation for ethnic minority groups i.e. consent to
treatment and other procedures (e.g. organ donation), compliance or
concordance in treatment / medication, involvement of ethnic minorities in
trials, or consent to use and disclosure of medical data;

e either presented UK based findings or findings relevant to UK ethnic
minority groups or generic findings relevant to UK Health Service practice
or pilot projects with potential merit for further consideration and testing

At this stage, one of two independent reviewers checked all the abstract or
text to ensure that these major inclusion criteria were satisfied. This early
screening enabled the exclusion of many items, including some items which
on closer examination of the abstract proved not to be relevant to the UK
setting.

Step 2: Exclusion (applied to full article)

On obtaining the full article, it was possible to examine whether the criteria
used above had been met properly, or whether the abstract gave a misleading
impression. This was often the case, when key words appeared but the full
text showed that there was less detailed analysis or data than expected. The
following exclusion criteria were applied by two independent readers to all
articles selected at step 1 above:

e excluded if ethnic minorities or ethnicity ‘mentioned in passing’ and not a
significant focus

e excluded if no mention of access and / or (differential) uptake of services

e excluded if not generalisable / appropriate to UK (settings or groups
examined)

When examining whether ‘ethnic groups’ were discussed, papers which used
the essentially ‘racialised’ notion of ‘non-white’ were, almost without
exception, ignored as grouping together populations whose cultural, genetic
and other characteristics rendered any form of generalisation (other than that
they were ‘different’ from the ‘majority’) meaningless.
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All items successful at this stage were entered into a central consolidated
Research Bibliography.

Step 3: Identification of papers for full review

A final filter stage was used to select papers in terms of their quality and
content for inclusion in the review. Because most of the studies were of a
qualitative nature, qualitative principles were used to conceptualise and
conduct the review systematically at this stage (Jones 2004). Such studies
were not judged on formulaic criteria or exclusionary frameworks; the
watchwords for inclusion were: Purpose, Appropriateness and Fit. Articles
were selected for their capacity to contribute in a meaningful way to (i) The
research question and (ii) The target area of study under consideration by the
individual investigator and were read in full.

Although the pragmatic decisions above might be viewed as a departure from
a systematic review of the literature, they were carefully monitored and driven
largely by the type of research material uncovered. Furthermore, although the
concept of a systematic review is well known and accepted for assessing
evidence on the effectiveness of health care interventions, it is far less well
developed or pertinent when providing an overview of a broad field of largely
qualitative literature on ethnicity and communication in health care.

A total 141 articles and papers were finally identified for review. In addition, it
was judged to be of value to retain a ‘master bibliography’ of all materials
identified as of relevance to the topic areas of the review. The final master
bibliography contained 363 published articles and grey literature papers. This
included papers that were later excluded but might be of interest in a
bibliography. New material was continually coming to our attention through
various sources. Such items were included in the master bibliography if
located up until the end of February 2004.

2.5 Strategies for data extraction and synthesis of papers

An annotated bibliography was first produced for each research area based
on the papers selected in step 3 above. These annotated bibliographies,
which we have developed in previous reviews, are useful in providing an
overview and enable valuable information to be retained that would otherwise
be lost. The annotated bibliographies also allowed us to build up more
detailed profiles of the evidence in particular areas, including the quality of the
research available and any research gaps.

The final stage involved synthesis of the available evidence in each area. The
literature for each area was read in full and synthesised using an analytical
approach of emergent themes (Jones 2004), using a method of ‘Signal and
Noise’ (Edwards, Russell and Stott 1998; Edwards, Elwyn, Hood and Rollnick
2000; Booth and Fry-Smith 2001; Higginson, Finlay, I. et al 2002) to balance
methodological rigor against the strength of the message itself for each paper.
Thus, the qualitative meta-synthesis used was based on themes, interventions
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and results, but without attempting to combine the data into one variable. As
reading progressed, a growing sense of both contexts and themes emerging
from the existing literature on communication and race / ethnicity / diversity,
and key themes and findings developed.

For each of the seven topic areas our syntheses not only included
consideration of the main conclusions that could be drawn from the literature,
but also the implications for policy makers and practitioners, and the
relevance of the findings for decision-makers. Each topic area's Discussion
was based in the read papers resulting in Key Findings which, in turn,
produced the Main Conclusions for each topic under review. By adopting a
similar structure, points raised in the Discussion, Key Findings and Main
Conclusions could be compared and contrasted with other selected topic
areas. This approach is particularly necessary in reviews of qualitative
studies where synthesis is attempted rather than a simple reduction and / or
distillation of results such as is the case with traditional randomised control
trials or more quantitative reviews. In this way, policy and practice developers
are given information that positions them to be able to identify positive policy
and practice initiatives.

Thus synthesis was achieved by the use of an inductive analytic method of
case study - building the knowledge base, case by case. Research in the field
of ‘race and ethnicity’ is peculiarly subject to contested definitions and flexible,
not to say moving uses of terms. There is certainly not “a high degree of
consensus on the definition of problems and methods, where there are
accepted means of defining these operationally which lead to a standard use
of keywords and where the results come in forms that can be treated as
equivalent. We have, therefore, had to adopt a more eclectic approach, while
seeking to ensure a degree of systematic analysis, and an inclusive albeit
rigorous paradigm for both searching out and accepting materials for
consideration in this review.
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3 RESULTS

3.1 Overview of the literature reviewed

The literature overview has revealed an extensive and expanding literature in
the field of ethnicity and health and issues directly, or indirectly, related to
communication. Our initial searches produced over 3,000 potential papers for
review. As part of the review process we examined this literature and
identified key findings under specific headings which can be related to
practice areas and policy directions. The sub-sections which follow present
our analyses of materials in each of these areas. Details of the key
publications specifically mentioned in each area sub-section are provided in
section 5. A more extensive, consolidated master Bibliography is also
presented in Annex 6, including a selection of some of the relevant websites
discovered. An Annotated Bibliography is available at ethnic-health.org.uk.

At the end of the review process, we were able to identify a number of
underlying issues that underpin the literature in all these areas, and to make a
number of recommendations. These are presented in section 4. It is hoped
that the overview presented below will support an evidence-based approach
to meeting the requirement for linguistic and cultural competence in the NHS.

3.2 Meeting language needs (interpreter / advocacy
services)

The literature overview of this area builds on our earlier literature reviews of
interpretation, translation, advocacy or language support (ITALS) services
(Szczepura et al 1999, Johnson et al 1999), and our more recent review of
ethnicity and access (Atkinson et al 2001). The former review also addressed
the cost of different forms of ITALS service provision. The current study
updated the findings from all these reviews (which are summarised in Annex
5). In addition, where possible we identified and assessed any research
evidence on: issues related to management and quality of services in the UK;
any evidence of the clinical implications of not providing ITALS services; and
research on effective training of interpreters / advocates, including training in
the use of interpreters. Our original reviews were limited to spoken and
written language services, but the current review also examined the evidence
on web-based and electronic means of communication; this is considered in
section 3.4.

Several approaches have been identified within the NHS for overcoming
language barriers where verbal communication is required as part of the
delivery of services. These will vary in their effectiveness or ‘adequacy’,
costs, and generalisability to different locations. The main models in use in
the UK for provision of interpreting / advocacy services are described in
Annex 3. National good practice guidelines for culturally and linguistically
competent health care from the USA (that cover Language access services;
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Culturally competent care; and Organisational supports for cultural
competence) are described in Annex 2 (section 2.5).

3.2.1 UK literature on language barriers to access and need for
interpreter services

There continues to be evidence of the language and cultural barriers faced by
ethnic minorities in the UK when accessing health services. Several studies
have shown poor knowledge or understanding of English amongst particular
groups of black or ethnic minorities, especially women and older people. The
issues which arise where service providers and patients do not share the
same language and culture have been widely regarded as a key barrier to
access to health and other welfare services for these groups. Policy
recommendations by the Department of Health in the recent past have
focussed on the need to overcome the language and cultural barriers in both
primary and secondary health care through methods such as the provision of
appropriate interpreting services, employment of staff who speak a range of
languages, and the appointment of link-workers or facilitators. Some of the
more recent UK literature available on these aspects is presented below.

Language and communication continue to be reported as principal barriers in
the UK to accessing health services by ethnic minorities for serious
neurological disorders (Baxter and Baxter 2000); for coronary heart disease
amongst South Asians in Leicester (Farooqi et al. 2000); and for utilisation of
primary health care services by Bangladeshis in Cardiff (Hawthorne et al
2003). There is a larger literature on south Asians and the influence of
language barriers on access to other forms of care, particularly in relation to
maternal and child health. Certain linguistic communities, notably the
Chinese, Bangladeshi and some other refugee-origin groups (e.g.
Vietnamese) have been more intensively studied than others.

There is a recent research literature on the Chinese population in the UK.
Sproston et al (2001) found that Chinese people in England were less likely
than people from other minority ethnic groups to consult their GP, even after
their relative health status was taken into consideration. Use of general
practitioners by Chinese people was associated with a number of factors, of
which the strongest predictor was the ability to speak English. Chinese who
speak English were more likely than those who did not, to consult their
general practitioner. Kwan and Williams (1998) identified language barriers
for obtaining dental care services by Chinese people in the north east of
England. Green et al (2002) while evaluating mental health services for
Chinese women in South-East England found that a lack of communication
resulted in delayed diagnoses, misunderstood treatment regimens, and
deterred women from (re-) presenting to the NHS. These problems were
more acute for those women who were most marginalised from English-
language culture. Li et al (1999) describe various barriers encountered by
Chinese people with mental health needs in England. The main barriers
observed were language, interviewees' perceptions of symptoms as somatic
rather than psychiatric in origin, lack of knowledge about statutory services,
and lack of access to bilingual health professionals.
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Hayes (1995) has provided a review of some of the issues surrounding
barriers to access in maternity care for Asian women. This points out that
these women may have a poor command of spoken English, and that Asian
women who register with a GP with skill in their own language (one of the
models for provision of interpreting in the UK) who is not on the local obstetric
list have a 2 fold increased risk of having a perinatal death, compared to those
registered with a listed GP. Fewer than half of district health authorities were
found to have an interpreter / linkworker service; instead women were advised
to bring someone with them for the purposes of interpretation.

More recently, Bulma and McCourt (2002) in west London have found that
several Somali refugee women did not gain equal access to maternity
services due to inadequate provision of interpreting services, stereotyping and
racism from health service staff, and a lack of understanding from staff of
cultural differences. A further issue found to affect the Somali women was
poor management of female genital mutilation in pregnancy and labour.
Similar views on dissatisfaction with maternity care by Bangladeshi women
have been reported by Duff et al (2001). Davies and Bath (2001) explored the
maternity information concerns of a group of Somali women in a Northern
English city and investigated the relationships of these women with maternity
health professionals. The study indicated that poor communication between
the non-English speaking Somali women and health workers was perceived
as an underlying problem in seeking information. Fears about
misinterpretation and confidentiality also limited the usefulness of interpreters.
The Somali women perceived that they were denied information due to
punitive attitudes and prejudiced views among health professionals.

Uptake of immunisation for their children has also been reported to be low
among South Asian and Chinese women. Larcher et al (2001) studied the
barriers in uptake of hepatitis B immunisation among children of ethnic
minorities in Hackney, London. The study concludes that in an area with high
prevalence of hepatitis B carriage, mobility, and diverse ethnicity, a dedicated
centralised immunisation service can be highly effective, provided that
adequate support services (translation, counselling, and parental referral) are
available.

Lack of awareness about availability of language support services also affects
equity in access. Free et al (1999) examined the influence of communication
difficulties, lack of knowledge of services, and the appropriateness of services
in accessing out-of-hours health services by Vietnamese community in South
London. Participants did not know about GPs' out-of-hours arrangements and
their access to the range of services normally available was limited. They
were unable to communicate with health care professionals or answering
services and were also unaware of out-of-hours interpreting arrangements.
Generally, participants were dependent on other people in gaining access to
services. Some participants had used 999 services despite communication
problems. Participants' experienced delays in seeking health care services
and confusion regarding the medicines and advice given. Madhok et al
(1998) while describing satisfaction level with health services among the
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Pakistani population in Middlesborough found that only 5 per cent of hospital
in- or out-patients were informed of the availability of a professional
interpreter, and none used the service. One quarter of patients said that they
would have used the interpreting service if they had known about it. The
study also observed that the policies on culturally sensitive meals, as well as
interpretation services, were not properly implemented.

Box (1998) has reported low cervical cancer screening levels among ethnic
minority groups due to lack of general awareness. Health advocates revealed
that they did not advertise their availability for such consultations because
they feared they might be swamped with excess demand for their services.
Advocates also suggested that the quality of their relationships with medical
professionals was sometimes not what they would wish. It was concluded
that there was a need for improved staff training for those involved in cervical
screening so that interpreters and advocates are used as appropriate, and so
that patients who consent can give informed consent. Thomas et al (2000)
aimed to establish the efficacy of introducing trained bilingual health
advocates for non-English speaking cancer patients. Male and female
Bengali advocates received appropriate training. They were then given a
group of patients to manage, while a control group received no such
intervention. Outcomes were determined at the baseline and after three
months. An interim analysis shows that the advocates had only recruited half
of the expected number of Bengali cancer patients. Focus groups showed,
however, that healthcare professionals felt that their training was inadequate
to overcome language and cultural barriers, and many were distressed that
they were not meeting the needs of minority ethnic patients. The authors
anticipate that this study would reinforce research in other health sectors
where bilingual health advocacy has been beneficial, and that future care
would be better informed as a result. An interim conclusion, which we may
draw from this and other studies, is that the introduction of such systems
requires more time and planning than has been typically allowed for - and that
more projects should report their evaluation findings, even when (as here)
they are less than successful on early expectations.

3.2.2 Use of professional interpreter services or bilingual providers

Effective communication is central to safeguarding the quality of health care.
Communicating with patients / clients that do not speak English as their
preferred language brings an added dimension to communication that
demands additional skills and knowledge on behalf of the health professional.
There are several options for improving communication available to health
professionals (see Annex 3). It may seem both convenient and reassuring for
the client to use members of their family as an interpreter. This practice is
fraught with difficulties, however, in that someone close to the client may find
it difficult to stop their own views about the situation colouring their translation;
family members may wish to protect someone from bad news or to conceal
sensitive issues such as domestic violence or abuse. Furthermore,
confidentiality is lost and the client themselves may be reluctant to discuss
certain issues. Thus, the perceived benefits of using family and friends are
out weighed by the pitfalls. Often, informal lists of staff or volunteers prepared
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to interpret are available and although this arrangement can be helpful at
times it is not recommended, as volunteers are generally untrained and may
have poor knowledge of health issues and professional communication. The
ideal solution would be bilingual health workers who can carry out clinical
work in the clients preferred language. However, bilingual health workers are
few in numbers. The other best option is the use of trained interpreters or
advocates who are able to maintain confidentiality and are skilled in
interpreting.

(1) General Services

Jacobs et al (2001) examined whether professional interpreter services in the
USA increased the delivery of health care to limited-English-proficient patients
through a two-year retrospective cohort study. Preventive and clinical service
information was extracted from computerised medical records from a large
HMO in New England. Clinical service use and receipt of preventive services
increased in both groups from year one to year two, and the study indicated
that provision of professional interpreter services increased delivery of health
care to limited-English-speaking patients. Heaney and Moreham (2002) found
under-utilisation of professional interpreters and an over-reliance on informal
interpreters in a metropolitan healthcare system in Australia. A lack of
knowledge about interpreter services was related to a lack of formal
interpreter use and an increased use of informal interpreters. In another study
Tobin et al (2000) discussed the utilisation of bilingual counsellors within a
public sector mental health service in Australia. An internal review of their
own bilingual counsellor programme found that the counsellors' roles needed
to be better defined; that mainstream staff needed to have more access to
their expertise as cultural consultants; and that their function as an area team,
rather than as service-based staff, needed to be encouraged.

Gerrish (2001) describes the nature and effect of communication difficulties
arising from interactions between district nurses and South Asian patients in
the UK. It was found that over half of South Asian patients had little or no
understanding of spoken English; and women and older people were the least
likely to speak English. Although the community trust provided professional
interpreting services in the main South Asian languages spoken by local
communities, the district nurses rarely utilised them. This was partly because
nurses were unaware of the levels of language competence among their
patients, and also because the interpreter service was regarded as
inadequate because of under-funding and difficult to access. Stolk et al
(1998) investigated the effectiveness of a training and policy strategy to
improve communication opportunities in an acute inpatient unit for patients of
non-English-speaking background (NESB) with low English proficiency.
Compared to the ESB population, a higher proportion of NESB patients rated
low on proficiency. Following the intervention, interpreter bookings and
booking duration increased significantly. The study concluded that a standard
training package and a policy promoting interpreter use improved
communication opportunities in an acute setting where language needs are
typically poorly met. Failure to ensure effective communication raises risks of
misdiagnosis and inappropriate treatment. By measuring patients' proficiency
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directly, this study identified a higher level of need for interpreter services than
estimated by past reports.

One of the very few studies to examine cost issues was conducted in South
Africa. Drennan (1996) concludes that staff trained in psychiatry are clearly
preferred as interpreters. A significant proportion of patients were being
assessed through the use of family members, cleaners and other
inappropriate people. The financial burden to the hospitals of not providing an
interpreter service was small, but the impact on improved working conditions
and service to patients was considerable. Fagan et al (2003) discuss how
interpretation affects the process of health care, including patients’ visit length.
One study found that limited English proficiency (LEP) patients using
interpreters had visits that were longer than visits for English-speaking
patients by 7 to 12 minutes (Kravitz et al 2000). This study also found that
patients using a personal interpreter (family member) did not have significantly
longer visits than English-speaking patients. Fagan et al (2003) also
compared visit lengths of patients using 3 methods of interpretation (in-
hospital facility, patient-supplied, and telephone interpreters). It was found
that telephone and patient-supplied interpreters were associated with longer
visit times, but full-time hospital interpreters were not.

(i) Accident and Emergency Department

Enguidanos and Rosen (1997) have evaluated language (English vs.
Spanish) as a variable in compliance with follow-up appointments from
emergency department (ED) referrals and compared it with four other socio-
economic variables. The study found that language was not a significant
variable influencing follow-up compliance. Having a primary medical doctor
prior to the ED visit was positively correlated with follow-up compliance and
was the only significant socio-economic variable irrespective of language
ability. There was no significant correlation between English speaking and
any of the socio-economic variables. Among Spanish speakers, having a
primary medical doctor and having some form of medical insurance were
significantly correlated to compliance with referrals. In another study it was
found that the use of ED services was lower for non-English speaking than
English speaking patients. The use of trained interpreters was associated
with increased intensity of ED services, reduce ED return rate, and increased
clinic utilisation (Bernstein et al 2002).

Another American study, Sarver and Baker (2000) has explored whether
patients who encounter language barriers during an emergency department
visit are less likely to be referred for a follow-up appointment and less likely to
complete a recommended appointment. The proportion of patients who
received a follow-up appointment was 83% for those without language
barriers, 75% for those who communicated through an interpreter, and 76%
for those who said an interpreter should have been used but was not.
Appointment compliance rates were similar for all 3 patients groups. The
study concluded that the language barriers may decrease the likelihood that a
patient is given a follow-up appointment after an emergency department visit.
However, patients who experienced language barriers were equally likely to
comply with any follow-up appointment.
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Studies that have examined the use and effect of interpreters reveal that
patients with LEP often believe that interpreters should be used more than
they currently are. Baker et al (1996) observed while dealing with Spanish-
speaking patients in a US emergency department that nurses and physicians
interpreted most frequently (49%), and professional interpreters were used for
only 12% of patients. The study concluded that interpreters are often not
used despite a perceived need by patients, and that the interpreters who are
used usually lack formal training in this skill. Language concordance and
interpreter use greatly affected patients' perceived understanding of their
disease, but a high proportion of patients in all groups had poor knowledge of
their diagnosis and recommended treatment.

Lawrenson et al (1998) undertook a study to find what data on ethnicity are
collected in North Thames Accident & Emergency (A&E) Departments. A
range of staff working in A&E departments were interviewed. It was found
that ethnic origin was recorded in all units but not on every patient. Only one
unit had actively recruited staff from an ethnic minority. None of the units had
formal training in place for staff to gain an appreciation of issues facing
patients from ethnic minorities. Interpreters and written material in appropriate
languages were available in all units.

Leman and Williams (1999) studied the support for a national telephone
interpreter service for accident and emergency (A&E) departments across the
UK, and the factors that might influence the level of support. Seventy-nine of
180 (43%) A&E departments had used some form of interpreter in the seven
days preceding completion of the survey. Seventy-six of 86 (88%) of those
departments using face-to-face interpreters had experienced difficulty
obtaining an interpreter out of hours. The study demonstrated widespread
need and support for a national telephone interpreter service that would match
the requirements of 24 hour emergency health care provision. Those
departments in favour were no more likely to have required an interpreter in
the last seven days, be in the inner city, have predominantly local population
needs compared with tourist needs, or be current users of a telephone
interpreter service.

(i)  Primary Care / Outpatient Clinics

Bischoff et al (1999a) examined the languages spoken in medical
consultations during a one-month period in an outpatient clinic in Geneva, and
the ways health professionals use to communicate with their patients, in
particular by using interpreters. In only 14% of consultations without
interpreters, was the patient's and doctor's ability to speak a common
language rated as good. Even if proxy solutions (informal interpreters) played
an important role, access to an interpreter service was still widely used. The
authors call for systematic and regular interpreter use; planning interpreting
needs in a timely manner; and that training in working with interpreters should
become an integral part of introductory sessions for junior physicians
assigned to the outpatient clinic. Another study undertaken by Bischoff et al
(1999b) examined how Swiss medical services address the problem of
language barriers in health care and how they respond to the high number of
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patients with language needs. The study was based on two descriptive,
guantitative cross-sectional surveys covering all internal medicine and
psychiatric services. Qualified interpreters were less frequently used in
internal medicine than in psychiatry. Once again, the authors conclude that
there is a need to raise awareness among health professionals of the
advantages of having access to trained interpreters, and of the limitations of
using relatives as interpreters.

Fuller (1995) addresses issues related to effective utilisation of ethnic health
workers in primary health care in Australia. Ethnic health workers were
employed to improve the access of communities of non-English-speaking
background to health services, but their role has remained unclear in a
national health system that has been criticised for being slow to respond to
the needs of these communities. There were also pressures on ethnic health
workers: clients from non-English-speaking backgrounds expected assistance
with a wide range of problems, and mainstream staff lacked competence in
meeting these needs. Ethnic health workers' involvement in needs
assessment and health agency change was limited by these pressures; by
ethnic health workers' separation from the work of mainstream staff; and
because systematic planning of services to non-English-speaking
communities was lacking. The author suggests that the appropriate role for
an ethnic health worker is as an access provider, with a greater emphasis on
needs assessment and agency change. Furthermore, agencies need to
develop culturally appropriate service plans and training so that ethnic health
workers and mainstream staff are better able to work together.

In primary care, the main source of help with communication for GPs and
nurses remains the patient's family. In spite of heavy reliance on families,
considerable dissatisfaction with family members as interpreters is reported.
Inaccurate translation and embarrassment are problems for both white and
Asian GPs. GPs resort at times to using children as interpreters, mime and
other non-verbal methods of communication. Some practice team members
may be an important source of interpreting help and some of them are
recruited specifically for this purpose. However, the use of formal interpreting
services of any kind remains very low. As a result, many of the methods used
to overcome communication problems in primary health care involve a
compromise in standards of privacy, confidentiality, accuracy and
thoroughness, especially for elderly people.

3.2.3 Quality of interpreter services (use of informal and professional)

Several studies have been critical of the heavy reliance by health
professionals on family members or relatives to interpret (Pharoah 1995;
Robinson 1998; Chamba and Ahmad 2000; Gerrish 2001). The underlying
reasons (as pointed out above) are quality of interpretation, privacy and
dignity. Researchers are even more critical when professionals rely on
children or minors to interpret (Cameron et al 1989, Pharoah 1995; Robinson
1998; Cohen et al 1999). It is not only considered inappropriate to place such
a burden on a child who may not have the necessary understanding to
interpret accurately or to cope with emotional aspects of the disclosure, it can
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also cause tension in the relationship between the child and adult, especially
where a child and parent or grand-parent are involved (Ahmad 1996). Cohen
et al (1999) argue that the operational constraints that GPs face because of
the limited availability of professional interpreters or bilingual health advocates
create situations where children are accepted in this role by GPs, subject to
specific limitations. The perception of children's acceptability as informal
interpreters is shown to be related primarily to the nature of the medical
consultation in terms of whether it is likely to be straightforward, complex or
sensitive. At the same time GPs expressed an ideological opposition to the
appropriateness of this task for children generally.

Training of interpreters and health care professionals is an important
consideration in terms of the quality of interpreting. In another study dealing
with experiences of nursing care of Pakistani communities, Cortis (2000)
observed that nurses have a poor understanding of ethnic needs, portray
ethnocentric attitudes and behaviour. Some primary care nurses lacked skills
in using interpreters appropriately in health care interactions, with the result
that the skills of interpreters were not necessarily used most effectively.
Similarly, interpreters generally regarded their training to have been
inadequate on health specific knowledge. It has also been observed that
interpreters and advocates might not be equally fluent in both languages and
as a result may fail to translate, mistranslate, or edit questions and replies
(Pfeffer and Moynihan 1996).

The literature also contains serious concerns about the quality of
interpretations when dealing with refugees and asylum seekers. Tribe (1999)
comments on some of the dilemmas inherent in the task of using interpreters /
bicultural workers when working with refugee clients who have fled to Europe,
many of whom have been tortured. A high proportion of these refugees may
not speak European languages or share explanatory health beliefs. The
author argues that these differences should not act as barriers to obtaining
health and counselling services and that employing interpreters / bicultural
workers may help to bridge these gaps and improve service provision and
delivery. Graz et al (2002) discussed the opinions of physicians on
interpreting and translation materials for refugees and migrants. According to
a questionnaire sent to all of physicians who were members of a health care
network for asylum seekers in the Swiss canton of Vaud (n = 169), it appears
that 45% of practitioners would find a telephone interpreter service to be a
practical solution, and 58% would like medical glossaries with phonetic
pronunciation and visual illustrations made available. With a response rate of
91%, it is estimated that these two types of services would be used as often
as qualified interpreters, if they were made available.

Jones and Gill (1998) discuss difficulties for these populations in accessing
interpreter services in the NHS due to wide dispersal of refugees and asylum
seekers in UK. The situation is exacerbated where appropriate interpreter
services have not been developed and where there are no local communities
of people of the same ethnic origin as the asylum seekers. The development
of a national telephone interpreting service in a range of languages is a
priority. The authors recommend that a separate capitation payment for
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refugee patients, together with a new item of service payment linked to the
duration of each professionally interpreted consultation, should be introduced.

3.2.4 Translated brochures, telephone interpreting services, and other
outreach activities

Translation of written materials can also have an empowering role if it
provides the right information in the right way, at the right time, to ethnic
minority groups. One factor which sometimes reduces the impact of
translation is that in order to be effective patients must either be able to read
translated material, or they will require access to someone who can explain it
or read it to them. This may pose a problem because some minority groups
may not be able to read the written version of their first language (see Annex
2). Moreover for some language groups a written version of the language is
not available (e.g. Mirpuri and Sylhetti, the two most commonly reported
dialects in the Pakistani and Bangladeshi populations).

Nevertheless translation of key material can fulfil an important role for minority
communities. It can be used to increase patient awareness of health care
provision availability. It is also potentially useful in order to convey health
promotion information, and to empower minority communities by making them
aware of complaints procedures etc. Translation of material into other
languages may also be worthwhile if it makes service provision appear more
culturally sensitive.

Conversely, failure to translate key leaflets or reports into other languages
may have the effect of making patients feel marginalised. Thus, translating
material into other languages can send out an important signal to ethnic
minority communities about the extent to which those providing health
services aim to be inclusive. The Audit Commission (1994) also implicitly
acknowledged that translated material can play an important role in terms of
alerting service users to the availability of interpreter provision, and pointing
them in the direction of provision as required. The use of video material may
also be particularly useful in order to convey information verbally and visually.
This may be especially useful were individuals cannot read the written form of
their language.

Zhu et al (2000) describe the experiences of using a centralised telephone
service for tobacco cessation in the US. The programme was promoted state-
wide by media campaigns, health care providers, local tobacco control
programmes, and the public school system. The Helpline was centrally
operated through the University of California, San Diego and provided services
state-wide via telephone. Two randomised trials have demonstrated the
efficacy of the Helpline's counselling protocol. The authors suggest that a
similar centralised helpline operation should be included in any large scale,
comprehensive tobacco control programme.
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3.2.5 Doctor-patient communication: bridging the gap

A generation ago, the experience of practising medicine across cultural
boundaries was far less common than it is today. The population is now much
more diverse in race, culture, language, religion, and ethnicity and physicians
must develop the knowledge and the skills to engage patients from different
cultures and to understand the beliefs and the values of those cultures. If
physicians focus only on a narrowly defined biomedical approach to the
treatment of disease, they will often misunderstand their patients, miss
valuable diagnostic cues, and experience higher rates of patient non-
compliance with therapies. Such miscommunication will not only result in
lower utilisation but in poor quality of care and greater patient dissatisfaction.
Evidence also reveals how critical the physician's knowledge of culture and
language is in delivering bad news to patients (Lee et al 2002).

Literature on outpatient settings in the US has shown that language
discordance results in lower uptake, poor quality of care, worse outcomes and
decreased satisfaction. Derose and Baker (2000) found that Latinos with fair
and poor English proficiency reported 22 per cent fewer physician visits than
non-Latinos whose native language was English, even after adjusting for other
determinants of physician visits. Sarver and Baker (2000) have identified that
language barriers decrease the likelihood that a patient is given a follow-up
appointment after an emergency department visit. Carrasquillo et al (1999)
indicate that Non-English speaking patients are less satisfied with their care in
the emergency department (ED), less willing to return to the same ED if they
have a problem they feel requires emergency care, and report more problems
with emergency care. Strategies to improve satisfaction among this group of
patients may include appropriate use of professional interpreters and
increasing the language concordance between patients and providers.
Another study describes that physicians believe that they are spending more
time with non-English-speaking patients because of the challenges of
language and cultural barriers (Tocher and Larsen 1999). An important
limitation of this study is that the authors were unable to measure quality of
care provided or patients' satisfaction with their care. A study of clinicians in
three academic outpatient settings by Karliner et al (2004) shows that the
clinicians encountered difficulties eliciting exact symptoms, explaining
treatments, and identifying treatment preferences. Clinicians perceived that
the lack of knowledge of a patient's culture hindered their ability to provide
quality medical care and some felt they were unable to establish trust or
rapport. Previous training in interpreter use was associated with increased
use of professional interpreters and increased satisfaction with medical care
provided.

A Canadian study dealing with the effect of language discordance on health
outcomes for inpatients reveals that patients with limited English proficiency
have longer hospital stays for 7 of 23 medical and surgical conditions (John-
Baptiste et al 2004). However, the limited English proficiency patients were
not at increased risk of in-hospital mortality. The study further suggests that
the effect of communication barriers on outcomes of care in the inpatient
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setting requires further exploration, particularly for selected conditions in
which length of stay is significantly prolonged.

To consolidate evidence further, Ferguson and Candib (2002) undertook a
systematic review of the literature to determine how differences between
physicians and patients in race, ethnicity and language influence the quality of
the physician-patient relationship. The study brought out consistent evidence
that race, ethnicity and language have a substantial influence on the quality of
the doctor-patient relationship.  Minority patients, especially those not
proficient in English, were less likely to engender empathic response from
physicians, establish rapport with physicians, receive sufficient information, or
be encouraged to participate in medical decision making. The evidence calls
for a more diverse physician work force since minority patients are more likely
to choose minority physicians, to be more satisfied by language-concordant
relationships, and to feel more connected and involved in decision making
with racially concordant physicians. The literature also upholds the
recommendation for professional interpreters to bridge the gaps in access
experienced by non-English speaking physicians. Further evidence supports
the admonition that 'majority’ physicians need to be more effective in
developing relationships and in their communication with ethnic and racial
minority patients.

A few studies from Australia and the US highlight client-clinician ethnic
matching in improving delivery of culturally competent health care. This has
been found to be very effective in psychiatric care (Ferguson and Candib
2002; Ziguras et al 2003). Furthermore, although Cooper et al (2003) report
that race-concordant visits are longer they suggest that they are characterised
by a more patient positive effect. Previous studies have linked similar
communication findings to continuity of care. The association between race
concordance and higher patient ratings of care is independent of patient-
centred communication, suggesting that other factors, such as patient and
physician attitudes, may mediate the relationship. Until more evidence is
available regarding the mechanisms of this relationship and the effectiveness
of intercultural communication skills programmes, the authors suggest that
increasing ethnic diversity among physicians may be the most direct strategy
to improve health care experiences for members of ethnic minority groups.
However, Sensky (1996) cautions that, even when physician and patient
share the same ethnicity, it cannot be presumed that they share the same
beliefs.

A number of papers identify the need for cultural competence training for
physicians. Rothschild (1998) discusses cross-cultural issues in primary care
medicine in the US aimed at bridging the communication gap between the
doctor and LEP patients. This article reviews the role of culture in primary
care medicine and the effect of health beliefs on decisions to seek care.
Other influences, including the patient's family, language, and socio-economic
status, are examined. The possible effects of the physician's own culture are
looked at as well. Methods of eliciting the patient's explanatory model are
reviewed, and guidance is given on strategies to avoid miscommunication or
misunderstandings. Additionally, the physician is given guidance on how to
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draw on the patient's beliefs and values as resources in health promotion and
in the treatment of disease. Specifically, the use of interpreters to overcome
language barriers is reviewed, and behaviours are identified to maximise the
accuracy of communication when interpreters are needed. Robinson and
Gilmartin (2002) have reviewed the main barriers to effective communication
between practitioners and ethnic minority service users not fluent in English.
Barriers are reviewed at an interpersonal level, concerning differences in
attitudes and beliefs, and communication skills. Consideration is given to the
impact of organisational factors on practitioner-client communication, focusing
on provision of bilingual health workers. A key argument is that education
should enhance the ability of health professionals to reflect on both the
individual and organisational aspects of transcultural communication
competence. Another study reports that although primary care residents and
faculty defined culturally competent communication in terms of both generic
and culture-specific elements, they were sceptical of sensitivity and
communication skills training, and worried that didactic presentations would
result in cultural stereotyping (Shapiro et al 2002).

Key Findings:

e Repeated studies, internationally, demonstrate a link between language
and cultural difference and health inequalities.

¢ Internationally, similar findings emerge consistently, although because of
other models of health care provision alternative intervening effects and
variables may appear to explain some effects (e.g. insurance status).

e Poor communication has an impact on all aspects of health care provision,
from prevention through screening, acute, chronic and emergency care,
and at all ages.

e Not all language communities have been equally well assessed,
reinforcing inequalities between them.

e There is a poor level of information about levels of need associated with
ageing, or the effects of demographic change on specific groups.

¢ Increasing attention is being paid to the possibility of telephone or new-
technology based systems of language support, which has been shown to
be effective in non-UK settings.

e Despite relatively substantial levels of research into language needs in
maternal and child care, there has been little evidence of effective
intervention to address such needs, other than locally.

e Services are provided inconsistently across areas, and a 'post-code lottery’
exists in respect of language support.

¢ Non-English-speaking-background patients often have low expectations
and seldom insist on interpreter support. By being willing to use 'bring-
your-own' support, they may harm their own health, but are rarely aware of
this.

e Training is needed for health care professionals in the use of language
support.

e Creating, using and evaluating language support services requires more
time and resources than are often allowed for.
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Main Conclusions:

Despite a substantial evidence base in favour of providing proper language
support, and demonstration of adverse effects linked to its absence, there is a
lack of consistent, universal provision or adequate resourcing of such services
in the UK. Indeed, there is a low level of research into cost-effectiveness
internationally, or into the direct clinical implications of introducing adequate
services. It would appear that training is needed, both for users and providers
of health care services, in the proper ways of overcoming language barriers,
and in raising expectations among non-English speakers. Similar problems
are faced in all societies, and do not appear to be time-limited: the growth of
globalised communities may instead be leading to increasing need, but also
offering possibilities (e.g. by international telephone linkages) of international
solutions. More needs assessment may be required, but should be tied to
guaranteed resourcing and evaluation, and adequate time and resources
allocated to ensure that initiatives are fully worked through.

3.3 Health promotion materials (including specialist
materials and web-based materials)

Increasingly, the focus of the NHS has moved from treatment of disease
towards health promotion, primary prevention and promoting healthy
behaviours (formerly known as health education). Communication is
fundamental to this activity, and there has been a considerable literature on
health education materials and minority ethnic groups. Much of the earlier
literature concentrated on the content, and criticised materials for their focus
(ignoring ‘common' health problems and criticising cherished cultural values).
A common theme of all studies has been an assertion of the need to move
away from printed materials and passive dissemination towards audio-visual
presentation and active engagement with minority communities. Studies find
minority groups eager for health promotion advice, but having poor uptake
and recall, and (when examined) a low rate of impact on behaviour. A few
studies have noted that translation alone, or provision of information in tape
formats without active outreach and support, show little improvement over
written materials. A 'social marketing' approach is thought to be the most
likely strategy to have effect: (Barrett 2001; Shire 2002). There is a severe
lack of evaluative intervention studies in UK (Johnson 1999, Robinson 2002).
There have not been many recent studies, apart from reports of interventions
described or proposed, and discussion papers repeating previous
conclusions.

‘There are several explanations for the strong correlation between literacy and
morbidity. The most obvious is that illiteracy prevents a person from reading,
understanding, and following health instructions’ (Shire 2002). Schaafsma,
Raynor and de Jong-van den Berg (2003) found that a combination of
methods (verbal, written, multi-media) is more effective, since the advantages
of the different methods can be combined. Choice of medium alone is
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insufficient to guarantee effectiveness: Kakai et al (2003) emphasise the
critical role that cultural values and beliefs play in shaping cancer patients’
health information seeking behaviours. In Hawaii, Caucasian (White) patients
preferred information obtained through medical journals, and the internet.
Japanese patients relied on media and commercial sources. Non-Japanese
Asians relied on person-to-person communication with their physicians, social
groups, and other cancer patients. This latter pattern appears to resemble the
preferences of UK South Asian groups, as does the importance of the minority
community individual in the person or group providing the health information,
which must also be seen as 'culturally competent’. This approach:

e recognises the family and community as primary systems of support and
intervention;

e assures that its efforts exist in concert with natural and informal health care
support systems; and

e assures meaningful involvement of community members and key
stakeholders (National Center for Cultural Competence 2003)

It also requires detailed prior assessment of contextually based qualitative
data to provide insights, including use of qualitative methods (Goldman et al
2003) to understand how behaviours are situated in the person’s life and
identify salient themes and issues. An alternative recommended approach is
through community development models (Smart, Titterton and Clark 2003).
This cannot be developed as a model, however, without partnerships and
alliances between statutory services and community groups and their
representatives. Similar conclusions arise from considering research into
women-centred health-promotion (Kar et al 1999), including the finding that
health promotion programmes must go beyond health and begin with other
community priorities.

Key findings:

For patients who do not speak English (often older immigrants),

communication is a problem as is access to interpreters / translations.

e There exists a strong association between illiteracy and poverty, both
influencing health outcomes.

e “Social Marketing” as a solution needs to be funded.

e Combinations of verbal, written and multimedia messages prove more
effective.

e Disparities exist between ethnic / racial groups in prevention behaviour
which reflect social contextual factors, including communication factors.

e Effects of patients’ ethnicity override their education level in shaping their
choices of health information.

e The *“cultural competence” model promotes health promotion within a

community—level focus, with recognition of context, family and community,

informal health care support systems, and meaningful involvement of

community.
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e Community development approaches tackle social exclusion of
marginalised groups, targeting expressed community needs first, followed
by health promotion efforts.

e The valuable contribution of the voluntary sector to community approaches
to health promotion should be strengthened with financial support from
central government departments.

e Empowering women and mothers for social action and health promotion
movements has been shown as a way forward in tackling interethnic
community differences by rallying women and mothers around common
community priorities.

e Meaning-centred, contextually based qualitative data needs to be
collected.

Main Conclusions:

In order to develop a national policy on health promotion that is inclusive of
and translatable to all marginalised groups and to make headway on
eliminating disparities, ‘you have to do it community by community’ (Barrett
2001). In health promotion efforts, there are various ‘models that work’ and
an array of approaches and procedures for successful health promotion at the
very local level of specific minority ethnic communities. There can be,
therefore, as many models of good practice as there are communities. Within
any approach that champions cultural and linguistic competency is an
underlying acceptance of cultural and linguistic plurality and diversity at the
macro planning level. The issue for centralised programmes and policies of
health promotion planning is to begin to encourage multiplicities of approach
as the rule, rather than the exceptions to a one-size-fits-all overarching model
of health information promotion.

3.4 'Tele-consultation' services (NHS Direct, telemedicine,
websites etc)

Modern  methods of communication increasingly depend on
telecommunication strategies, both personal (i.e. telephone) and using 'virtual’
means, notably the internet or world-wide-web (Web) through computer
terminals. Technology, including digital TV, is developing rapidly and offers
many possibilities. The NHS Plan anticipates that future provision of 'out-of-
hours' service, and much triage and advice work to be provided using
telephone consultations. It also promises that NHS Direct will offer national
availability and delivery of language support (interpreting between patient or
carer and clinical professionals) through this means. At the same time, NHS
Direct Online has begun to develop a resource of translated materials for
patient information in diverse languages. However, there is as yet very little
(non-USA) research evidence or evaluation of these services available in the
professional literature, and even basic background information, insofar as it
relates to minority groups, is sparse. It does however appear that minorities
may not identify strongly with 'mainstream' national media and often turn to
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satellite TV from their countries of origin, if they do not see themselves
represented locally (Georgiou 2001; Georgiou and Silverstone 2001).

It has to be assumed that household telephone ownership is nearly total in
modern Britain (Ring and Jones 2004), and use of mobile phones is also
growing rapidly, but American evidence on accessibility to the internet (Mandl
et al 2000; U.S. Dept. of Commerce 2000) notes that there are significant
social inequalities in access to the Web. Only half the homes surveyed had a
computer, and only four fifths of these had access to the internet. Black and
Hispanic groups were about half as likely as white or Asian American families
to be so enabled. While these figures are now out of date, and there are no
comparable data available for UK or Europe, there is little reason to doubt that
similar gradients may affect disadvantaged communities in Britain (Anthony
2000). Inner city areas may be more likely to have 'broadband’ telephone
services and cable TV provision, but this will not offset established income
and educational gradients in ownership and use of computer technology.
Research will be required into the levels of effective internet access among
UK populations.

Research into the effectiveness of telephone consultation and information
giving and seeking has begun, but as yet we have not located any major
studies of ethnic or linguistic differences in these, and there do not appear to
be any studies recorded in the NHS National Research Register (issue
2004,1) that consider issues of ethnicity and inequality, either in respect of the
use and experience of telephone consultation or web-based materials.
Neither were we able to identify any studies in UK or USA which compared
‘remote’ interpreting and face-to-face provision or effectively evaluated the
introduction of remote systems. One paper (Ring and Jones 2004) reports a
small survey of the use of NHS Direct, showing lower than expected usage by
ethnic minorities. The UK Department for Work and Pensions has also
examined benefit take-up and the use of telephone services by minority ethnic
elders: an early disappointing experience reduces their propensity to follow-up
information sources (Barnard and Pettigrew 2003). A limited number of other
papers and initiatives were located relevant to a discussion of 'new
technology' in health care provision.

One new technology which has potential for personal access to information is
the use of 'talking signs', which are being developed to provide guidance in
minority ethnic languages: these clearly have relevance to health promotion
and also in assisting visitors to health care facilities with local information and
'how to get to ' guidance: at present there appear to be no evaluations or
research, and most development appears to be undertaken within transport
settings (such as 'talking bus-shelters': Department for Transport 2003). A
similar use of technology, however, is being developed in health-care settings
using 'touch screens' (Phul et al 2003; Jackson and Peters 2003). This has
the advantage of not requiring either previous experience of using a computer,
or even literacy in any written script, and appears (from early results) to have
potential, although Jones' (2002) monitoring of kiosk use (which had no
ethnicity information) suggested low use by the majority population. Touch-
screens may locally complement the proposed national use of digital TV by
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NHS Direct Online. Future research will need to take explicit account of the
use made by minority groups, unlike Cooke's (2003) rapid review of NHS
Direct and its impact on emergency care.

While there are apparently no research-based studies or evaluations of
internet health initiatives, there is a growing number of websites which offer
information relevant to the health of ethnic minority groups. These may be
categorised into four main groups, according to the target readership group
and the sponsoring agency. One key group consists of research centres and
academic bodies providing early or extended reports of research into ethnicity
and health. These are not intended, usually, to be of immediate value to
health service users as patients, nor are they usually aimed at being directly
useful to clinicians and service providers. Secondly, there is a group of sites
which are intended to provide rapid access to information and resources
(including patient-information leaflets and forms in minority languages), some
of which serve a dual readership of practitioners and 'users'. A third, and
rapidly growing, sector consists of sites sponsored by community groups
which fulfil a dual role of providing information about their community's culture
and needs to 'majority’ or ‘generic' agencies and users, including health care
professionals, and also provide 'validated' and authenticated health promotion
materials to members of their own community. Finally, there are a number of
sites within the NHS framework which are established to support health staff
with tailor-made, and quality assured, information on meeting the health care
needs of minority ethnic groups, much as the specialist libraries (SLs) of the
National Library for Health (NLH) do in respect of emergency care, diabetes,
cardiovascular disease, or other aspects of evidence based medicine and
practice. At the time, there was no official NLH specialist library for ethnicity,
but a significant amount of epidemiological and cultural information had been
provided on the sites of some Public Health Observatories or by local
initiative, and NHS Direct Online was beginning to accumulate a collection of
translated materials for patient use. There remains, however, no agreed
protocol or best practice on the validation of these documents, and no
experience of evaluating their usefulness. Equally, there are few guidelines or
quality assurance evaluations of other internet health information providers.

Key findings:

e Ethnic groups in the UK may develop competence within two cultures
without losing a cultural identity or choosing one over the other.

e Digitalisation is opening up more channels of communication, increasing
the possibilities for ethnic-specific information distribution.

e How language barriers and illiteracy are tackled greatly affects older
people’s attitude to having further contact with government services.

e Service providers recommend language-specific helplines; and the use of
community-specific media.

e Video and verbal presentations are considered the most effective formats
for information dissemination by Asian people.

e Touchscreens can be developed to provide health information both aurally
and visually. They simplify the process and make it interactive.
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e NHS kiosks for health information, are currently very limited. Further study
is needed, particularly around issues of minority ethnic use.

e NHS Direct patient satisfaction is high although studying the impact and
effectiveness on minority groups is needed.

Main Conclusions:

The use of media, new media and an expanding arsenal of technological
advancements for the dissemination of health information is in its infancy.
More study is needed to ascertain the effectiveness of new technologies,
particularly at the interface of information provision and minority ethnic groups.
Media use should be seen as complementary to programmatic efforts, not a
substitute. A danger lies in technology becoming a barrier to more effective
person-to-person communication and the development of communication
skills by providers of services. A one-size-fits-all technological approach may
prove ineffective, particularly in reaching diverse groups with varying language
skills and competencies and / or differing cultural expectations of health
information and service provision.

3.5 Procedures for managing and planning for linguistic
diversity

In addition to the aspects of ethnicity and communication outlined in other
sections, there are also questions relating to the most effective ways of
managing and planning for linguistic diversity. Pertinent research in this area
would include evidence on different approaches to recording language needs
(spoken and written), and methods which can improve their success. Also,
any research evidence on the accuracy and strengths / weaknesses of
different approaches to quantifying (estimating) UK population-based
language needs, and mechanisms for translating population-based language
needs data to service planning for multiple languages. However, these are
hard to find.

It is agreed, almost universally, that health services should be committed to
providing a quality service to all communities whether or not they speak
English. The clinical governance agenda requires all organisations to
continually review and improve services. Several NHS Trusts have developed
their own interpreting services, or secured contracts with private interpreting
companies, in order to meet the needs of their local community (Pennington
2001). Where this service is not available it may be appropriate to perform a
needs analysis prior to making a bid for support from an interpreting service.
There are, however, no agreed models of best practice or comparative studies
of how these should be conducted.

A grey literature report from Leicestershire, Powell (1999) questions whether
there is a need to improve communication, interpreting services, and literature
for Asians needing to access cancer and palliative care services. Various
actions were identified to improve access including: developing links with
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community leaders; establishing a central point of contact for information,
translation services, and interpretation; having details of ethnic origin collated
within medical records, and details of the patient's preferred language. It
suggested that translated material needs to be reviewed and that a two-tier
interpreting service should be developed involving a top tier of dedicated
professional interpreters, and a secondary tier of bilingual and multilingual
health care professionals. The use of link-workers was also advocated to
provide advice and support to clients in their own language. The author
suggests that healthcare staff ought to be given mandatory cultural awareness
training, and that training should be provided in schools within the city. In
addition, a multi-faith worker is suggested, inter-agency cooperation, and a
joint strategy. It recommended that the health authority should prioritise
ethnic minority health, and local authorities should create a 12 point check list
similar to one adopted by a local community health council. A conference to
be held in summer 2004 will seek to bring together these and other
recommendations and create local consensus and an action plan (Eastern
Leicester PCT pers. comm).

3.5.1 UK studies

Some procedures have been developed to address language diversity and
improve health care services for ethnic minority patients with language needs
in the practice area. Generally, these strategies rely on good planning and
are designed with the goal of reducing communication barriers that may lead
to improper diagnoses and care, higher health care costs, and poor patient
compliance. In addition, anticipating the needs for language assistance can
substantially decrease the cost of care.

A first requirement in terms of planning is needs assessment at local authority
(or PCT) level. There is a need to collect useful, accurate and meaningful
baseline data relating to ethnicity, culture, diet, religion, language and dialect.
This information should be considered the first building block, fundamental to
the provision of culturally appropriate care and the initial stage in assessing
linguistic need. Familiarity with the numbers and origins of new immigrants in
the community or service area and their language needs is necessary for the
planning process in order to anticipate need.

Secondly, it is essential that there is a process of maintaining patient profile
data that includes language needs at PCT and practice level. This might be
achieved (but has not yet been reported as a routine activity), by updating
information on language needs in patient records both in primary and
secondary care. Access to information on language needs and forward
planning should reduce the cost of language services particularly when an
interpreter is required at short notice. Profiling has been piloted and found
feasible in Liverpool (Mitchell & Jones 2002; Public Health Sector Group
2000).

The Commission for Health Improvement has emphasised assessment and

account of language needs of population at PCT level and also at the service
level. The Commission has further stressed that knowing the language would

51



An overview of the research evidence on ethnicity and communication in healthcare

help encourage the patient's involvement in care. For example, the Paterson
Centre for Mental Health in Central and North West London has produced an
excellent resource pack with information about the social and language needs
of people from a wide range of cultural and religious backgrounds
(Commission for Health Improvement, 2002). This includes advice to staff
about people’s needs and information about how to access support services
provided by the trust and other local organisations. The trust also involves
service users in the appointment of consultant psychiatrists, senior managers
and directors. Service user panels have interviewed candidates, with planned
questions to identify key experiences, attitudes and skills. Bekaert (2000)
similarly discusses integration of ethnic minorities in rural healthcare provision
in Oxfordshire as an example of good practice. Progress was assessed
through audit forms filled out by staff, informal visits to wards, and random
questioning of staff. The research revealed several areas of improvement in
meeting the needs of ethnic minorities. With an interpreter on hand and
targeted health care, there had been a shift of clients from a clinic set up
specifically for Asian women into 'mainstream’ services, increasing efficiency
in service provision.

Several NHS Trusts have prepared information packages for staff that reflect
the culture, beliefs and customs of local Black and minority ethnic
communities.

3.5.2 International studies

A number of international studies from multilingual countries discuss efforts
made in assessing the need for interpreter services on the basis of extent of
language diversity in local populations. Tang (1999) considers the need for
interpreter services in Canada, which is made up of people from diverse
ethnocultural and linguistic backgrounds. As well as examining the complexity
of allocation decisions and policy implementation, the author provides policy
recommendations for an integrated system of interpreter services to be set up
by healthcare agencies based on cost-effective and equitable use of finite
resources and partnership between agencies. Murphy and Clark (1993)
report a study from the UK that found that interpreting services and dietary
facilities available for ethnic-minority clients were inadequate and they
suggest the need to review these facilities within hospitals.

(1) Bilingual health staff

The presence of diverse language skills within the health care staff body
provides opportunities to better meet the needs of a multicultural population.
Bilingual staffs are a valuable resource for the organisation and the presence
of a similar proportion of bilingual and bicultural staff may engender tolerance
and adaptability in providing care to a diverse population. However, supply
does not directly match community demand. This mismatch is likely to
continue unless recruitment is focused towards identified language groups.
Johnson et al (1998) have assessed the provision of culturally competent
health care in terms of language use of bilingual staff in Australia. Only one
third (37%) of bilingual staff used their language skills at least weekly,
predominantly in situations of simple conversation and giving directions. The

52



An overview of the research evidence on ethnicity and communication in healthcare

high proportion of such staff who appear to rarely use their language skills
may be due to lack of opportunity or limited need. The authors suggest that
further research is needed to examine service models that locate bilingual
workers close to client need.

Ziguras et al (2003) discuss ethnic matching of clients and clinicians and the
use of mental health services by ethnic minority clients in Australia. Research
in the USA had indicated that matching clients from a minority group with
clinicians from the same ethnic background increases use of community
mental health services and reduces use of emergency services. The
Australian study found that, compared with ethnic minority clients who were
not matched with a bilingual clinician, those who were matched generally had
a longer duration and greater frequency of contact with community care teams
and a shorter duration and lower frequency of contact with crisis teams. The
authors conclude that benefits of matching clients with psychiatric case
managers on the basis of ethnic background include a lower level of need for
crisis intervention and, for clients from some ethnic groups, fewer inpatient
interventions.

(i) Bilingual community workers

Kim et al (2002) focus on the primary health care needs of Korean immigrants
in the USA. A model of service is reported which paired a bilingual advanced
practice nurse, a certified family nurse practitioner, with a bilingual community
advocate to conduct a programme emphasising community outreach and
health promotion and prevention. A bilingual physician provided consultation
for the nurse and attended to patients in need of medical care. The project
aimed for the service development to be assimilated into the regular
programming of the Chicago Department of Public Health, a goal that was
achieved.

(iii)  Cultural / shared brokering

A paper by Labun (1999) explores issues related to 'shared brokering' with a
view to developing nurse-interpreter partnerships in the USA. The concept is
used to provide complex, effective, and efficient care for clients who speak
Vietnamese and live within the Vietnamese cultural worldview. Various
criteria necessary for the development of a shared brokering relationship are
described. Development of cultural brokering systems is also highlighted by
Shaw-Taylor and Benesch (1998). Their review offers a framework for
cultural competency in healthcare delivery based on the relationship between
patient and provider, and the community and health system. For this
relationship to be successful, the authors argue that health systems should
foster providers that can also be cultural brokers. The cultural broker role is
seen as core to achieving cultural competency.

(iv) Interpreters / cultural brokers for immigrants / refugees

Garrett et al (1998) raise the issue of barriers to health care for immigrants to
the USA. Both immigrant and non-immigrant groups experience many of the
same logistical barriers, including inadequate insurance coverage,
transportation, mental stress, time constraints, and distance to their health
care facilities. However, they authors identify language barriers and the need
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for trained interpreters as barriers for immigrants only. They identify 16 of 18
health services as more available to non-immigrants than immigrants, and
emergency and obstetric services as equally available to both groups. Tribe
(1999) also argues that employing interpreters / bicultural workers can help to
Improve service provision and delivery when working with refugee clients.

Kennedy et al (1999) present a comprehensive review of the refugee health
screening and assessment programme in the USA. Key features of the
programme include a single point of access for all family members, full
availability of appropriate interpreting services, comprehensive health
assessments that include a thorough mental health screening, data collection
and evaluation, and education of health care providers to deliver culturally
responsive care.

Wimmer and |Ipsiroglu (2001) discuss communication barriers in the
management of immigrants and their children in Vienna. Based on
experience gained, and in agreement with developments in other European
countries, the authors report that use of professional interpreters who combine
their role as linguistic intermediaries with the cultural features of foreign-
language patients (community interpreters) should be encouraged. The
research further supports the use of specifically trained internal hospital staff
and the development of centralised interpreter services.

(V) Quality of care

Ngo-Metzger et al (2003) have examined factors contributing to quality of care
from the perspective of Chinese- and Viethamese-American patients with
limited English language skills. In addition to the dimensions of quality
commonly expressed by English-speaking patients, Asian-American patients
with limited English proficiency wanted to discuss the use of non-western
medical practices with their providers, but encountered significant barriers.
They viewed providers' knowledge, inquiry, and non-judgemental acceptance
of traditional Asian medical beliefs and practices as part of quality care.
Patients also considered the quality of interpreter services to be very
important. They expressed a preference for using professional interpreters
rather than family members, and also for gender-concordant translators. The
authors conclude that cultural and linguistically appropriate health care
services will improve health care quality for Asian-American patients with
limited English proficiency. Important aspects of quality include providers'
respect for traditional health beliefs and practices, access to professional
interpreters, and assistance in obtaining social services. Timmins (2002)
while analysing evidence from research studies undertaken on Latino
population in the US has also suggested that language barriers adversely
affect quality of care.

Mihalopoulos et al (1999) have examined the provision of mental health
shared care for people of non-English-speaking backgrounds in Australia.
Mental health shared care initiatives show much potential in terms of meeting
the needs of people of non-English speakers.
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Key findings:

e Health care agencies require adequate 'needs analysis' for language
support services; this is a complex process, and there are no agreed
models of best practice.

e There are many models for service provision in operation, but as yet no
agreed best practice or evaluation of the cost-effectiveness of different
models.

e Services should be developed in consultation with local community leaders
and community groups.

e An adequate process of ethnic monitoring or 'patient profiling' is essential.

e Services are best managed by a single central point of contact providing
an integrated service and with responsibility for quality assurance,
including translation and all aspects of language support - including
cultural competence.

e Staff require training and a handbook, which will include attention to issues
of cultural competence as well as language.

e Service introduction should be accompanied by monitoring or audit of the
impact on uptake of other services and clinical outcomes.

e Ethnic monitoring of staff may help establish the availability of in-house
skills, while recognising that such bilingual workers may be more useful as
cultural brokers, and may not be trained in the formal skills of interpreting
and translation (and should not be exploited beyond their appropriate
grades).

e Interpreters may be required to work across services outside the formal
health care setting, especially in respect of community and social care
services, which also has implications for finances and organisational
management.

Main Conclusions:

The provision of language and -cultural support services is still in a
developmental phase, but the current situation has been arrived at in an ad
hoc fashion. Internationally, there are many ways of managing services that
have been tried, but there is a lack of systematic evaluation of the relationship
between such services and the stakeholders and structures existing in the UK.
A degree of consensus does exist, including the importance of working with
communities locally, integrating cultural awareness and training for staff, and
understanding the roles and abilities of different levels of language
intermediary. Needs analysis is also seen as an essential element, but
similarly, guidance on accepted best practice has yet to emerge. It seems
likely that local solutions have been developed, but are not formally reported
or evaluated.
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3.6 Provision of services which diagnose and treat speech /
language conditions

A number of services exist which target communication i.e. are
communication-based. These include services which diagnose and treat
speech / language conditions in children. Language is a function of culture.
The two are related in a complex and inseparable manner. The culture of
people is anchored within tradition, beliefs, attitudes and value systems.
Speech and language therapists (SALTS) need to recognise the fact that the
patient is a family member of systems which operate in a series of networks.
Recognition of these factors is an important step in helping the child to
progress (Semela 2001).

Competence ‘bilingually and biculturally’ (Isaac 2001) is central to
communication and minority ethnic health. Bilingual clients frequently feature
on speech and language therapists’ caseloads and yet they are rarely
assessed and treated in their mother tongue. Winter (1999) noted a lack of
information about bilingual children but estimated the prevalence in caseloads
(in London) at 43% and asked if therapists were equipped with the relevant
knowledge and skills. Pert and Stow (2001) found 59% of paediatric speech
and language therapists had at least one bilingual client in Rochdale. They
found low representation of therapists from ethnic minority backgrounds. ‘The
fact that most therapists who work with children work with bilinguals (many
with too few of them to make their most effective assessment and therapy a
priority) and the fact that there are only a very few therapists who have a
specialised bilingual caseload must be taken seriously when considering the
priority given to initial and further training’ (Winter 1999).

In a study of West African children and their families living in the UK, Law
(1999) found that data on referral patterns to pre-school facilities for speech-
and-language-delayed children suggests that West African children are over
represented relative to other ethnic / language groups. Parents had generally
been advised by health professionals to use English rather than their own
language with their child if the child appeared to be experiencing difficulties
learning language. On reflection, a number of parents said that they wished
they had not followed this advice. The study concludes that West African
families experience high levels of stress combined with high expectations of
their children’s development and relatively low levels of social support.
Implications include the importance of cultural literacy for those who come into
contact with West African children and the need to validate bilingualism and
cultural practices by professionals. Similarly, Semela (2001) insists that
language is a function of culture. A Dutch study found that the growing number
of multilingual children makes the application of specific measures at a
population level unworkable (Maas 2000). Bilingual or multilingual children
deserve more attention, in terms of early detection of speech and language
delays because of the lack of screening instruments and the diversity of the

group.
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While Speech and Language Therapy work is not confined to work with
children, and is of particular importance in treating patients with stroke or oral
(maxillo-facial) cancers, both conditions which are found at high prevalences
among specific UK minority populations, we were unable to find research
which explicitly considered the issue of SLT therapies in these groups, except
indirectly (Rudd et al 1997; Forster and Young 1996; Sanderson and Ironside
2002). This is clearly an area requiring future research.

Key findings:

e There is a lack of information about bilingual children.

e There is an over-representation of bilingual children in speech and
language therapy.

e There has been almost no research on speech therapy for older minority
ethnic clients

e Bilingual clients are rarely assessed or treated in their mother tongue.

e Large proportions of paediatric speech and language therapists (SALTS)
have at least one bilingual client.

e When the minority ethnic population is more than 7%, there are always
70% or more of SALTs working with bilingual children.

e West African children in the UK are over represented in speech and
language therapy relative to other ethnic / language groups.

e Stressors in the family may contribute to children’s speech and language
development.

e Language is a function of culture; there is a close tie between culture and
the understanding of language and communication disorders.

e Specific measures at population level are unworkable due to the diversity
and growing numbers of multilingual children.

e There is a lack of screening instruments for use with multilingual children.

e Priority needs to be given to initial and further training of SALTs in working
with multilingual children and the recruitment of staff from minority origins.

Main Conclusions:

Bilingual children and older people need to be assessed and treated in their
mother tongue by therapists who are both bilingual and culturally sensitive.
SALT training is needed that includes developing therapists’ cultural
competencies and sensitivities in order to understand that language and
communication disorders are culturally constructed within the often stressful
environment of an adopted culture.

57



An overview of the research evidence on ethnicity and communication in healthcare

3.7 Provision of ‘talking' therapies (i.e. counselling,
psychotherapy)

There are three key recommendations from the report, Inside Outside:
Improving Mental Health Services for Black and Minority Ethnic Communities
in England (Sashidharan / NIMHE 2003):

e To reduce and eliminate ethnic inequalities in mental health service
experience and outcome.

e To develop the cultural capability of mental health services.

e To engage the community and build capacity through community
development workers.

The consultation document, ‘Delivering Race Equality: A Framework for
Action’ (Department of Health [DoH] 2003) states that a ‘tick box’ approach is
not acceptable under the monitoring arrangements of the Race Relations
(Amendment) Act and that it ‘seeks to drive up standards and create
organisations that are pro-active rather than solely responding to complaints
and acting defensively out of ignorance and fear’. The consultation makes its
case for action based upon twelve consultations that took place within minority
ethnic communities. The DoH’s synthesis of these consultations, which
included the evidence set out in Inside Outside (Sashidharan / NIMHE 2003)
and other research such as that undertaken by the University of Central
Lancashire (Patel et al 2003), the Sainsbury Centre for Mental Health (SCMH
2002), and the Mental Health Act Commission, has shown the Black and
minority ethnic people are more likely to experience many disadvantages,
including:

Problems in accessing services;

Lower satisfaction with services;

Cultural and language barriers in assessments;

Inadequate community-based crisis care;

Lower involvement of service users, family and carers;

Lower satisfaction with hospital care;

Lower effectiveness of hospital treatment;

Less likelihood of having social care / psychological needs addressed
within care planning / treatments processes;

e More severe and coercive treatments; lower access to talking treatments.

The three building blocks fundamental to successful delivery of improved
outcomes and experiences are:

e Better quality and more intelligently used information.
e More appropriate and responsive services.
e Increased community engagement.

Thus the conclusions reached in the DoH review indicate high needs for
communication skills and cultural competency (which includes communication
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skills themselves since culture and language are intertwined).
Communication issues are directly or indirectly at the centre of policy efforts to
produce positive change. In community engagement, issues of language,
language interpretation and / or translation, understanding of cultures and
cultural beliefs and practices all become part of the building blocks to
successful service planning and delivery. Inside Outside concludes by calling
on relevant agencies to work in partnership with Black and minority ethnic
communities to produce progressively community-based mental health at the
centre of service development and delivery (Sashidharan / NIMHE 2003)

The problems experienced by Britain’s black and ethnic minorities within the
mental health system have been the subject of exhaustive social inquiry
(Pierre 2002). Nevertheless, there is a lack of research in the process and
outcome of psychotherapy for different groups (Burman et al 2003). At the
same time, health workers are clearly afraid to talk openly about issues
concerned with race and culture that affect their practice (Sainsbury Centre for
Mental Health 2002). Lack of information about services is an enduring issue
among service users, a fact that could also apply to GPs who tend to refer to
the services they know (Pierre 2002; Bowes and Wilkinson 2003).

Because of the complexities of race, ethnicity, diversity, language and
communication, discussions in specific service provisions such as mental
health can become mired down in group by group similarities, differences and
the politics of access to scarce resources. Reviews of the research tend to be
characterised by a medical epidemiological framework, while the potential
insights offered by sociological and anthropological research are ignored.
Even in a paper asking for ‘Less Sensitivity, More Statistics’ (Hayes-Bautista
2003), the call is for ‘good, hard-nosed, science-based research into the
relationships among culture, behaviour, and health outcomes’. Moving
beyond enumerating differences, however, pathways to care need to be
studied as social processes subject to a wide range of influences, including
cultural context (Morgan et al 2004). Some tension appears to exist in the
literature between the emic, or culturally specific, and etic, or universal,
approaches to working with culturally different people (Fischer et al 1998).

The long intellectual tradition in the West of mind-body dualism is found to be
counterintuitive to many minority ethnic groups of Eastern origin. Thakker et
al (1999) conclude: 'The mere existence of culture-bound syndromes
suggests the important influence of sociocultural variables in the manifestation
of mental disorder. ...It is reasonable to conclude that there appears to be a
significant and dynamic interplay between the experience and manifestation of
mental disorder and the many diverse and complex factors which comprise
the sociocultural environment. Such understanding is gained through
language, communication and cultural sensitivity.

No single model can resolve the issue of providing appropriate psychological
therapies to people from minority groups. We must abandon the hope for a
unitary, simplistic answer in favour of recognising the diversity of intersecting
identities and needs that people from minority ethnic groups present. Looking
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to other cultures for models of thinking and practice (such as India and Japan)
holds promise (Burman et al 2003).

Key findings:
The reviewed evidence suggests that:

e Understanding is gained through language, communication and cultural
sensitivity.

e Barriers to communication exist as a result of cultural differences, rather
than just language differences.

e The need for communication skills and cultural competency are at the
centre of positive change.

e Language, language interpretation and / or translation, and understanding
cultures are part of the building blocks to successful planning and service
delivery.

e Health workers are afraid to discuss race and culture.

e Carers (and service users) consistently demand better information about
services across the studies reviewed.

e Carers fear that their demands for information will have negative
consequences.

e A culture is needed where race and mental health issues can be discussed
openly.

e Participation and partnership are vital means to generate inclusion.

¢ One in five patients does not have English as a first language.

e Interpretation is needed beyond the clinical encounter to include
befriending and advocacy services.

e An interpreter can either provide comfort or discomfort in the therapeutic
encounter.

e Most literature concentrates on the African-Caribbean community and it
has been the subject of exhaustive inquiry.

¢ Indirect and implicit expression is common among Eastern cultures.

e Muslim families are reluctant to seek help from mental health
professionals.

e Discussion of personal problems with someone outside of kinship
networks is not valued by Muslims and can bring shame.

e Therapy should be directed towards finding a new order within the cultural
system rather than threatening it.

e Pathways to care need to be studied as social processes.

e Partnerships need to be created with Black and minority ethnic
communities to produce progressively community-based mental health at
the centre of service development and delivery.

e There have been few attempts to develop or utilise theoretical models.

e Kleinman’s (1980) model of Health Care Systems is mentioned frequently
in the literature.

e Models of care from other cultures need to be explored.
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Main Conclusions:

Empowerment is central to the expressed needs of carers and service users
through their demands for information about available services. This request
for information, repeated over and over again in the literature, indicates an
information vacuum. This suggests a population seeking knowledge for
empowerment in order to begin to become proactive in the politics of mental
health. Individualised service provision that is sensitive to and expressive of
cultural needs is highly valued by mental healthcare consumers and their
families. Theoretical models need to be explored that will incorporate the
multiplicity and diversity of service users, their beliefs and family values.
Although interpretation and translation are important services, they do not
represent an overall strategy for a proactive mental health system.

3.8 Other aspects of communication e.g. consensual /
participatory activities

There are a number of processes (clinical and non-clinical) which require
consent or participation of the patient for which effective communication is
integral. These include consent to treatment and other procedures (e.g. organ
donation), compliance or concordance in treatment / medication, involvement
of ethnic minorities in trials, and consent to use and disclosure of medical
data. It was stipulated that the review would focus solely on available
evidence on the effectiveness and cost-effectiveness of different approaches
designed to improve consent / participation for ethnic minority groups.
Evidence to support best practice was, in particular, to be identified.

As this was potentially an infinitely large sector, we defined it for the purposes
of this review by focusing on issues relating to organ and / or human tissue
donation and transplantation, as illustrating the core issues of informed
consent and providing evidence of effective interventions. We had intended
also to include discussion of informed consent in the context of research
participation, and service planning consultation, but were unable to locate
literature where the effectiveness of different approaches was discussed -
other than papers stating that it had been an issue of concern, or that non-
English speakers were excluded because of such concerns. All papers
relating to human tissue donation were reviewed, and those relevant to
effective ‘communication’ included; no papers on cost-effectiveness were
identified. Language differences and questions of literacy or access to
differing media are not the only considerations in this area; instead awareness
of issues other than language has a particular significance in effective
communication.

It is well established that minority ethnic groups show different patterns of
tissue and blood type from the general (white) population, and that tissue-
typing (i.e. matching of donor and recipient in terms of genetic markers) is
fundamental to ensuring better outcomes (Ready et al 1997; Ready 1998).
Equally, it is increasingly a matter of concern that relatively few members of
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minority ethnic groups - both in UK and elsewhere - are registering as donors,
or agreeing for organs to be used after death, especially since these groups
are showing much higher than average incidence of diabetes and related end-
organ damage, notably, a very high level of need for end-stage renal failure
care, which has a significant impact on health costs, and is best treated by
donated organs (Roderick 1998). A number of initiatives have been
developed in UK and elsewhere, and there is a small evidence-base for better
practice.

A key element of strategy in UK has been a perception that there is a low level
of awareness of the process of organ / tissue donation among minorities (as
with other services) and that there may be religious or cultural barriers to
cadaveric donation (Jeffrey et al 2002), requiring educational interventions to
raise awareness about the religious acceptability of this practice. Relevant
professionals did obtain a fatwa (religious ruling, for Muslims) on the issue
(Carlisle 1995), but this was poorly known in the community (Randhawa
1998): Exley and colleagues (1996) cast doubt on the value of educational
strategies in affecting attitudes in the Sikh religious community. Baines et al
(2002) describe a regional forum using local business leaders to discuss the
issue, and note that while there was high 'general’ awareness, there were very
low levels of detailed knowledge. An Australian study of blood donation
(Kirsty 1998) demonstrates that there are different kinds of information field,
and that 'localised’ knowledge and intra-group communication - that is,
between friends and within communities, are of critical importance in
overcoming reluctance to act. Another major factor was a perception that
individuals had not been (personally) asked to donate. Education about the
regeneration of blood - for societies where 'balance’ of humours in the body is
seen as important, may also be required, requiring communication to be
based on understanding of the cultural norms of the minority. As Baines et al
(2002) observe, a complex mixture of messages is required to establish
‘emotional connectedness' between the message and the target audience.

American studies have likewise laid stress on the importance of the education
and knowledge, and the characteristics of the individuals, who seek consent
to donate. Multiple interventions may be required, after which assertive
outreach strategies may raise willingness to participate, having raised levels
of trust among the community (Callender et al 2001). As Verble and Worth
(2003) have noted (also demonstrated by Gentry and LeVert 2003), ethnic
matching or at the least, having transplant co-ordinators and 'Special
Requestors' who are at ease in the cultural milieu of the potential donors, has
considerable impact in establishing that trust and emotional connectedness.
Otherwise, the result demonstrated by other studies in America, of exclusion
by default when staff do not feel culturally competent or at ease to work with
members of minority groups leads to a self-denying failure to act and
indirectly, to a discriminatory outcome (Guadagnoli et al 1999; Mitchell and
Sedlacek 1996; Yuen and Burton 1998). Communication requires not only the
comfort and attention of the recipient of the message, and an appropriate
channel, but also the active involvement of the agency responsible for sending
the message or initiating the transaction. The Acodap (African-Caribbean
Organ Donation Awareness Project) at King's College Hospital London has
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attempted to follow these principles in UK, and if funding is continued, will be
able to provide a local evaluation of these principles. However, this and other
UK projects such as the generation by UK Transplant of ethnically and
culturally sensitive targeted leaflets containing visual material, religion-specific
information and messages from appropriate community leaders (Howitt 2003 -
see www.uktransplant.org.uk), have yet to be supported for long enough to be
evaluated.

Key findings:

e Effective communication is integral to processes (clinical and non-clinical)
which require informed consent or participation , including research trials,
and disclosure of medical data.

e Language differences and questions of literacy or access to differing
media are not the only considerations: awareness of cultural issues is part
of effective communication.

e Working through religious leaders and organisations may raise
acceptability of information.

e There is a difference between 'general’ awareness and detailed knowledge
or willingness to act.

e A complex mixture of messages is required to establish 'emotional
connectedness' between the message and the target audience.

o |If staff do not feel culturally competent or at ease to work with members of
minority groups there may be a self-denying failure to act and indirectly, to
a discriminatory outcome

e Communication requires not only the comfort and attention of the recipient
of the message, and an appropriate channel, but also the active
involvement of the agency responsible for sending the message or
initiating the transaction.

e Culturally sensitive targeted leaflets containing visual material, religion-
specific information and messages from appropriate community leaders
have not yet been properly evaluated in UK.

Main Conclusions:

Communication requires attention to context, and the needs of the person
beginning a conversation or seeking to transmit information, as well as the
characteristics (language, literacy, culture) of the intended recipient. The
messenger may be as importance as the message, and some potential
messengers may not feel comfortable in that role, with particular ‘audiences'.
Messages must be specifically tailored to their audience, taking religious and
other beliefs and practices into account. Information from official sources may
be of less impact unless fortified by personal experience and information from
intra-community networks which establish a higher level of salience or
‘emotional connectedness' with the issues being communicated.
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UK research and development is so far largely confined to descriptive, clinical,
and exploratory work and does not yet include significant evaluation of
interventions.
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4 CONCLUSIONS AND RECOMMENDATIONS

4.1 Overview of research evidence base

Over the last couple of decades there has been a huge expansion in the
literature on the need and provision of the culturally competent care in health
services. Extensive evidence has emerged from countries and regions
experiencing increased population diversity, including the United States of
America, Australia, Canada and the UK. At the same time, addressing the
needs of ethnic communities and linguistic groups, each with its own cultural
traits and health profiles, presents a major challenge to health care delivery
systems. Various models have been put forward to make medicine more
responsive to cultural differences and, as the example shown in Figure 2
shows, this requires system-wide changes because the provider and the
patient each bring their individual learned patterns of language and culture to
the health care experience.

Figure 2: Analytic framework used to evaluate the effectiveness of healthcare

system interventions to increase cultural competence
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Culturally competent healthcare systems - those that provide culturally and
linguistically appropriate services - have the potential to reduce racial and
ethnic health disparities. When patients do not understand what their
healthcare providers are telling them, and providers either do not speak the
patient's language or are insensitive to cultural differences, the quality of
health care can be compromised. This can lead to lower patient satisfaction
with care, fewer improvements in health status, and inappropriate racial or
ethnic differences in use of health services or in received and recommended
treatment.

4.2 Final conclusions and recommendations

From this review of the literature, it is possible to extract a number of key
conclusions and recommendations for policy makers and practitioners.

4.2.1 Overall key messages:

e Effective communication is central to safeguarding the quality of health
care, especially in respect of the needs of members of cultural and
linguistic or migrant minorities.

e The use of 'informal interpreters' using friends, family, partners or children
in health care settings, is dangerous and must be actively discouraged

e Attention to 'language needs' should not focus exclusively on ‘black and
minority ethnic groups but also on groups such as seasonal or migrant
workers

e The provision of interpretation, translation, advocacy and language support
services (ITALS) may be cost effective and is essential to reduce health
inequalities

¢ Inthe longer term, consideration needs to be given to moving from an
'ITALS' based approach, towards delivery of 'Culturally and Linguistically
Appropriate Services' (CLASS).

e Since April 1996, the NHS has expected that all hospital trusts will record,
and provide as part of the ‘contract minimum data set’ to health
commissioners, data relating to the ethnic origin of all ‘admitted patients’,
including day cases. Ethnic monitoring requires the identification of
individuals as belonging to one or more groups, defined in terms of their
culture and origin - this should include language (and religion) and should
be enforced.

e The issue of language need and support services is not exclusive to health
care: there is much good practice already developed in the field of legal
services, and there are other interested groups including other
Government departments, who should co-operate, perhaps through an
inter-departmental working group to address these issues
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In order to demonstrate linguistic competence, it has been suggested that
organisations should have in place policies, structures, practices,
procedures, and dedicated resources to support such linguistic
competence capacity following the model laid out by the US National
Center for Cultural Competence

4.2.2 Messages for service planners, commissioners and providers

All UK health service agencies must ‘have due regard to the need to
eliminate unlawful discrimination’, and to make explicit consideration of the
implications for racial equality of every action or policy (Race Relations
Amendment Act 2000). This renders the provision of interpretation,
translation, advocacy and language support services (ITALS) an essential
element of policy and practice

There needs to be support for a national telephone interpreter service to
match the requirements of 24 hour emergency health care provision.

There is a need to raise the awareness of health professionals on the
advantages of having access to trained interpreters and on the limits of
using relatives as translators.

Critical consideration should be given to the possibilities of international
solutions to ITALS needs (e.g. by use of international telephone or other
information technology media)

More needs assessment is required at national, regional and local levels
but this should be tied to guaranteed resourcing and evaluation, and
adequate time and resource allocated to ensure that initiatives are fully
worked through

Health promotion activity should be alert to the need to move away from
printed materials and passive dissemination towards audio-visual
presentation and active engagement with minority communities.

More consideration can be given to the use of pictorial representation and
pictograms, which are also useful for communication with people who have
learning difficulties

Service planners, commissioners and providers should recognise that
there can be as many models of good practice as there are communities,
and that specific communities may require highly specific solutions

There is a lack of language screening instruments for use with multilingual
children.

67



An overview of the research evidence on ethnicity and communication in healthcare

Priority needs to be given to initial and further training of Speech and
Language therapists in working with multilingual children and the
recruitment of staff from minority origins

The use of video material may also be particularly useful in order to
convey material verbally and visually. This may be especially useful where
individuals cannot read the written form of their language

NHS Direct Online has begun to develop a resource of translated materials
for patient information: this will require the development of quality
assurance procedures, but also better dissemination and action to raise
awareness of such a resource

Models of care from other cultures need to be explored.

When considering ‘communication, it must be recognised that there is a
difference between 'general awareness' and levels of 'detailed knowledge'
and that there are different kinds of information field. 'Localised’
knowledge and intra-group communication within communities are critical
in overcoming reluctance to act.

Translating material into other languages can send out an important signal
to minority communities about intentions to be inclusive.

Messages must be specifically tailored to their audience, taking religious
and other beliefs and practices into account

Interpreters trained 'generically’ or for work in legal and commercial
settings will require specific training to be effective in working with health
specific knowledge

There is a strong argument for recruitment procedures to seek to develop
a more diverse work force in all clinical (and related) professions and
settings

Planners, Commissioners and Providers should work in partnership with
black and minority ethnic communities to produce progressive community-
based mental health care (as recommended also by NIMHE) - and in other
community services

There is scope for the development (and evaluation) of training
programmes in

- use of interpreters (for health care workers)

- managing language support (and language competent) services

There needs to be an active programme of social marketing to overcome
reluctance of people to request proper language support.
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4.2.3 Research needs

Further UK research is needed into:

issues related to management and quality of these services (including
quality standards for leaflets / translated materials);

the clinical implications of not providing interpreter, advocacy and
translation services;

effective training of interpreters / advocates;

training in the use of interpreters;

training in the management and delivery of ITALS services;
alternative models of managing language support services;

the process and outcome of psychotherapy for different groups.

More generally,

Pathways to care need to be studied as social processes subject to a wide
range of influences, including cultural context.

There is a need for more research or audit which will enable collection of
baseline data on the cultural and linguistic diversity of local areas.

This research needs to be complemented by research into the language
learning process undergone by settlers, and also issues of language loss
associated with ageing.

There is scope for wider development of research into ‘'new technology' in
health care provision, which should explicitly and overtly include attention
to issues of diversity.

Research will be required into the levels of effective internet access among
UK populations.

Research is needed into linguistic diversity in services which diagnose and
treat speech / language conditions, both relating to children and older
people or those with disabling conditions (e.g. stroke).

There is a need for more cost and clinical-effectiveness studies in UK
settings
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Annex 1:  Defining Ethnicity and Ethnic Group

1.1 The concept of ethnicity

There are many ways of defining an ‘ethnic minority’ (Pringle et al 1997). Indeed, several papers
discuss this issue, and there has been considerable debate and controversy about the categories in use
within the NHS (Bhopal 1991, Ahmad & Sheldon 1996, Sheldon & Parker 1992, Aspinall 1995,
McKenzie and Crowcroft 1994). The crucial point made by many authors is that the categorisation
used must be 'fit for purpose’ i.e. it must be relevant to the delivery of the service being considered and
to the recognition of client need. Unfortunately, there remains a huge diversity of terms in use, and
considerable confusion between their meanings and conceptual bases - even in well-regarded journals
such as the American Journal of Epidemiology or the American Journal of Public Health (Comstock et
al 2004), and many proxy measures are used.

The trouble with using nationality, birthplace, ethnic origin or language spoken at home as
indicators of ethnic categories is that this implicitly assumes that such criteria all refer to the
same clear-cut entities .... It is more effective to use different criteria to pursue different policy
objectives ...

(Vermeulen 1997)

In approaching the issue of ethnicity and diversity we need also to be aware of a complex and
contentious history in the evolution of ideas and terminology. Traditional anthropology defined four
major human ‘races’, usually described as ‘Caucasian’ (‘white’ or European), ‘Negroid’ (Black or
African), ‘Mongoloid’ (Asian, Chinese or Indic), and ‘Australoid’ (that is, the group of people
described as ‘Aboriginal’ to Australia). These groups assumed that race was a bio-scientific concept
explaining significant biological differences between populations. This concept of race is now firmly
discredited by modern genetics. Over 99% of the genetic make up of human beings is common to all
ethnic groups. Those differences that do exist between people and populations are minor and largely
reflect superficial physical characteristics (‘phenotypes’) such as facial features, hair or skin colour. In
this sense the division of people into ‘races’ reflects social decisions rather than having any real
scientific justification, being based on fallacious genetic/biological associations rather than cultural
ones. Culture is, however, a complex social phenomenon and its definition problematic. It consists of
the shared beliefs, values and attitudes that guide the behaviour of group members. The concept of
‘ethnicity’ is even more complex, but recognises that people identify themselves with a social grouping
on cultural grounds including language, lifestyle, religion, food and origins. The basis of ‘ethnicity’ is
thus often a tradition of common descent or intermarriage and shared culture or history. It is essential
to recognise that, in a world of migration and mixing, cultures and societies are dynamic rather than
fixed. The Table below compares the concepts of race, culture and ethnicity.

Table 1.1: Comparison of ‘race’, culture and ethnicity
Concept Primary Origin Associated perceptions
Characteristics
‘Race’
Inherent, Biological, Genetic — Descent Permanent
Physical, Nature/ Natural
Culture Behavioural Expression of Upbringing — Learned Capable of being changed,
preferred lifestyle Optional
Ethnicity/ Identity, Multi-faceted, Socially constructed — Situational, Negotiated
Ethnic Group | “Political’ Internal or external — or
legal

1.2 Ethnic monitoring in the NHS

The UK Race Relations Act 1976 defined a ‘racial group’ as ‘a group of persons defined by reference
to colour, race, nationality or ethnic or national origins...” “Ethnicity’ and “ethnic group’ became more
formally defined in UK law by a House of Lords decision (Mandla v Lee 1983) as relating to those
with “‘a long shared history and a distinct culture’. Other ‘relevant’ characteristics were ‘a common
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geographic origin or descent from a small humber of common ancestors; a common language; a
common literature; a common religion and being a minority within a larger community’.

Since April 1996, the NHS has expected that all hospital trusts will record, and provide as part of the
‘contract minimum data set’ to health commissioners, data relating to the ethnic origin of all “admitted
patients’. This includes day cases as well those admitted to hospital for any form of treatment. The
circular authorising this data collection (EL(94)77) was the product of extensive discussion and prior
testing, and led to considerable controversy at the time of its introduction (Johnson & Gill 1995, Ranger
1994).

Ethnic monitoring requires the identification of individuals as belonging to one or more groups,
defined in terms of their culture and origin (Gerrish 2000). Were it nothing more than this, it might be
the sort of casual categorisation that could lead to discrimination and harm based on stereotype
(Ahmad 1999). To be effective and useful, ethnic monitoring in the NHS and elsewhere should rely
upon the individual concerned being given the opportunity to define their identity in terms that are
meaningful to them - and hence, which reveal something about them which is of value to the care-
giver. This may mean looking for differences where they are not expected - including among the
‘white majority” population - and that cannot be inferred from skin colour and appearance.

There has been a steady growth in the collection of ethnic monitoring data in hospital trusts since 1996,
although rather fewer indications of its use. The NHS has also supported the development of ethnic
monitoring procedures in primary care (Pringle and Rothera 1996) with several ‘pilot sites’ in West
London (Brent & Harrow), the West Midlands, and Liverpool participating in this process. NHSCCC
(Loughborough) generated a set of READ codes for use in primary care (general practice) systems,
which related to the 1991 Census ethnic groups. They have also created codes for 22 ‘main spoken
languages’ (as well as English), although at present these are not widely used or standardised - nor do
they cover all languages likely to be required in settings such as London, having been initially created
for a Liverpool-based project. In January 2004 a new set in the Read code series 9i... compatible with
the 2001 census was released to support monitoring 'to verify whether obligations under the Race
Relations Amendment Act 2000 were being complied with' (London Health Observatory guidance).
There remain problems in converting between category sets, but there is increasing recognition that
Patient Profiling' is now desirable, and possibly a necessary activity under the new legislation.

The most common indicator of difference, or the size of ‘minority’ populations, in census data and
other official records, has been birthplace. This information is recorded on most identity documents,
and is used to analyse data such as that collected on death certificates. Unfortunately, it provides a
poor indicator of cultural or ‘ethnic’ origin. At the time of the 1991 Census, over half the population in
the ‘Black’ categories (54% Black Caribbean, 84% Black Other, and 36% Black African) were UK-
born, as were half of those giving their ethnic group as Pakistani, 42% of ‘Indians’ and 37% of
‘Bangladeshis’. It is now estimated that less than 40% of the black and minority ethnic population can
be identified by birthplace, and increasingly few by the birthplace of their parents. In terms of ethnic
health, birthplace data may therefore be of little or no value, even if still used in some epidemiological
studies.

Information on ethnicity can be collected in a number of ways. One of the least threatening and most
commonly used identifiers for front-level staff to ask is that of language i.e. ‘mother tongue’ or
‘language most commonly used in the home’ - which can be seen to relate directly to the needs of the
client. Unless language is asked about, and recorded, providers may have no idea of the need for
interpreting and translation services. Increasing numbers of refugees, and older people who settled in
Britain after the war (from India, Italy or Poland, amongst other places), need such help.

Religion can also play an important part in providing care, especially for people in distress, and most
hospital records do have a space for religion, although it is not always completed.

Nationality is probably one of the most problematic categories. Too often the notion of ethnic “origin’
is described as nationality. In ethnic monitoring, it is essential not to confuse the idea of identity with
the question of the rights of the citizen to state-funded services. The official guidelines (Department of
Health Manual of Guidance on the NHS Treatment of Overseas Visitors) make this quite clear.
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1.3 Ethnic group categories

Data on ethnic groups can be aggregated at various levels. However, publication of research reports
such as the Fourth National Study of the Policy Studies Institute (Modood 1997) has emphasised the
considerable differences that exist even within the meta-category (broad level of aggregation) of
‘South Asian’. This and other studies (e.g. Johnson et al 2000) have shown that there are considerable
differences in health status, as well as in expectations and priorities, between the recognisable sub-
categories, such as ‘Indian’ (which in Britain may include Sikh Punjabis, Muslim Gujeratis and Hindus
of various linguistic origin as well as other smaller groups), and the predominantly Muslim Bengali or
Bangladeshi group whose health status is almost invariably shown to be less advantaged. Modood
(1997) also makes a strong plea for the retention of the distinction of East African origin, as being
associated with greater financial success and better health, although it is not clear that this will carry
over to the ‘second generation’. Some, but not all, research reports do observe these distinctions, and
are as a result more likely to be generalisable at least within the sub-category identified, even if there
may remain geographical, ‘cohort’, and social class differences between communities and individuals
reporting any identity.

For the most part, however, research to date has been confined to levels of analysis which are related
not to the theoretical ideal, but to categories in use for administrative purposes, and linked to data
(mostly meaning here the Census) against which some baseline for comparison can be established.
Therefore, for research purposes and for ethnic monitoring, in general, the ‘ethnic group’ categories
used to date have been those developed for use in the 1991 census.

1.4 Census categories
The ethnic groups identified by the Office of National Statistics in the decennial UK Census are shown
below. Table 1.2 presents the categories used in the 1991 census and those utilised in the Census in

2001.

Table 1.2: Categories of ethnic group recorded in the UK Censuses of 1991 and 2001

1991 2001
White White — British

White — Irish

White — Any other White background (please write in)
(Other...) Mixed — White/Black Caribbean

Mixed — White/Black African

Mixed — White/Asian

Any other mixed background (please write in)

Black- Caribbean Black or Black British: Caribbean
Black- African Black or Black British: African
Black- Other (Please describe) Black or Black British: Any other background
(please write in)
Indian Asian or Asian British: Indian
Pakistani Asian or Asian British: Pakistani
Bangladeshi Asian or Asian British: Bangladeshi
Asian- Other (Please describe) Asian or Asian British: Any other background
(please write in)
Chinese Chinese or Other Ethnic group
Chinese
Any Other Ethnic Group (Please describe). Chinese or Other Ethnic group

Any other: (please write in)

(Adapted from ONS forms: reproduced with permission)

It may be that the ‘ethnic group’ labels used in the UK 1991 Census - ‘Black-Caribbean’, ‘Asian-
Pakistani’ etc - are sufficient to identify the existence of discrimination on broad, racialised grounds.
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On the other hand, for planning services and allocating resources more detailed information is needed.
The Office of National Statistics therefore agreed that the 2001 Census would ask for more detailed
information on ethnic group. The most recent census questions therefore reflect changes such as a
tendency for some people of African-Caribbean origins born in Britain to determine their own identity
as ‘Black British’. Also, while the 2001 Census used the term ‘Ethnic Group’, it made it clear that this
is seen as a matter of ‘cultural background’.

The 2001 Census also asked people about their religion (see Figure 1.1), although this question was not
compulsory.

Figure 1.1: Question 10 of the 2001 census

10: What is your religion?
+ This question is voluntary
¢ (Tick) one box only

None

Christian (including Church of England, Catholic, Protestant and all other Christian
denominations)

Buddhist

Hindu

Jewish

Muslim

Sikh

Any other religion (please write in)

0o

Oo0oO00O0ODO

(Cm 4253, 1999) and Census 2001 England Household Form page 6

Certain other groups which need to be considered in any discussion of ethnicity and health service
communication are not recorded in any sense, either in the census data or in any other database
providing a denominator for epidemiological studies or a basis for estimation of needs. These include,
in particular, ‘gypsies’ (Roma or travellers - McKee 1997) regarding whose health there is already a
considerable lack of knowledge but growing interest (Feder et al 1993). The second, larger and more
problematic but less easily defined, is the growing population of refugees and asylum seekers (Johnson
& Akinwolere 1997). Both groups place particular demands on the health service, including a
necessity of specialist knowledge and peripatetic service provision, as well as having distinctive
language and cultural needs and creating problems for administrative record keeping when they have
no long-term fixed residential address.

1.5 Classifications in the literature

Medical journals are slowly moving towards a consensus on classification, but have to wrestle with the
issue of international comparability and relevance. For example, the process of searching for
references using Medline and other computerised databases elicits a number of idiosyncratic categories
identified by MeSH terms such as ‘Caucasoid-race’ and ‘Negroid-race’.

The British Medical Journal has published a series of articles discussing the question of terminology
and good practice (British Medical Journal 1996), including some initial guidelines as follows:

'Authors should describe in their methods section the logic behind their ‘ethnic’ groupings.
Terms used should be as descriptive as possible and reflect how the groups were demarcated.
... if it is unknown which ... is the most important influence then an attempt should be made to
measure all of them. A range of information is best collected:

Genetic differences

Self assigned ethnicity using nationally agreed guidelines

Observer assigned ethnicity using ... national census categories

Country or area of birth ...

Years in country of residence

Religion'
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The journal ‘Ethnicity and Health’ has also published a review of editorial policies, although avoiding a
definitive ruling (Bhopal, Kohli and Rankin 1997). The authors conclude that there is at present much
confusion and that the issue requires further debate.
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Annex 2:  Ethnic Groups and language/ communication

2.1 UK estimates of language ability

Adult's language ability

Three major national surveys have collected data in recent years which provide the opportunity to make
some estimates of adult language capacity and literacy in the UK. In all cases, these show that among
older people, and especially within the population of Bangladeshi origin, there is limited ability either
to understand (spoken) English or to read (any language), more especially among women. Even in the
‘middle-age’ group (data report grouped ages, so that we have to rely on those aged 30-49 about ten
years ago as a proxy for the younger half of the “at-risk population of our study), there are significant
numbers who cannot be expected to read English.

The first source (Rudat 1994) is based on data collected in 1991 (see Table 2.1). These data show very
clearly that there is much less likelihood of Asian women, especially older and Muslim women, being
able to read any communications received, especially if they are in English. Men of Bangladeshi
origin, especially in the older cohort, also have very low levels of familiarity with English, and low
levels of literacy generally. A significant minority, even in those aged 40-60 (now) will be essentially
illiterate in any language. While this may also be true for White families (for whom we do not have
equivalent data) there is at the same time unlikely to be much alternative support from other family
members, especially where children have moved away from home, or have not learned fluency in their
parental languages.

Table 2.1: Source: Rudat 1994 (Data collected 1991)

Women 30-49 Men 30-49 Women 50-74 Men 50-74
‘Speak English’ % % % %
Indian 80 93 47 86
Pakistani 42 94 15 66
Bangladeshi 21 72 10 51
‘Main Language % % % %
English’
Indian 18 25 8 19
Pakistani 3 15 - 7
Bangladeshi 1 7 - -
Main language spoken | % % % %
at Home: English
Indian 29 31 5 24
Pakistani 12 17 - 22
Bangladeshi 4 6 - 1
Read English % % % %
Indian 67 83 34 71
Pakistani 31 77 7 54
Bangladeshi 15 60 4 38
Read NO language % % % %
Indian 4 2 25 6
Pakistani 31 7 68 16
Bangladeshi 24 3 52 19
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When asked about ‘languages best understood’, there were significant (and age-related) splits within
the Pakistani and Bangladeshi population, as well as the Indian population breaking into groups of
Guijerati, Punjabi and other major languages. The majority of Pakistani women reported that their
preferred language was Punjabi (49%) followed by Urdu (18%), while the males of this “ethnic group’
were more likely to report preferring Urdu (39%) compared to Punjabi (23%). This may reflect
exposure at school, since Urdu is the official language of instruction in Pakistan, and the script would
be more familiar also to Pakistani people attending and learning ‘mother tongue’ classes in UK.
Similarly, in Bangladesh, the official language is Bangla (Bengali) but the ‘home language’, Sylhetti, is
not a written language and is not taught in UK schools. Consequently, over half of the ‘over-50s’ of
Bangladeshi origin reported speaking Sylhetti: overall, the ‘language best understood’ among
Bangladeshi women was Bangla (understood by 42% of men) but surprisingly, only 29% of women
reported speaking Sylhetti, preferred by 41% of men. Very few reported that English was their *best
understood’ language, although the numbers stating this has risen among the younger age groups, some
of whom now report that they cannot speak their parental languages, and would be unable to translate
materials sent to them in English, if they contained any complicated terms.

More recent information on the ability to read English (Johnson et al 2000), based on slightly more
recent data collected in 1994 by the Second Health and Lifestyles Survey, shows similar but higher
rates than those reported by Rudat (see Table 2.2).

Table 2.2: Johnson et al 2000 (Data collected 1994)

Women 30-49 Men 30-49 Women 50-74 Men 50-74
Able to read English % % % %
Indian 78 98 43 79
Pakistani 55 82 31 55
Bangladeshi 37 87 13 62

The ‘Fourth National Study’ (Modood et al 1997) also collected data in 1994 for minority ethnic
groups, but used a different set of age group boundaries. This study did not present data on literacy,
although it is the only source of fluency in English for any groups other than the ‘Indian-Pakistani-
Bangladeshi’ group (see Table 2.3). Chinese women under the age of 45 have a higher level of
reported fluency in English than all other ethnic minority groups, except African Asians; whereas
Chinese males show a level fluency similar to other ethnic minority groups. In contrast, for the 45-64
age group Chinese males now report the lowest fluency of all groups, although the fluency of Chinese
women remains relatively high compared to other groups, although low in absolute terms.

Table 2.3: Modood et al 1997 (Data collected 1994)

Women 25-44 Men 25-44 Women 45-64 Men 45-64

English spoken % % % %
‘Fluently or well’

Indian 73 88 53 68
Pakistani 47 81 28 56
Bangladeshi 27 75 4 54
Chinese 82 82 47 50
African Asian 92 94 71 87

Finally, Carr-Hill et al. (1996) have also explored the linguistic abilities of ethnic minority groups in
England and Wales. The groups selected were adults aged 16 to 64 from the Indian sub-continent
(Bengalis, Gujeratis, and Punjabis), from China, and from refugee groups (Bosnians, Somalis, Tamils
and Kurds). Nineteen tasks were used to assess linguistic ability in the use of English and mother
tongue. The completion of the task was used to indicate whether or not the respondent was at ‘survival
level’ and above or ‘pre-survival level’. Tasks ranged from the completion of a library card, and use of
a calendar to sentence completion and understanding benefits information. The study found that more
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than a third of Bengali speakers and Punjabi speakers scored zero on the written test, i.e. unable to fill
in a library card application, read a school timetable or telephone directory. Further to this, only 14%
of Bengalis, 29% of Gujeratis, 26% of Punjabis, 41% of Chinese and 32% of the refugees reached a
survival level of competence. However, these figures are for those born outside the UK and, for Asian
groups, they exclude those for whom English is the main spoken language and the preferred reading
language, and those who had a British qualification. The study arrives at a best estimate for South
Asian communities, whether born in Britain or not, of 16% of adult Bengalis, 44% of Gujeratis and
29% of Punjabis who would reach 'survival level' in terms of language competence. The study further
estimated almost 600,000 people whose country of birth was China, Bangladesh, India or Pakistan
having insufficient English communication skills to work and function socially in an English Speaking
environment.

Children's language ability

An important source of information on cultural and linguistic diversity is the data from Local
Education Authorities on censuses of ethnicity of schoolchildren and surveys of first languages spoken.
A survey of 850,000 children in London schools has revealed that more than 300 languages are spoken
by children. Although English remains overwhelmingly the most common first language, for more
than a third of children it is not the language they speak or hear spoken at home. Under 68% of
schoolchildren speak English at home. This was followed by Bengali+Sylheti (4.51%), Panjabi
(3.32%), Gujarati (3.19%), Hindi/Urdu (2.91%), Turkish (1.74%), Arabic (1.23%), English-based
Creoles (1.20%), Yoruba (1.16%), Somali (0.93%) and Cantonese (0.77%).

School-based data have also been used to estimate the total number of people speaking London’s top
40 languages, but data on children speaking other languages at home are difficult to convert into total
population estimates (Storkey 2000). Also, although such sources have provided a picture of the
linguistic diversity in London, information on other parts of the UK is more limited.

According to the most recent (2003) pupil census, more than 10% of primary school children and 9%
of secondary pupils do not have English as their first language. Asians from the Indian subcontinent
form the second largest ethnic group in schools. They account for more than 7% of primary children
and 6% of secondary pupils. Children of Pakistani origin are the biggest Asian group in primary school
children, but Indians outnumber Pakistanis in secondary schools. Primary schools now have more
black African pupils than black Caribbean children - however, there are similar numbers from both
these ethnic groups at secondary level. Mixed-race pupils make up the fourth largest ethnic group - a
reflection of Britain's increasingly complex society. They now account for 3% of pupils in primaries
and 2% in secondary schools.

2.2 Geographical distribution of language needs in England

In order to estimate language need by geographical location, it is necessary to derive a weighting
measure that can be applied to data on population demographics available from sources such as the
national Census. Estimates have been produced for 1996 by using country of birth as a proxy indicator
(Szczepura et al 1998). This was translated into ability in the English language using data from the
Family and Working Lives Survey (Research Services Limited Social Research 1995, King et al 1996).
The data were then combined with 1991 Census data to produce geographically based estimates of
language need. These estimates were further refined by including information on the number of
asylum seekers and refugees who had settled since 1991, as provided by the Office for National
Statistics.

The resulting estimates of language need by health authority are shown in Table 2.4. The average
percentage of the total population with language difficulties in these old health authorities is 0.8%.
Areas with twice or more the average level (1.6% plus) are mostly in London (nine health authorities)
with five in other parts of the country (Bradford 2.9%; Birmingham 2.8%; Wolverhampton 2.1%;
Sandwell 1.9%; Coventry 1.6%). Some areas such as Herefordshire are estimated to have extremely
few individuals with language needs.

Other authors identify settlers from the Indian subcontinent - and in particular Panjabi, Urdu, Gujarati

and Bengali speakers - as the largest linguistic minority communities. Panjabi speakers are usually
held to be the largest of these south Asian groupings and certainly outnumber Welsh speakers. Sikhs
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from the Indian Panjab and Muslims from Pakistan are spread throughout the UK but have important
settlements in London and the south, the Midlands and the north of England. Gujarati speakers are
scattered throughout the country with particular concentrations in Greater London and the Midlands.
Bengali speakers draw on a small, mainly Hindu, community from Indian West Bengal and a much
larger Muslim Bangladeshi community which is concentrated in the London boroughs of Tower
Hamlets and Camden, though smaller settlements are also to be found in cities such as Coventry and
Bradford. The Chinese form another numerically important group, although - unlike the large south
Asian communities - their patterns of settlement are more dispersed. Other ethnic Chinese include
people from Hong Kong and a refugee community from Vietnam, both use Cantonese as a language of
wider communication (Baker and Mohieldeen, 2000).

Table 2.4 Estimated percentage of population with language problems.

Estimated population with
language difficulties
Health Authority 1996 Number Percent
Population

Hillingdon 247718 3381 1.4
Kensington Chelsea & 369364 10574 29
Westminster
Enfield & Haringey 478724 19291 4.0
Redbridge & Waltham Forest 439390 10417 24
Bedfordshire 545173 7603 14
Berkshire 797429 7697 1.0
Buckinghamshire 670230 4401 0.7
Cambridge & Huntingdon 450823 1188 0.3
Bexley & Greenwich 425128 3438 0.8
Bromley 295584 1943 0.7
Croydon 333787 4879 15
East Kent 596194 945 0.2
West Kent 961143 3739 0.4
Kingston & Richmond 321714 4042 13
Lambeth Southwark & Lewisham 742349 9858 1.3
Merton Sutton & Wandsworth 623987 8846 1.4
East Surrey 420663 1401 0.3
West Surrey 623363 2772 0.4
East Sussex 734857 1903 0.3
West Sussex 737282 2467 0.3
Barking & Havering 403614 1881 0.5
Barnet 319353 10411 3.3
Brent & Harrow 451933 14464 3.2
Camden & Islington 365109 11434 3.1
Ealing Hammersmith & Hounslow 659549 16979 2.6
East London & The City 604515 34506 5.7
North Essex 895336 1678 0.2
South Essex 683269 1395 0.2
South Lancashire 309385 276 0.1
Liverpool 467995 1045 0.2
Manchester 441767 5390 1.2
Morecambe Bay 309484 270 0.1
St Helen's & Knowsley 333536 228 0.1
Salford & Trafford 448072 1531 0.3
Sefton 289739 276 0.1
Stockport 291080 841 0.3
West Pennine 472657 5615 12
East Norfolk 619057 663 0.1
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Northamptonshire 604351 1959 0.3
North West Anglia 417168 1947 0.5
Oxfordshire 601322 2146 0.4
Suffolk 656868 973 0.1
Barnsley 227213 140 0.1
North Derbyshire 371435 260 0.1
South Derbyshire 558796 2997 0.5
Doncaster 291804 509 0.2
Leicestershire 927463 11128 1.2
Lincolnshire 611533 539 0.1
North Nottinghamshire 391467 297 0.1
Nottingham 640305 3222 0.5
Rotherham 255342 893 0.3
Sheffield 530375 3155 0.6
Bury & Rochdale 378487 4160 11
North Cheshire 312050 334 0.1
South Cheshire 667977 666 0.1
East Lancashire 511763 7025 14
North West Lancashire 466592 1847 0.4
North & Mid Hampshire 543406 1253 0.2
Portsmouth & South East 540888 1129 0.2
Hampshire

Southampton & South West 532591 1790 0.3
Hampshire

Isle of Wight 125466 158 0.1
Somerset 482654 563 0.1
South & West Devon 589815 611 0.1
Wiltshire 604947 1401 0.2
Avon 983345 2188 0.2
Birmingham 1030003 28477 2.8
Wigan & Bolton 575235 3408 0.6
Wirral 329179 380 0.1
Bradford 483422 13978 2.9
County Durham 603960 418 0.1
East Riding 556634 430 0.1
Gateshead & South Tyneside 357046 532 0.1
Leeds 726939 4951 0.7
Newcastle & North Tyneside 475957 2089 0.4
North Cumbria 318042 212 0.1
South Humber 332384 594 0.2
Northumberland 307417 209 0.1
Sunderland 298416 487 0.2
Tees 557699 1493 0.3
Wakefield 317342 727 0.2
North Yorkshire 734680 699 0.1
Calderdale & Kirklees 581651 7657 1.3
Cornwall & Isles of Scilly 483326 429 0.1
Dorset 687465 1132 0.2
North & East Devon 469451 571 0.1
Gloucestershire 551022 1068 0.2
Coventry 306503 4964 1.6
Dudley 312194 1805 0.6
Herefordshire 165152 150 0.1
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Sandwell 292196 5693 1.9
Shropshire 421251 764 0.2
Solihull 203922 480 0.2
North Staffordshire 471164 1412 0.3
South Staffordshire 584554 1174 0.2
Walsall 262593 3840 15
Warwickshire 500592 1910 0.4
Wolverhampton 244453 5048 2.1
Worcestershire 522009 1090 0.2
East & North Hertfordshire 496083 1718 0.3
West Hertfordshire 523372 3105 0.6
England Total 49089083 376052 0.8

2.3 Improving English language ability of refugees/ asylum seekers

The Report of the Working Group on English for Speakers of Other Languages (ESOL) on 'Breaking
the Language Barriers' addresses the needs of adults who, because it is not their first language, need to
develop skills in listening, speaking, reading and writing in English. It is estimated that there are
between a half and one million such adults. They are not a homogeneous or static group but a diverse
and dynamic one which encompasses both long settled minority ethnic communities and groups of
refugees who have arrived in this country more recently. Potential learners range from those who may
lack basic literacy and numeracy skills in their first language to those with a high level of education and
qualifications in their home country, and from those who are not keen to re-enter formal education to
those who are highly motivated to learn.

The NIACE report 'Divided by Language' demonstrates that there is real interest in language learning
in England and Wales, contrary to popular belief. People are able to and do, in fact, use other languages
in their daily lives. The report also shows the richness of the diversity of languages used, at all levels,
in Britain today. The survey highlights the fact that language learners in Britain’s minority ethnic
groups have fluency and ability to learn languages (Aldridge 2001).

Following on the Report of Working Group on ESOL the Home Office undertook a mapping exercise
for ESOL provision for English language training for refugees as a part of 'Refugee Integration
Strategy' (Griffiths 2003). The aims of the study were: (a) to assess the availability and quality of
ESOL in parts of London and areas to which asylum seekers are dispersed by the Home Office; (b) to
explore the views and experiences of providers and others involved in the provision of ESOL; (c) to
highlight existing good practice, and (d) to identify ways of improving provision based on the needs of
refugees. The study involved a preliminary literature review of English language in the UK and field
work in 4 London boroughs. The report identifies that the main barrier for refugees wanting to access
ESOL is the shortage of classes and long waiting lists across London and the regions. Recruitment and
training of ESOL teachers is a priority, particularly in the regions where there is a real shortage of
qualified ESOL teachers. Co-ordination between ESOL providers and Refugee Community
organisations is crucial for sharing information and expertise, and for contacting some of the more
‘hard-to-reach’ communities. Differences between case study areas seemed to be rooted in specific
settlement and immigration histories. This suggests that local strategies rather than general models may
be more appropriate in meeting the new demands for ESOL.

The needs of asylum seekers and refugees mean that integration as well as proper support of asylum
seekers are best served by beginning ‘further language’ training at as early a point as can be arranged.
This might usefully be supplemented by parallel provision of mother tongue education (especially for
children), which will speed their learning in Britain and may facilitate ‘re-entry’ to their society of
origin.

Good Practice in language learning/teaching requires a liberal approach towards possible integration,
while also permitting or providing ‘gender specific’ and other targeted provision to reach specific
groups. Provision must also take account of the social and economic constraints on refugees and
asylum seekers (including lack of disposable income for travel, indirect costs, books etc).
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Courses are improved by the active participation of refugees and asylum seekers in their planning and
provision, and in linking to social, economic and cultural activity to provide practice for skills. Access
to courses is facilitated by networking through Refugee Community Organisations.

2.4 Cultural competence and communication with service users

It is important to remember that identity is not constructed by language alone and assuming that native
language is ‘inherently central to individual identity, so that those members of an ethnic group who
natively speak a language particularly associated with that group are more “authentic” than those who
do not” (Myhill 2003) is not true of all groups. Myhill singles out Jews, Greeks, Armenians, overseas
Indians (South Asians) and Chinese as groups whose members may define their identity in other ways,
including according to religion, tradition and/or ancestry, and not necessarily native language. These
may choose not to use their ancestral language in everyday life, but still wish to retain a distinctive
identity. Thus, the concept of “native speaker” is not ‘a brute empirical fact but rather a social
construct’. “‘For a good many people, it is not very important which native language they or their
children have, but it is extremely important which religious group they are affiliated with... The same
is true of, e.g. many Christians, Muslims, Buddhists, and Bahais; while it cannot be said that their
native language is of no significance to them, they would not consider this to be at the same level of
importance as their religion’ (Myhill 2003).

Cultural awareness is important, therefore, as well as language ability, since health is uniquely personal
in many respects and requires sensitivity to elements of the individual and his/her identity (and social
setting) as well as an adequate level of mechanical or clinical competence. Furthermore, with the
implementation of the Race Relations Amendment Act 2000, health service providers must ‘have due
regard to the need to eliminate unlawful discrimination’, and to make explicit consideration of the
implications for racial equality of every action or policy. Delivery of healthcare depends upon
effective communication (Ulrey & Amason 2001). Yet, there is hardly a term that is more difficult to
define than ‘intercultural communication’ (Kramsch 2002). This requires more than simple language
service provision or advocacy, and instead a re-thinking of concepts previously held in the NHS is
needed if the needs of a diverse population are to be met:

Diversity is a fairly new word in Britain. Prior to recognition of diversity,
the idea was that some services for black and minority ethnic groups could
be provided, but the quality of services and whether it reached the
population was not an issue. When black and minority ethnic groups
raised the issue of services not reaching them, the standard answer was,
“but we are providing the services of a link worker or an advocate and we
are meeting your religious and cultural needs.” (Bahl 2001)

Nonetheless, ‘advances in the articulation of multicultural practice and policy dealing with ethnic
communities have focused almost exclusively on developing competency skills based on individual
communication and understanding between formal service providers and clients rather than on
exposing and altering institutional structures and power relations marked by racism’ (Brotman 2003).
The literature suggests that dealing with institutional racism first will result in clearing the air for the
development of meaningful communication at the interface of health services and ethnic minority
service-users.

Furthermore, healthcare providers frequently suffer from medical ethnocentrism and are typically only
trained to deal with the dominant culture (Ulrey & Amason 2001). In fact, such providers need to
know themselves and their culture as well as the culture of their patients. Communicating with people
from other cultures can often cause anxiety and stress for both sides of the dialogue. Stress is raised to
higher levels by learning new communication rules and behaviours, completing more complex tasks
and increased lack of control in work situations. According to Ulrey and Amason, gaining effective
intercultural communicative skills should lower such stress.

As service users, diverse racial and ethnic groups may also process health messages differently because

of their particular culture affects, health beliefs and behaviours (Brach & Fraser 2000). Health
professionals need to take into account cultural beliefs and values, especially since communication is
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an essential component of the physician’s role, and is often the aspect of care with which patients are
least satisfied (Stewart et al 1999). Reviews have found that ‘the more information given to patients,
the better the health outcomes’ (Kaplan, Greenfield & Ware cited in Stewart et al 1999). This common
sense science should be obvious, but in a meta-analysis of correlates of provider behaviour, nonwhites
received less information that whites (Roter, Hall & Katz 1988 cited in Stewart et al 1999).

Several approaches to improve communication within a minority setting are coming to the fore through
innovative practices and creative approaches to the concept of care as communication. For example, an
American model of health ministry involves health professionals, frequently nurses, working with the
culture of congregations to facilitate culturally congruent care (Chase-Ziokek 1999) and is seen as
translatable to a UK setting. Nurses work with congregations in churches, synagogues and mosques
promoting health through integrating religious beliefs and health knowledge. This is commonly
referred to as parish nursing. The Tavistock Clinic in London provides another example of innovative
practice. Following the war in the Balkans, it has begun to train therapist and counsellors to work with
refugees to ‘overcome traumatization and reconnect the broken threads of their life story so that
integration into a new community becomes possible’ (Mander 2003). With so many refugees
struggling with a language that is not their own, many have difficulties in expressing the depth of their
feelings. Through a storytelling model, refugees are able to recall terrible experiences, ‘so necessary
when they are seeking belief and understanding for what they are struggling to say’. Second languages
are often used as “the language of living” whereas the mother tongue emerges to describe childhood
experiences, cultural and religious issues and certain emotional experiences —the language of “feeling”
(Mander 2003).

The community model as an intervention strategy for ethnic minority groups in the UK surfaces in
Lodge’s (2001) review of the literature identifying needs of ethnic minority groups with cancer within
the community. ‘There is a need to aim the interventions of educational messages and strategies
specifically to the needs of the underserved, with guidance from the ethnic minority groups. This
would involve finding out which minority groups are actually located within a given area; involving
ethnic minority groups in the identification of their perceived needs; and involving them in meeting
these needs and evaluating any healthcare outcomes’ (Lodge 2001). Lodge illustrates the benefits of
this model from the literature on a project looking at Native Hawaiian women, with positive results
including improvements in health services and systems through education and screening in the
community, enhanced community capacity for peer education; and local media coverage that would
empower the community and its members.

Chen (1999) considers that ‘empowering minority communities through informal care may be the most
culturally appropriate approach for improving the health status of minority populations’. Informal care
is described as culturally more compatible, relatively low cost and flexible. In addition, informal care
in the form of traditional medicine is used by 80% of the world’s population, according to the World
Health Organisation. In the UK, an example is Dr. Pui-Ling Li who founded the London Chinese
Health Resource Centre as a means of empowering the Chinese community to meet its own needs. At
the Centre, English lessons are offered in addition to non-traditional health care. In the US, at least
one-third of the US population is engaged in unconventional medical practices and perhaps, one half of
the racial/ethnic populations use such forms of ‘informal care' (Chen 1999).

2.5: National guidelines for culturally and linguistically competent health care

USA Guidelines

As the demographic make-up of the United States has become more culturally diverse, not only has the
size of the ethnic minority population grown over time, but cultural diversity has also spread to suburbs
and small towns. This has led to more stress being placed on culturally and linguistically appropriate
health care provision for racial and ethnic minorities. The cultural competence imperative in health
care was a direct outcome of these changing ethnic demographics (Shaw-Taylor 2002). As a result, the
United States has recently made the transition from language assistance to Culturally and Linguistically
Appropriate Services (CLAS). The provision of culturally and linguistically appropriate services to
diverse patient populations was recognised to have the potential to improve access to health care,
quality of care, health outcomes and ultimately reduce health disparities.
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Furthermore, because most organisations and providers had no clear guidance on how to provide CLAS
in health care settings, the Office of Minority Health (OMH) of the DHHS undertook the development
of national standards to counter an existing patchwork of independently developed local definitions,
practices, and requirements concerning CLAS. A final report was produced in March 2001 (Anderson
et al 2003; Shaw-Taylor 2002). Fourteen individual standards were defined covering: Culturally
competent care; Language access services; and Organisational supports for cultural competence, as
follows:

Culturally competent care

e Standard 1. Health care organisations should ensure that patients/consumers receive from all staff
members effective, understandable, and respectful care that is provided in a manner compatible
with their cultural health beliefs and practices and preferred language.

e Standard 2. Health care organisations should implement strategies to recruit, retain, and promote at
all levels of the organisation a diverse staff and leadership that are representative of the
demographic characteristics of the service area.

e Standard 3. Health care organisations should ensure that staff at all levels and across all disciplines
receive ongoing education and training in culturally and linguistically appropriate service delivery.

Language access services

e Standard 4. Health care organisations must offer and provide language assistance services,
including bilingual staff and interpreter services, at no cost to each patient/consumer with limited
English proficiency at all points of contact, in a timely manner during all hours of operation.

e Standard 5. Health care organisations must provide to patients/consumers in their preferred
language both verbal offers and written notices informing them of their right to receive language
assistance services.

e Standard 6. Health care organisations must assure the competence of language assistance provided
to limited English proficient patients/consumers by interpreters and bilingual staff. Family and
friends should not be used to provide interpretation services (except on request by the
patient/consumer).

e Standard 7. Health care organisations must make available easily understood patient-related
materials and post signage in the languages of the commonly encountered groups and/or groups
represented in the service area.

Organisational supports for cultural competence

e Standard 8. Health care organisations should develop, implement, and promote a written strategic
plan that outlines clear goals, policies, operational plans, and management accountability/oversight
mechanisms to provide culturally and linguistically appropriate services.

e Standard 9. Health care organisations should conduct initial and ongoing organisational self-
assessments of CLAS-related activities and are encouraged to integrate cultural and linguistic
competence-related measures into their internal audits, performance improvement programs,
patient satisfaction assessments, and outcomes-based evaluations.

e Standard 10. Health care organisations should ensure that data on the individual patient’s/
consumer’s race, ethnicity, and spoken and written language are collected in health records,
integrated into the organisation's management information systems, and periodically updated.

e Standard 11. Health care organisations should maintain a current demographic, cultural, and
epidemiological profile of the community as well as a needs assessment to accurately plan for and
implement services that respond to the cultural and linguistic characteristics of the service area.

e Standard 12. Health care organisations should develop participatory, collaborative partnerships
with communities and utilise a variety of formal and informal mechanisms to facilitate community
and patient/consumer involvement in designing and implementing CLAS-related activities.

e Standard 13. Health care organisations should ensure that conflict and grievance resolution
processes are culturally and linguistically sensitive and capable of identifying, preventing, and
resolving cross-cultural conflicts or complaints by patients/consumers.

e Standard 14. Health care organisations are encouraged to regularly make available to the public
information about their progress and successful innovations in implementing the CLAS standards
and to provide public notice in their communities about the availability of this information.

(http://www.omhrc.gov/omh/programs/2pgprograms/finalreport.pdf.
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Reviews of Culturally and Linguistically Appropriate Services

Shaw-Taylor (2002) has reviewed the recommended US standards for culturally and linguistically
competent health care delivery, and discusses their impact on health care organisations in terms of
structural requirements, process requirements and outcome expectations. The author further states that
health care organisations cannot achieve cultural competence by merely 'recruiting, retaining and
promoting' minorities as the basis to improve workforce diversity, the diversity training must become
an integral part. Diversity training must also seek to foster providers (physicians, nurses and allied
health professionals) that are cultural brokers; i.e. providers who understand the biomedical model of
treatment as well as the patient's/consumer's background. This paper also argues that the public health
agency must play a pivotal role in the delivery of culturally and linguistically competent health care in
the community. In an earlier paper, Shaw-Taylor and Benesch (1998) provide a discussion of
workforce diversity in healthcare and its attendant requisite of cultural competency. Narayan (2001)
has also reviewed the 14 standards for CLAS in health care and suggested strategies for meeting the
cultural and linguistic needs of home health care patients. Brach and Fraser (2000) present a
conceptual model of cultural competency's potential to reduce racial and ethnic health disparities. The
authors identify nine major cultural competency techniques: interpreter services, recruitment and
retention policies, training, co-ordinating with traditional healers, use of community health workers,
culturally competent health promotion, including family/community members, immersion into another
culture, and administrative and organisational accommodations. The authors conclude that while there
is substantial research evidence to suggest that cultural competency should in fact work, health systems
have little evidence about which cultural competency techniques are effective and less evidence on
when and how to implement them properly.

Anderson et al. (2003) have undertaken a systematic review to examine whether culturally competent
healthcare systems - those that provide culturally and linguistically appropriate services - have the
potential to reduce racial and ethnic health disparities. The authors reviewed five interventions to
improve cultural competence in healthcare systems; programmes to recruit and retain staff members
who reflect the cultural diversity of the community served; use of interpreter services or bilingual
providers for clients with limited English proficiency; cultural competency training for healthcare
providers; use of linguistically and culturally appropriate health education materials; and culturally
specific healthcare settings. The authors developed a conceptual model to evaluate the effectiveness of
healthcare system interventions to improve cultural competence, but the review could not determine the
effectiveness of any of these interventions, because there were either too few comparative studies, or
studies did not examine appropriate outcome measures such as: client satisfaction with care,
improvements in health status, and inappropriate racial or ethnic differences in use of health services or
in received and recommended treatment.

Timmins (2002) has undertaken a systematic review of published studies from 1990 to 2000 examining
language barriers in health care for Latino populations. Five (55%) of the nine studies examining
access to care found a significant adverse effect of language; three (33%) found mixed or weak
evidence that language affected access. Six (86%) of the seven studies evaluating quality of care found
a significant detrimental effect of language barriers. Two of the three studies examining health status
or outcomes found language to be a risk factor for adverse outcomes. Evidence was mixed as to the
level of importance attributable to language when access to care is considered; however, non-English-
speaking status was a marker of a population at risk for decreased access. Thus evidence shows that
language barriers adversely affect quality of care.

Cioffi (2003) describes nurses' experiences of communicating with culturally and linguistically diverse
patients in an acute care setting. Interpreters, bilingual health workers and combinations of different
strategies were used to communicate with patients. The main recommendations were: prioritising
access to appropriate linguistic services, providing nurses with support e.g. from bilingual health care
workers who are able to provide more in-depth information, increasing nurses' understanding of legal
issues within patient encounters, supporting nurses to translate their awareness of cultural diversity into
acceptance of, appreciation for and commitment to patients and their families

McNamara et al. (1997) have evaluated the relationship between the competency levels of palliative
care professionals in delivering cross-cultural care in Australia, and their experience and training.
Information about difficulties encountered form the basis of guidelines for education programmes. The
results indicate that specific education, rather than individual's experience, is needed to improve

101



An overview of the research evidence on ethnicity and communication in healthcare

competence. Similarly, Riley and Thelian (1999) present ideas of attachment, guidance, and culturally
sensitive nursing practice interventions when caring for patients who require home IV therapy. As trust
is built, barriers to accurate communication between the nurse and the patient and family are removed,
resulting in increased patient compliance and learning.

Kairys et al. (2002) have attempted to assess diversity and quality in US primary care through the
multimethod assessment process in order to better understand disparities in relation to diversity,
cultural competence, and quality improvement in clinical practice.
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Annex 3: Models for interpreting/ advocacy provision

Several approaches have been identified within the NHS for overcoming language barriers where
verbal communication is required as part of the delivery of services in primary and secondary care.
These will vary in their effectiveness or ‘adequacy’, costs, and generalisability to different locations.
While at present there are no agreed national standards in services other than the criminal justice
system, there are discussions underway to establish agreed levels of good practice within the NHS and
interpreting profession, led by the Public Sector Advisory Group of the National Register of Public
Sector Interpreters at the Institute of Linguists. In the interim, we offer a classification of current 'de
facto' solutions to the problem of linguistic barriers between patient and clinician. They include:

i) Patient selection of GPs:

In some geographical areas it may be possible for patients to self select to enrol with a GP who is able
to speak their language proficiently (Ahmad et al 1989). Evidence from the Bradford area suggests that
patients who were less fluent “countered their linguistic disadvantage by consulting the Asian doctor
who was fluent in their own language(s). Only 15% of the male patients who consulted the Caucasian
doctor were poor or non-speakers of English compared with 30% of the Asian doctor’s patients.”
(Ahmad et al 1989). However whilst such a strategy can be adopted by patients in some geographical
locations, in others areas because of a paucity of GPs with suitable language skills (and of a suitable
gender e.g. female) other strategies will need to be adopted. Furthermore one limitation of this
approach is that if patients are forced to select GPs who can speak their language this could reduce a
patient’s choice of physician, unless of course interpreters are available to patients should they choose
to enrol with a GP who does not speak the same language. Secondly, it is now recognised that many of
the Asian GPs in inner city areas are approaching retirement age and this route may not be available for
much longer.

ii) Use of bilingual health care workers:

This is closely related to (i) above, but it applies more generally to other health care workers apart from
GPs. The approach has been described as the “ideal option for most patients” because it removes the
need for a third party to be involved in a consultation (Phelan and Parkman 1995). However, bilingual
health care workers are few (Phelan and Parkman 1995) and the quality of language provision may be
poor if bilingual workers have an inadequate grasp of a particular language, or if they lack the training
to be sufficiently culturally sensitive. Nevertheless such provision could prove cost-effective if
bilingual workers speak fluently and are well trained, particularly if they speak a language which is
frequently required. It should be noted that the Race Relations Act (1976) does specifically allow
employers to appoint using racial/ linguistic criteria on the basis of, for example, a genuine
occupational qualification i.e. linguistic skills.

iii) Use of full-time professional interpreters or experienced sessional interpreters:

Some hospitals and health authorities use the services of either full-time trained interpreters (so-called
'linguistic model' interpreters: Turton 2003) or experienced interpreters employed on a sessional basis.
These are typically either employees of NHS Trusts or, increasingly, projects and teams working for, or
jointly sponsored by, Social Services Departments or outside voluntary agencies. As a general rule so
long as such interpreters are adequately trained and experienced the quality of interpreting is high, with
the result that many of the problems associated with inadequate communication can be avoided. Once
the benefits to patients of such provision (including patient satisfaction and any improvements in health
outcomes) have been taken into account, such provision is likely to prove more cost-effective than
other forms of provision, except perhaps use of well trained, bilingual staff. Furthermore provision of
such interpreting services can have an informing and empowering role. This may improve the health
and well-being of patients of marginalised communities (Ntshona 1997).

iv) Use of tele- interpreter services:

American research has suggested that electronic simultaneous interpretation can be very effective and
popular (Hornberger et al 1996). Telephone interpreter services such as ‘Language Line’ have been
introduced in the NHS over recent years (Leman 1997). They can offer the advantage of 24 hour
access to interpreting services. The obvious limitation of such provision is that it lacks a visual
dimension. This may present difficulties for the interpreter for example if a patient wants to draw a
physician’s attention to a particular part of the body. The service is also likely to be expensive if used
as the main form of interpreter provision in trusts with significant numbers of patients requiring
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provision. Thus the use of face-to face interpreting/ advocacy is likely to be more cost-effective in
such a situation.

Use of the service might be justified to provide out of hours provision, or to provide interpreter services
for patients speaking very rare languages. Telephone interpreting provision might also be justified if a
trust’s demand for interpreter services is very low. In these circumstances, use of services such as
Language Line may prove more cost-effective than face-to-face interpreting if a trust cannot access
other locally available service provision. The NHS Plan states that by 2004, tele-interpretation support
will be provided nationally through NHS Direct, and a contract has recently been signed to supply a
service, but at present, there is no information about quality standards or evaluation of the service,
although the Audit Commission (2001) reviewed one local provider in London Borough of Hounslow.

v) Use of patient advocates:

The distinction between interpreter and advocacy (or cultural broker) roles is not clear cut, but in the
UK an advocacy role clearly involves more than just interpreting (Chiu 1991). ‘Health advocates’ have
been defined as those who “mediate between patients and professionals to make sure that clients are
offered an informed choice of health care. If there are clinical or cultural problems they will negotiate,
although ultimately they see themselves as advocates for their people.” (Parsons and Day 1992). Such
a role is likely to be appropriate in contexts in which the patient is unable or unlikely to do this
themselves. Moreover, advocacy can be used to “improve the access of all groups to the health
service” (Chiu 1991) and to inform patient choices. Some evidence suggests that patients who are
more in control (i.e. they ask more questions, make more attempts to direct conversation flow and
physician behaviour) report fewer days off from work, health problems, and functional limitations
because of illness, whilst rating their health more favourably during follow-up (Kaplan et al 1989).
This would tend to suggest that, in so far as advocates are able to put patients in control, they may be
able to improve patient well-being and health status.

Advocates may or may not act as interpreters as well. Clearly, if they perform a dual role the
effectiveness of using advocates as interpreters will depend upon the extent to which they are
sufficiently trained and experienced as interpreters.

There is some evidence that would seem to suggests that advocates are able to affect the nature/ quality
of service obtained by patients. A retrospective study was conducted in Hackney, East London which
compared 1,000 non-English speaking women delivering at the Mothers’ Hospital in 1986 when
accompanied by an advocate with 1,000 women delivering at the same hospital in 1979, and similar
deliveries at a reference hospital (Parsons and Day 1992). The study identified significant differences
between the 3 groups in terms of outcomes such as antenatal length of stay, and induction and mode of
delivery. Rates of caesarean section rose from 11% to 17% at the reference hospital, but fell from
10.8% to 8.5% at the Mothers’ Hospital. Whilst these findings may not necessarily be causally linked
to provision of advocacy services “it was considered reasonable to deduce that improved
communication could have influenced clinical practice”. It was therefore suggested that health
advocacy might provide a mechanism to redress adverse obstetric outcomes amongst some ethnic
minorities. Health advocacy services may be able to generate similar benefits for mental health
patients.

Health advocacy, as opposed to straightforward interpretation, may also provide a useful way of
bridging gaps in cultural understanding. During a survey (Meadows 1992) it was noted that doctors
identified a gulf between medical knowledge about a specific condition and the cultural and
neighbourhood beliefs of patients relating to the cause of illness. Health advocates might be in a better
position than interpreters to actually address this lack of patient understanding. This is because their
role may extend to persuading patients of the value of a particular treatment approach.

Advocates may be especially appropriate in geographical areas with substantial refugee populations.
They may also be particularly necessary in order to support those who have been victims of torture
prior to obtaining refugee status in the United Kingdom. As a result of their experiences such
individuals may well be apprehensive and not able to seek out the provision they require. In such
circumstances, advocates are likely to fulfil an invaluable role.
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vi) Use of volunteer and ad hoc interpreters:

Some UK hospitals use volunteer interpreters. This usually involves introducing systems to enable
existing bilingual staff to provide interpreter services when required on a voluntary basis. In some
hospitals voluntary provision from the local community is utilised. Whilst this approach may have the
merit of flexibility it may cause difficulties if it takes staff away from another job. Registers of staff
availability and language competence have also proved to be notoriously inaccurate and imprecise, and
require considerable administrative costs in upkeep.

Furthermore, whilst training can be provided for volunteers, it has been reported that usually volunteers
“have not received any training in interpreting” (Phelan and Parkman 1995). Moreover, volunteers
who provide interpreting input on an irregular basis are less likely to acquire the same expertise as
trained interpreters with considerable work experience, and thus the standard of interpreting may not be
as high. Volunteer and ad hoc provision is perhaps best deployed to deal with emergency situations
where a professional, trained interpreter is not available when required.

vii) Use of English speaking family members and friends as an interpreter("Bring Your Own")
Evidence suggests that this strategy should be pursued with caution, although a recent review suggests
that this is the strategy used by 70% of service providers (Turton et al 2004). The use of relatives and
friends, has the disadvantage that the quality of interpretation may be poor, and patient confidentiality
may be violated if the patient does not want a family member or friend to have access to medical
information about them. Also “family, friends, and ad hoc interpreters pose problems. They may lack
sufficiently good language skills and frequently commit stereotypical errors, including omissions,
additions, substitutions, or other editing, which may result in serious semantic distortions” (Woloshin et
al 1995). Particular problems may arise if children are used to interpret since “both the parent and the
child may be embarrassed by the problem and the information that the doctor or patient receives may
thus be censored.” (Ahmad et al 1989). The use of a family’s children may also “upset the family’s
social order.” (Poss and Rangel 1995). Distorted communication and confidentiality are especially
problematic in cases involving issues such as sexuality and child abuse (McPake & Johnstone 2002)..
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Annex 4: Literature searches

4.1 Background

A number of preliminary search strategies were tested, looking at the question of ‘communication’
using the MeSH terms available, and 'ethnicity’, using MeSH terms and a combination of other key
words.

Table 4.1 below shows the searches carried out and the number of resultant hits. Further searches were
conducted as the review progressed, including updates to 2004, and these are shown in Table 4.2.

Further details of searches are provided in sections 4.2 - 4.3.
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Table 4.1: Initial literature searches and numbers of articles identified

Database Dated covered Topic/Brief strategy Hits
PubMed 1998-2003 Ethnic Communication* 66
PubMed 1966-2003 Anderson related articles from * 110
Medline, Premedline, 1998-2003 Ethnic communication — delivery of healthcare 234
Embase

CINAHL Ethnic communication 129
HMIC 1998-2003 Ethnic communication and health 74
Medline, Premedline, 1998-2003 Speech and language therapy — first strategy (many false drops) 552
Embase

PubMed 1998-2004 Arblaster (255), Bell (137), Cooper (120) related articles 512
Medline, Premedline, 1998-2003 Speech and language therapy — second strategy 61
Embase

NRR and ReFeR Various Ethnic communication 41
CRER database Various Communication 91
Table 4.2: Further literature searches and numbers of articles identified (up to 2004)

Database Dated covered Topic/Brief strategy Hits
Medline 1966-2004 Blood transfusion/donation — attitudes/beliefs 46
British Nursing Index 1994-2004 Ethnic communication 65
Caredata None given Ethnic communication (includes grey literature) 14
Medline 1966-2004 Ethnic consent, concordance transplantation 1345
Psycinfo 1967-2004 Concordance and consent to treatment 419
Ageinfo None given Ethnic communication 65
Psycinfo 1990-2004 Ethnic communication 593
Psycinfo 1967-2004 Organ donation and ethics 17
Medline 1966-2004 Ethnic organ procurement/ethics committees 94
Psycinfo 12967-2004 Psychotherapy 314

109




An overview of the research evidence on ethnicity and communication in healthcare

4.2 Initial searches
ETHNIC COMMUNICATION
A simple search was carried out on PubMed

Ethnic* AND communication
Limited to English, human, review, 1998-2003

This produced 66 hits, amongst which was an article by L M Anderson “Culturally competent
healthcare systems. A systematic review” in the American Journal of Preventive Medicine in 2003. A
related articles search was then performed on this item which yielded a further 110 hits.

More extensive searches were then run on Premedline, Medline and Embase.

The development of the strategy is shown below.

Ethnic element

The strategy developed for the ethnic screening project was used but excluded individual Groups eg
Indian/Chinese as gave too many irrelevant hits.

Communication element

MESH heading of “Communication” includes

Communication barriers
Duty to Recontact
Information Dissemination
Interdisciplinary Communication
Language

Narration

Negotiating

Nonverbal Communication
Persuasive Communication
Propaganda

Verbal Behavior

“IAT” (information and technology) produced articles on Intra-arterial thromboses so was not included
in the final strategy.

The terms “leaflet, brochure, handout, video, CD,DVD, cassette”, were introduced but even the
addition of “information” to this set produced too many false drops, so this aspect of the search was
restricted to Communication and Patient information.

Final strategy

1. ethnic$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

2. minorit$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

3. (multicultural or multi-cultural).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
4. (crosscultural or cross-cultural).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
5. (transcultural or trans-cultural).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
6. (multiethnic or multi-ethnic).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

7. (multiracial or multi-racial).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

8. (migrant$ or immigrant$).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

9. refugee$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

10. cultural diversity.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

11. (multilingual or multi-lingual).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
12.0r/1-11

13. communication.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
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14. Patient advocacy.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

15. Patient counsel$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

16. advoca$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

17. interpret$4.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

18. translat$4.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

19. Patient information service.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
20. verbal communication.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

21. access to information.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

22. exp Communication/

23. 0r/13-22

This produced 234 hits.

A search was then run on CINAHL using a very simple strategy
Ethnic*.mp. Or Expl ethnic groups/

Communication

Transcultural nursing

This produced 129 hits.

A further search was carried out on HMIC (Health Management Information Consortium -= DH-Data,
Helmis, King’s Fund) database

#2 (ethnic* )and( Communication )and( health ) and ((PY:HMIC = 1998-2003) or (PY:HQ >= 1998))
gave 74 hits — 51 hits selected as being useful.

Simple searches were also performed on NRR and ReFeR, giving 41 hits.

The database at the Centre for Research in Ethnic Relations (CRER) was also investigated and yielded
a further 91 hits.

ETHNIC SPEECH AND LANGUAGE THERAPY (SALT)

Initial searches were carried out on Medline and Embase. The first Medline and Embase strategies in

this category produced 552 hits but there were so many false drops that the strategies were not retained.
However, scanning the titles in these two searches produced 2 items which looked promising.

Arblaster L

A systematic review of the effectiveness of health service interventions aimed at reducing inequalities
in health

JHSR and policy 1996 1(2); 93-103

Bell TS

Interventions to improve uptake of breast screening in inner city Cardiff general practices with ethnic
minority lists.

Ethnicity and Health 1999 4(4): 277-284

These two items were entered on Pubmed and the “related articles” link selected.

Entering Arblaster produced 275 items This set was limited to 1980-2003 in English, which decreased
this to 255 hits. The selection criteria used were, any general systematic review on health inequalities
or any with possible ethnic component or social or health inequalities. Items dealing with
road/transport, child abuse, nutrition, or dental aspects were excluded. This set included a number of
false drops eg “Bell’s inequalities™!.

137 hits were chosen at this stage but examination of abstracts of these meant that only 20 hits were

finally kept including “Designing and evaluating interventions to eliminate racial and ethnic disparities
in health care” by Cooper LA, Hill MN, Powe NR.
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The same procedure was followed for the article by Bell (GPs — Cardiff). 152 items were retrieved and
limited to 1980-2003 and English (NB system picks up English language abstracts from foreign
language journals). The titles were checked and then abstracts examined. Methods for improving
uptake were included even if there was no specific ethnic content as well as lessons from abroad and
outreach work. 117 paper (hits) were kept as possibly being useful.

The item by Cooper was then entered on PubMed and the related articles link again picked up. This
produced a further 120 papers (hits), most of which appeared useful.

The earlier SALT strategy was amended and re-run on using Medline and Embase. This produced 61

items (hits).

4.3 Further searches

It was decided that certain specific areas needed their own searches or that earlier searches should be
taken back further in time than the original cut off date of 1998.

BLOOD TRANSFUSION/DONATION

Medline 1966 — 2004.

1. ethnic$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

2. minorit$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

3. (multicultural or multi-cultural).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
4. (crosscultural or cross-cultural).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
5. (transcultural or trans-cultural).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
6. (multiethnic or multi-ethnic).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

7. (multiracial or multi-racial).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

8. (migrant$ or immigrant$).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

9. refugee$.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

10. cultural diversity.mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]

11. (multilingual or multi-lingual).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
12.1and 2

13. or/3-12

14.10r 13

15. (Blood and (donation or transfusion)).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
16. exp Blood Transfusion/

17. exp Blood Donors/

18. or/15-17

19. 14 and 18

20. limit 19 to english language

21. limit 20 to human

22. (attitude$ or approach$ or View$).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
23. (belief$ or practice$ or ethic$).mp. [mp=ti, ab, sh, tn, ot, dm, mf, rw]
24.22 or 23

25.21and 24

Set 25 produced 46 hits.

ETHNIC COMMUNICATION
British nursing index (1994-2004)

Strategy “ethnic and communication” = 65 hits
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ETHNIC COMMUNICATION

Caredata

No coverage dates given, but does include grey literature.
“Ethnicity and communication” produced 14 hits
CONCORDANCE AND CONSENT TO TREATMENT
Psycinfo 1967-2004

Search History

#29 (health and (LA:PY = ENGLISH)) and (((transcultural or (trans-cultural)) or (crosscultural or
(cross-cultural)) or (multicultural or (multi-cultural)) or (minorit*) or (cultural diversity) or (ethnic*) or
(refugee*) or (migrant* or immigrant*) or (multilingual or (multi-lingual)) or (multiracial or (multi-
racial)) or (multiethnic or (multi-ethnic))) and (((trial*) and (inclusion or includ*) and (consent)) or
(consent) or (treatment plan*) or (concordance) or (bone marrow transplant*) or (privacy or private) or
(organ donation*) or (informed consent) or (transplant*) or (consent to treatment)) and (LA:PY =
ENGLISH)) and (LA:PY = ENGLISH)

419 hits
ETHNIC COMMUNICATION
Agelnfo

A bibliographic database of over 40,000 books articles and reports from the specialist collection on
Social Gerontology held at the Centre for Policy on Ageing — no years given of coverage as dependent
on their stock.

1 Text: ethnic* OR minorit* OR multicultural OR multi-cultural OR crosscultural

OR

2 Text: transcultur* OR multi-ethnic OR multi-ethnic Or multiracial OR
multi-racial

OR

3 Text: migrant* OR immigrant* OR refugee*

OR

4 Keywords: ethnicity/’"ETHNIC GROUPS@”

OR

5 Text: cultural and diversity

AND

6 Text: communicat*

65 hits

ETHNIC COMMUNICATION

Psycinfo 1990-2004

#16 (health) and (communicat*) and ((transcultural or (trans-cultural)) or (crosscultural or (cross-
cultural)) or (multicultural or (multi-cultural)) or (minorit*) or (cultural diversity) or (ethnic*) or
(refugee*) or (migrant* or immigrant*) or (multilingual or (multi-lingual)) or (multiracial or (multi-
racial)) or (multiethnic or (multi-ethnic))) and (LA:PY = ENGLISH)

593 hits

ORGAN DONATION AND ETHICS

Pscyinfo 1990-2004
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#14 (organ donation* and (LA:PY = ENGLISH)) and ((transcultural or (trans-cultural)) or
(crosscultural or (cross-cultural)) or (multicultural or (multi-cultural)) or (minorit*) or (cultural
diversity) or (ethnic*) or (refugee*) or (migrant* or immigrant*) or (multilingual or (multi-lingual)) or
(multiracial or (multi-racial)) or (multiethnic or (multi-ethnic))) and (LA:PY = ENGLISH)

17 hits

ORGAN DONATION/CONSENT

Medline

Database: Ovid MEDLINE(R) <1966 to January Week 2 2004>
Search Strategy:

1  ethnic$.mp. [mp=title, abstract, name of substance, mesh subject heading] (44191)

2 minorit$.mp. [mp=title, abstract, name of substance, mesh subject heading] (19626)

3 (multicultural or multi-cultural).mp. [mp=title, abstract, name of substance, mesh subject heading]
(829)

4 (crosscultural or cross-cultural).mp. [mp=title, abstract, name of substance, mesh subject heading]
(2875)

5 (transcultural or trans-cultural).mp. [mp=title, abstract, name of substance, mesh subject heading]
(961)

6 (multiethnic or multi-ethnic).mp. [mp=title, abstract, name of substance, mesh subject heading]
(795)

7  (multiracial or multi-racial).mp. [mp=title, abstract, name of substance, mesh subject heading]
(235)

8 (migrant$ or immigrant$).mp. [mp=title, abstract, name of substance, mesh subject heading]
(9673)

9 refugee$.mp. [mp=title, abstract, name of substance, mesh subject heading] (4319)

10 cultural diversity.mp. [mp=title, abstract, name of substance, mesh subject heading] (4256)

11 (multilingual or multi-lingual).mp. [mp=title, abstract, name of substance, mesh subject heading]
(224)

12 or/1-11 (78202)

13  organ donation$.mp. or exp Organ Procurement/ (7739)

14  exp ETHICS COMMITTEES, RESEARCHY/ or exp ETHICS, NURSING/ or exp ETHICS
COMMITTEES/ or exp ETHICS/ or exp ETHICS, CLINICAL/ or exp ETHICS CONSULTATION/ or
ethic$.mp. or exp ETHICS, PROFESSIONAL/ or exp ETHICS, MEDICAL/ or exp ETHICS
COMMITTEES, CLINICAL/ (98921)

15 12 and 13 and 14 (94)

94 hits

PSYCHOTHERAPY

Psycinfo 1967-2004.

#20 ((( evaluat* )or( best practice )) or (( effectiveness )or( good practice )or( implementation ))) and
((( psychotherapy )or( cognitive behavio$r therapy )or( familty therapy )) or (counselling)) and
((transcultural or (trans-cultural)) or (crosscultural or (cross-cultural)) or (multicultural or (multi-
cultural)) or (minorit*) or (cultural diversity) or (ethnic*) or (refugee*) or (migrant* or immigrant*) or
(multilingual or (multi-lingual)) or (multiracial or (multi-racial)) or (multiethnic or (multi-ethnic)))

314 hits
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ETHNIC CONSENT
Medline

Database: Ovid MEDLINE(R) <1966 to January Week 2 2004>
Search Strategy:

1 ethnic$.mp. [mp=title, abstract, name of substance, mesh subject heading] (44191)

2 minorit$.mp. [mp=title, abstract, name of substance, mesh subject heading] (19626)

3 (multicultural or multi-cultural).mp. [mp=title, abstract, name of substance, mesh subject heading]
(829)

4 (crosscultural or cross-cultural).mp. [mp=title, abstract, name of substance, mesh subject heading]
(2875)

5 (transcultural or trans-cultural).mp. [mp=title, abstract, name of substance, mesh subject heading]
(961)

6 (multiethnic or multi-ethnic).mp. [mp=title, abstract, name of substance, mesh subject heading]
(795)

7  (multiracial or multi-racial).mp. [mp=title, abstract, name of substance, mesh subject heading]
(235)

8 (migrant$ or immigrant$).mp. [mp=title, abstract, name of substance, mesh subject heading]
(9673)

9 refugee$.mp. [mp=title, abstract, name of substance, mesh subject heading] (4319)

10 cultural diversity.mp. [mp=title, abstract, name of substance, mesh subject heading] (4256)

11 (multilingual or multi-lingual).mp. [mp=title, abstract, name of substance, mesh subject heading]
(224)

12 or/1-11 (78202)

13 exp Informed consent/ or consent to treatment.mp. (22730)

14 consent$.mp. [mp=title, abstract, name of substance, mesh subject heading] (16422)

15 clinical trial$.mp. [mp=title, abstract, name of substance, mesh subject heading] (169523)

16  (includ$ or inclusion).mp. (865602)

17 14 and 15 and 16 (306)

18 priva$.mp. [mp=title, abstract, name of substance, mesh subject heading] (36698)

19 transplant$.mp. or exp Kidney Transplantation/ or exp Transplants/ (245969)

20 exp Bone Marrow Transplantation/ or Bone marrow transplant$.mp. (35248)

21 concordance.mp. (9487)

22 exp Patient Care Planning/ or treatment plan$.mp. (43933)

23 13 o0r 17 or 18 or 19 or 20 or 21 or 22 (360063)

24 12 and 23 (3097)

25  limit 24 to (english language and yr=1998-2004) (1345)

26 from 25 keep 1-1345 (1345)

1345 hits
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Annex 5:  Findings from our earlier reviews

5.1 The Unavoidable Costs of Ethnicity* (1998)

This scoping report was commissioned by the NHS Executive to review the evidence concerning the
degree to which the presence of populations of minority ethnic origin was associated with ‘unavoidable
additional costs’ in health service delivery. While local health authorities retained full autonomy in
their use of funds allocated to them under the Hospital and Community Health Services formula, the
size of that budget was governed by a set of weightings applied to their population, to allow for factors
known to influence levels of need, and the costs of providing services.

The scoping exercise was literature-based and identified two types of unavoidable cost. The first was
the additional cost of providing the same service to an ethnic population. This principally reflects
language needs i.e. the cost of providing interpreter, advocacy, and translation services. The second
was the additional cost associated with necessary differences in provision of services to ethnic
populations compared with non-ethnic populations, caused by variations in the incidence or prevalence
of specific diseases combined with differences in treatment patterns.

Existing published evidence relating to ethnic health and disease treatment in medical, social science,
academic and practitioner literature was reviewed. Additional evidence was located through trawls of
‘grey’ literature in specialist collections, and through contacting all English health districts with a
request for information. A number of authorities and trusts provided written and oral evidence (see
below), and a bibliography of key materials was produced.

Key issues considered included:

e the need for and use of, interpreter and translation services;

e the incidence of ‘ethnically-specific’ disease, and;

e variations in the prevalence and cost of treating ‘common’ conditions in minority ethnic
populations.

The literature provided a range of estimates which could be used in a modelling exercise, but it was
deficient in many respects, particularly in terms of precise costs associated with procedure and
conditions, or in associating precise and consistent categories of ethnic group with epidemiological and
operational service provision data. Certain other activities required fixed funding to set them up, and
might not be directly related to population size. There was considerable variation in the approaches
adopted by different health authorities, and many services were provided by agencies not funded by
NHS budgets.

Conclusions and Recommendations

The report concluded that :

e the presence of minorities is associated with the need to provide additional services in respect of
interpreting and translation, and the media of communication;

e in order to achieve clinical effectiveness, a range of advocacy support facilities or alternative
models of provision seem to be desirable;

e ethnic diversity requires adaptation and additional evidence in order to inform processes of
consultation and commissioning;

e minority populations do create demands for certain additional specific clinical services not
required by the bulk of the majority population: it is not yet clear to what extent the reverse can be
stated since research on ‘under-use’ is less well developed;

! Johnson MRD, Clark MD, Owens D, Szczepura A. The Unavoidable Costs of Ethnicity: A review of evidence on
health costs. Centre for Health Services Studies, University of Warwick, Coventry, UK. June 1999. ISBN 0953
5430 05.
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e some variations in levels of need, particularly those relating to established clinical difference in
susceptibility or deprivation, are already incorporated in funding formulae although it is not clear
how far the indicators adequately reflect these factors;

e costs are not necessarily simply related to the size of minority populations;

e the provision of services to meet minority needs is not always a reflection of their presence, but
has frequently depended upon the provision of additional specific funds.

There was a consensus that the NHS research and development strategy should accept the need for
more work to establish the actual levels of need and usage of services by ethnic minority groups, and
that effort should be made to use and improve the growing collection of relevant information through
ethnic monitoring activities.

A variety of modelling techniques were suggested, and shown to have the potential to provide practical
guidance to future policy in the field. Although data availability at a national or regional scale was
inadequate to provide estimates of the ‘additional costs of ethnicity’, locally collected data and the
existence of relevant policy initiatives suggested that a focused study in selected districts might provide
sufficiently robust information to provide reliable estimates.

The review demonstrated that there are costs associated with the presence of minority ethnic groups in
the population which can be shown to be unavoidable and additional, but that others are either
‘desirable’ or ‘alternative’. It would be wrong to assume that all cost pressures of this nature are in the
same direction. The study also drew attention to deficiencies in data collection and budgeting which
might hinder investigation of the effectiveness of the service in general. The process of drawing
attention to ethnic minority needs might itself lead to developments in services which are functional
and desirable for the majority population.

Survey of Directors of Public Health in England

Directors of Public Health in each of the English health districts were asked to provide any data that
might be relevant to the study, including if possible a copy of their annual report, and to pass the
enquiry to any specialist officers. Of the 100 contacted, sixty replied, as did five of the regional offices
of the NHS Executive. It was not necessarily those with the highest proportions of minority ethnic
population that replied, and several that were known to have specific policy developments and
activities did not respond. Information on these was drawn from our own resource collection, when
possible.

Key issues highlighted in these documents and correspondence included:
o specific illnesses such as Sickle Cell Diseases, Diabetes etc;

e ability to speak and read English, and various proposals to develop interpreter, language line or
similar services - sometimes related to other forms of disability;

e needs for specialist officers and access workers along with research and health needs assessment,
including development of consultation and inputs to commissioning processes;

o the need for staff training and the provision of local directories of resources and ethnic specific
information;

¢ the growing availability of ethnic monitoring data.

In addition, a selection of other matters were raised rather less frequently, but deserve consideration, or
provide additional insight into local needs and issues that should be incorporated in future service
planning and costing:

¢ the problems of disassociating ethnicity and deprivation using existing data

o the costs of developing ethnic monitoring
¢ ethnic-specific health promotion work
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o workload implications for GPs and facilities offering ‘culturally sensitive’ services
o rurality or the problem of reaching and serving small, dispersed groups.
e problems of registering (minority) donors (kidneys, bone marrow etc)

A further significant comment was the need to take into account a variety of different ethnic groups,
many of which could not be identified from Census or other routine data. Even when groups were
named in the Census, it was often suggested that these estimates were inaccurate, usually
underestimating current population numbers because of migration, population growth, or exclusion of
locally significant groups which may have been subsumed under ‘other’ categories. Some were
differentiated by religion, nationality or status, and some might not fall within the ‘conventional’
definitions of ethnic minority. Others were ‘new’ groups. All, however, had been found locally to
have specific needs and/or require particular attention in service development. Those listed included:
Irish, Somali, Yemeni, Sudanese Copts, Arabs, Travellers/Gypsies/Romani, Armenians, ‘Muslim
lifestyles’.

Sixteen (one in four) of the districts replying provided us with some financial data which was readily
distinguishable as related specifically to ethnic health care costs. However, there was very little
consistency in this, and none covered all aspects on which data were requested. It was not possible to
link these data with service levels or the size of minority populations, or even to be sure that they
covered all the costs of the services mentioned. Equally, not all of these amounts were charged to NHS
budgets but ‘matching’ funding would only be released against NHS contributions.

5.2 Assessment of the costs to the NHS arising from the need for interpreter, advocacy
and translation services? (1998)

This report was commissioned by the Technical Advisory Group (TAG) of the Department of Health
following the initial scoping exercise on the ‘unavoidable costs of ethnicity’ carried out by the
University of Warwick (Johnson et al 1998). Following the scoping exercise, a further study was
commissioned to look in greater detail at one category of unavoidable cost i.e. language needs. The
aim of the study was to quantify the costs to the NHS arising from the provision of interpreter,
advocacy, and translation (IAT) services and to relate these to ethnic population figures with a view to
improving the workings of the national formula for resource allocation.

After a preliminary analysis, 13 representative health authorities (HAs) were identified for data
collection, and information on the costs of IAT provision within these HAs was obtained. The
relationship between identifiable IAT costs and a range of population measures was explored
graphically and statistically for this sample of health authorities, and it was found that:

o there was little relationship between the costs quoted and the overall size of the HA population;

e |AT costs and census data on the size of the minority population were more closely related; IAT
costs, and various estimates of the number of people who had difficulty speaking English were
considered - as expected this revealed an even stronger relationship;

e a variety of potential functional forms were considered for the relationship between average IAT
costs and the share of a HA’s population estimated to have difficulties in the English language; it
was concluded that a quadratic equation was the most appropriate functional form to adopt;

o of the 13 health authorities surveyed, IAT provision was deemed to be inadequate in 7 authorities
either because of a lack of comprehensive IAT provision or because of poor quality provision;

e a dummy variable was therefore included in the equation in order that the costs of adequate as
opposed to inadequate provision could be established; the use of the dummy variable increased the
degree of “fit” of the equation;

z Szczepura A, Clark MD, Johnson MRD, Owen D,. ‘Assessment of the costs to the NHS arising from the need for
interpreter, advocacy and translation services’ Centre for Health Services Studies, University of Warwick,
Coventry. September 1999. ISSN 0964-7902.
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e The resulting Warwick formula enables calculation of resource allocation at health authority level
to cover both ‘adequate’ and ‘inadequate’ levels of provision;

o the total cost for all 100 (old) health authorities in England of allocating resources to cover IAT
provision was calculated to be £9.40 million for ‘adequate’ levels of provision and £6.87 million for
more basic provision (1997/98 prices);

The use of the Warwick formula suggested that in order to provide adequate IAT provision an average
of £16.54 per person with language needs was required, compared to an average of £9.80 for more
basic provision. The actual average cost in a HA would vary according to the extent of language needs
in the authority. This was reflected in the resource requirement projections for each health authority
contained in the report.

The report made a number of recommendations in terms of funding IAT provision, including:

e .that, as an interim measure, the Warwick formula be used to ‘fine tune’ the existing York resource
allocation formula, and that allocations be made to HAs which were sufficient to fund adequate
IAT provision;

e to further improve the Warwick formula, we suggested that the 2001 Census of population should
include a question relating to language needs; that more routinely updated information could be
compiled if ethnic monitoring data relating to language needs were collected by all trusts; and that
this improved information on language needs could then be used to refine the Warwick formula
relating to IAT costs to the NHS.

The report pointed out that the Audit Commission (1994) had identified numerous managerial failures
associated with IAT service provision, and more recent evidence gathered during the course of our
study indicated that many of the Audit Commission’s criticisms still applied in some trusts and health
authorities. Such managerial deficiencies would need to be addressed if adequate IAT services are to
be provided on a nation-wide basis. Consideration of management issues led to the following
suggestions:

e having considered a number of potential funding models, it was concluded that a non-ring fenced
formula based approach would provide the most appropriate basis for distributing resources to
meet IAT needs;

e the study identified failings associated with the organisation and provision of IAT services in the
cross-section of health authorities surveyed, and these would not necessarily be rectified through
adequate financial provision alone;

e one possible approach might be to assign a statutory responsibility to each health authority to
provide adequate IAT services for its resident population.

5.3 A systematic review of ethnicity and health service access in London® (2001)

This report was commissioned by the London Regional Office of the NHS Executive. The main aim of
the research was to gather and assess the existing research-based evidence on differences in access and
uptake of health services by minority ethnic groups. In particular, the research team undertook a
systematic review of the published and unpublished research literature which could provide useful
insights into inequalities in access to services for minority ethnic groups, and possible interventions which
could help reduce such inequalities or imbalances in provision and uptake. The team was also asked to
provide information on the demographic profile of London, and how this was predicted to change.

A number of key messages emerged from the review, as follows:

® Atkinson M, Clark M, Clay D, Johnson M, Szczepura A. Systematic review of ethnicity and health service access
for London. Centre for Health Services Studies, University of Warwick, Coventry, UK. February 2001. ISBN 0-
9535-4300-6.
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The research described, both in peer reviewed articles and the grey literature, exhibited an inverted
evaluation ‘pyramid'. In terms of information relevant to issues of access, the majority of research
was focused on the preliminary task of gathering epidemiological data and of demonstrating
differential uptake patterns. Somewhat less research was focused on the higher level task of
identifying barriers to access and of describing possible interventions to address these. No, or very
little, research was devoted to the highest level task of evaluating interventions designed to
improve access. The overall result was a focus in the literature reviewed on 'defining the problem'’
and a lack of research on ways of addressing this effectively and efficiently. There is therefore a
need for research to be funded which will break through the higher levels of evaluation, and which
focuses on implementation and assessment of interventions aimed at improving access.

There was a complete absence of economic evaluations of interventions designed to improve
access. More thought needs to be given to how analysis of cost-effectiveness can be integrated
into studies which evaluate interventions to improve access.

There was a need to improve ethnic monitoring data in London, including improved recording of
ethnicity in existing registers (e.g. cancer), and consideration of the potential value of primary care
electronic patient records with ethnic record keeping. While not strictly a ‘research priority’, it
was clear that until political and policy emphasis was placed on the collection and use of these
data, discussion of questions of access, and the entire related research agenda, would be
significantly handicapped.

Booster samples should be considered as a matter of course in studies which are funded for other
purposes so that more information specific to black and minority ethnic groups can be produced.

The current research profiles, and therefore the main research gaps, differ depending on the disease
area being considered. Firstly, in some disease areas long-term research is still required to provide
basic epidemiological data or information on access and uptake patterns (e.g. in the area of access
to specialist management of heart disease). Secondly, in other areas where these aspects are
already well researched and understood, studies now need to investigate barriers to access and
provide a better understanding of interventions which might address these (e.g. in the area of
mental health). Thirdly, in virtually all disease areas there is a need for more studies which
implement and evaluate interventions designed to improve access. On the basis of the review
findings, it should be possible to prioritise key research evidence in relation to the disease areas
examined and the needs of London, and to map out a strategy to address these. It should also be
possible to identify key research gaps and commission research to address these.

The research base was somewhat different for the service areas considered. But, for these areas
also it was possible to identify key research evidence which might require London-wide action, as
well as defining the remaining research gaps which still need to be addressed.

There was a need for investment in methodological research, which could benefit studies in all
service areas and disease groups. Fundamental research is needed which can (i) improve
understanding of the dimensions of ethnicity to be used in so-called objective/science paradigm
research such as prospective trials (e.g. language, religion, country of origin etc) and their
significance in terms of hypothesis generation, testing and appropriate ethnic analysis; (ii) assess
the appropriateness of outcome measures currently used and their sensitivity to ethnic diversity;
and (iii) identify appropriate and acceptable general labels for use across a number of comparable
studies (consensual ethnic groups plus language and religion categories), compatible to 2001
census categories.

Furthermore, longer-term research (i.e. fundamental research, longitudinal studies or
epidemiological research) also remains an important need in several areas. At present, it is unclear
who will sponsor and champion such studies and how they will be coordinated to address strategic
requirements. Discussion between funding bodies should be organised in order to address this
issue.

Many evaluations of interventions to improve access were reported in the grey literature, often

associated with fixed-life projects funded by the NHS or other bodies. Although some data was
usually collected as part of these projects, this was not necessarily collected from the outset within
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a pre-defined evaluative framework (e.g. a '‘before and after' study design) and the data collected
were not always fully analysed. Many of these grey literature reports were of a high standard and
some research did find its way into peer reviewed journals, although we could find very few
examples. Furthermore, systems for tracking down this grey literature are less well developed and
far more laborious than for published articles. There is therefore a need both to facilitate improved
evaluation of funded fixed-life projects and also to encourage publication in peer-reviewed
journals of the findings of any evaluations carried out.

There is a need for improved mentoring of research in practice (e.g. of public health registrars) and
a need for partnerships with academic organisations to ensure that appropriate skills/ expertise are
available for evaluations to be completed;

An improved dialogue needs to be developed between research funders and academics with respect
to the types of evaluative studies required. Some evaluations may need to be carried out to support
immediate priority and planning needs and therefore have to be conducted quickly (i.e. ‘quick and
clean' or 'rapid and rigorous' studies). However, many studies which are considered publishable
(and therefore attractive in terms of academic career advancement) tend to be longer term.
Therefore, a new form of 'close to service' policy and practice research may need to be developed
which can produce more rapid results, while maintaining academic rigour.

Internal evaluations might be based on self justification unless conducted objectively and
rigorously. Therefore, partnerships are needed between academics and project leaders, with
development of joint evaluative protocols and full integration of evaluation from the outset through
the life of a project. Interventions to improve access are essentially organisational or management
interventions, and therefore ideally require the development of a ‘learning organisation’ approach
across London for continuous quality improvements in ethnic access, rather than local ‘reinvention
of the wheel'. A commitment to follow through and implement any interventions proved to be
effective and cost-effective was also required.

Further research is needed to identify, where projects have survived and had an impact, why this is
the case. This could build on existing studies of management of change and diffusion of
innovations. The importance of factors such as key ‘champions’, senior management support, the
external context, and the type of change being proposed could all be considered among others.
Such information is essential for any roll-out and implementation of research findings
demonstrating the value of particular types of organisational or managerial interventions to
improve ethnic access.

There should be acceptance also that the search for 'best practice' in organisational terms may
overlook interventions which are effective and do some good in one location and which might be
developed further in another setting. Development and further assessment of any such promising
interventions is required, as well as transfer of generic interventions from one type of patient to
other groups of patients or services e.g. link workers.

More thought needs to be given to a policy which will reverse the observed pattern of short-term
projects, without evaluation, and with discontinuation of projects after piloting. There may be a
more receptive environment for investment in a more strategic approach to such projects across the
region with the increased Government focus on Inequalities in Health.

Questions of access to services, and other aspects of ethnic health and well-being, need broadening
from the current narrow horizons to incorporate local government services as well as health
services. There is currently a failure to learn from ethnic initiatives in non-health fields.

There is a need for improved dissemination of research evidence on access to services for black
and ethnic minority groups, together with other issues which affect ethnic health and well-being.
A strategy is required for assertive acquisition of reports and articles and active dissemination of
findings of any evaluations of good practice which are identified in the UK or elsewhere.
Furthermore, there is also a need to disseminate negative findings in order to prevent resources
being invested in ineffective interventions which might be better used in other ways.
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There is also a need to ensure that data collected by funded projects in London and elsewhere,

which may only have been partially analysed or never used, is collated centrally and used as a
resource to inform future policy and practice.

There is a need to discuss further the role of Regional Observatories. Black and minority ethnic
groups are one of the four Regional Priorities, and consideration needs to be given to how the
London Observatory can support the London Health Strategy in this area.
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6.2 Selected Websites and electronic resources identified during the search process

Academic

1.

Centre for Evidence in Ethnicity Health & Diversity - University of Warwick/DMU
http://ethnic-health.org.uk

Research Centre for Transcultural Studies in Health, Middlesex University
http://www.mdx.ac.uk/wwwi/rctsh/userguide.htm

Practitioner and User Oriented

3.

HARPWEB: (Health for Asylum Seekers and Refugees Portal)
www.harpweb.org.uk/index.php

This also includes information for professionals, electronic copies of translated information
leaflets and forms, and links to language support services and multi-lingual health information

Language Line Interpreting Service
www.languageline.co.uk

National Interpreting Service
NISUK.co.uk

Community-Based

6.

Guidelines for Health Care Providers Interacting with Patients of the Sikh Religion and Their
Families

www.sikhwomen.com

Approved by the Committee on Clinical, Administrative, Professional & Emergency Services
- November 29, 2000; Metropolitan Chicago Healthcare Council

Muslim Health Network (MHN) : Islamic Health and Lifestyle information website
www.muslimhealthnetwork.org

For African and African-Caribbean health staff
www.africanhealthprofessional.com

National Health Service (UK)

9.

10.

NeLH - the National electronic Library for Health
www.nelh.nhs.uk/

NWPHO - North-West Public Health Observatory

www.ethnichealth-northwest.net/main.asp

With the aid of a grant from the Department of Health this site has been developed by the
North West Public Health Observatory to provide access to information on the health of
minority ethnic communities in the North West of England and to facilitate the exchange of
information between local groups working to improve ethnic health. The website aims to
cover issues relating to all aspects of 'health’ including related factors such as housing,
employment and social support.
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11. LPHO - London Public Health Observatory
www.lho.gov.uk
Also has many useful links, reports on health of Londoners and the Ethnic Health Information
Project
www.lho.org.uk/hil/bme.htm

12. Minority Ethnic Communities & Health
www.minorityhealth.gov.uk/index.htm

Sources of Epidemiological Data

13. Gill P S, Kai J, Bhopal R S and Wild S
Health Care Needs Assessment: Black and Minority Ethnic Groups
http://hcna.radcliffe-online.com/bemgframe.htm

14, Department of Health 1999
Health Survey for England: The Health of Minority Ethnic Groups DoH:
www.doh.gov.uk/public/england/htm
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