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Foreword

There is no other group in our population that is so
marginalised and disadvantaged as Travellers. Their
culture and lifestyle is often at variance with that of
the settled population amongst whom they live. This
can sometimes create tension and misunderstanding.
There is no doubt however that, whilst the health of
the population as a whole continues to improve, the
health of Travellers remains a major concern.

This valuable report highlights the difficulties in
making accurate assessments of the health of the
travelling population and the comparative poverty of
research on the health experience of this extremely

important minority group. Part of our task in helping
Travellers to live full and healthy lives must be to
improve substantially the information that is avail-
able. This will enable us not only to develop a clearer
picture of the health experience of Travellers but also
to work with them to produce solutions to the many
threats to their health and well-being.

Health inequalities, quite rightly, is at the very top
of the health agenda and there can surely be few
other groups whose needs require such urgent
attention.

Dr Gabriel Scally
Regional Director of Public Health
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Summary

There are estimated to be 120,000�150,000 Travel-
lers in the UK of whom approximately half live in
caravans and half in houses; many move in and out
of housing.

Around 10% of the total number of Travellers live
in the South West. A greater proportion of Travellers
in the South West region live on unauthorised sites
(36.6%) compared to the rest of England (22.4%).

Evidence suggests that Travellers and their chil-
dren experience worse health than the general
population, and that accessing health care is prob-
lematic.

However, the research on this topic has a number
of limitations:

� Travellers are not counted in the Census or
other routinely collected data sources.

� Travellers are not included in studies of
ethnicity and health, despite Romani Gypsies
being defined as an ethnic group in the Race
Relations Act of 1976.

� The bi-annual DETR/DLTR Count of Travellers
counts the number of caravans rather than
the number of people, and excludes Travellers
living in houses.

The only source of data on Travellers' health is
one-off studies, which suffer from a range of weak-
nesses:

� Most are small-scale, many are anecdotal, few
compare Travellers to the general population.

� Those looking at health service use focus
almost exclusively on primary care.

� Evaluations of interventions lack rigour and
impartiality.

Health and local authorities in the South West
region reported relatively little activity directed

specifically at Traveller communities in terms of data
collection or needs assessment, with only a few
exceptions.

As local authorities have a statutory responsibility
to provide education services provision in this area is
far more complete; this may provide a form of
contact that could be developed for the additional
provision of health services.

Improving the knowledge base on Traveller health
faces a number of challenges, including:

� Addressing the process and politics of
definitions and classifications of 'Travellers'.

� Cultural and behavioural factors affecting
traveller health need to be distinguished from
material factors.

� The effects of low socio-economic position, a
highly mobile lifestyle and marginalisation
from mainstream society need to be
disentangled.

Moving towards a more effective evidence base
will assisted by:

� Acknowledging Travellers as an ethnic
minority

� Including Travellers in routine monitoring
� Ensuring studies are culturally sensitive
� Systematically evaluating local policy

initiatives
� Attempting to understand the determinants of

Traveller health
� Addressing issues of responsibility and

accountability
� Considering ethical issues specific to

researching this group.
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1 Introduction: what is this report about?

This report is concerned with the range and quality of
evidence available on the topic of the health of
Travellers. There is a relatively small amount of research
which suggests that Travellers experience worse health
outcomes than the general population, and that they
experience a range of problems in accessing health care
services. However, this research has a number of
limitations. This report addresses the current state of
this area of knowledge, and suggests strategies which
might lead to a more evidence-based approach to health
and health care issues for Travellers. The focus is upon,
but not exclusive to, Travellers in the South West region
of England.

As with all research, issues of definition and
terminology are at the forefront. After consideration it
was decided that the research would relate to those who
define themselves as English/Welsh Gypsies, Irish
Travellers and Scottish Travellers. The inclusive term
'Travellers' is used throughout to cover all these groups
and is used as a generic term to refer to people who
have a historical and cultural tradition based on a mobile
lifestyle. In the process of this research some sources
were also uncovered relating to those communities
known as 'New Travellers', referring to people who have
opted for a similar nomadic lifestyle but have very
different social and cultural backgrounds. However it
was decided to exclude this latter group from the main
analysis since the differences between the two groups
were deemed likely to be confusing rather than helpful.1

The report is presented in five parts:
1. A review of national data sources on Travellers'

health.
2. A methodological review of recent studies on

Travellers' health in the UK.
3. A survey of relevant health and local authorities

in the region on data sources and activities related to
Travellers.

4. Methodological critique of strategies for the
creation of a better evidence base on Travellers' health.

5. Conclusion: towards a more effective, and
ethical, evidence base.

Who is this report for?

The aim of this report is to provide information on the
extent and quality of the evidence-base relating to
Travellers' health for those whose work relates to
providing health and other services for this group of
people, as well as for those in policy-making positions
regarding the distribution and utilisation of resources.
More generally, it will also be of interest to anyone
concerned with understanding issues of health inequality
and social exclusion, particularly those with
responsibility for developing effective strategies for
tackling health inequalities and improving the health of
the worst off groups on society.

1 Further information on �new Travellers� can be found in Webster
and Millar (2001).
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2 Review of national data sources on Travellers�
health

2.1 Travellers' health

A review of national data sources was conducted and
sources were assessed for their potential value in
understanding the realities of Traveller health in the
region. Similar to the conclusions of earlier researchers
the results of this review suggest that sources in this
area are very limited (Chartered Institute of
Environmental Health, 1995; Feder, 1989; Hajioff and
McKee, 2000; McKee, 1997; Morgan and McDonald,
1999; Morris, 1998; Van Cleemput, 2000; van Cleemput
and Parry, 2001). Despite many commentators having
identified huge gaps in the available knowledge on this
group of people, very little has been done to fill these
gaps.

The lack of well-designed research on Travellers
makes it difficult to draw overall conclusions but the
general findings suggest that the health of Travellers is
markedly worse than the national average (van
Cleemput, 2000; van Cleemput and Parry, 2001).
Studies of Traveller children have suggested that they
experience high infant mortality and perinatal death
rates as well as low birth weight and a high child
accident rate (Feder, 1989; Hajioff and Mckee, 2000).
Very few studies in the UK have examined the health
status of adults in the Traveller population but a study of
Irish Travellers showed a higher mortality rate across all
cause groups (Barry et al., 1987). Many studies have
shown that Travellers often live in extremely unhealthy
conditions while at the same time using health services
much less often than the rest of the population (Hawes,
1997).

2.2 Enumerating Travellers:
exclusion from routine data sources

The Census remains the most basic source of
information for local authorities and health authorities
on the population groups for whom they are
responsible. However, Travellers have never been
separately identified in the Census. Although there was
some debate about their possible inclusion in the 1991
Census � when the question on ethnicity was first
included � they were not actually allocated a separate
category in the final survey. Despite the 'Count me in'
rhetoric of the 2001 Census, Travellers were again
excluded. A question was added on caravan dwellers,
but the results are unlikely to be published and
Travellers will remain unidentifiable. This group is also
absent from other key data sources, such as the Labour
Force Survey, the National Dwellings and Household
Survey and the General Household Survey, which have
included questions on self-defined ethnicity since the
late 1970s (Smaje, 1995).

Given their invisibility in these broader data sets it
becomes all the more important that specific groups
such as Travellers should be identifiable in the routine
monitoring of health and social services. But again there
are considerable lacunae here. This reflects the situation
of most other minority groups but is exacerbated in the
case of Travellers for whom there no separate ethnic
category is used. Despite a frequently expressed
commitment to the elimination of inequalities in health
and health care, successive governments have so far
done little to address the issue of ethnicity in data
collection. This is true both of routine mortality and
morbidity data and also of statistics relating to service
use.

2.3 Surveys including ethnicity, but
not Travellers

One of the main projects undertaken to remedy this
deficit was the special survey of minority ethnic groups
in the 1999 Health Survey for England (Erens et al.,
2001). Significantly, this did not include Travellers. Nor
was there any mention of this group in the Guidance on
Assessing the Health Needs of People from Minority
Ethnic Groups issued by the Department of Health in
1998 or in the Action Guide on Health Inequalities (DoH,
1999). One justification for these exclusions might be
that Travellers make up only about 5% of the ethnic
minority population in the UK. However, this is around
the same size as the Chinese population. Moreover, a
number of studies have suggested that Travellers are
among the most unhealthy of all minority ethnic groups
(Bunce, 1996; Hawes, 1997; van Cleemput, 2000; van
Cleemput and Parry, 2001).

2.4 The national data source on
Travellers, and its weaknesses

The only national data source on Travellers remains the
biannual DETR/DTLR Count. This survey is carried out by
local authorities on behalf of central government and
has been widely criticised by those concerned with the
interests of Gypsies and Travellers (Green, 1991;
Kenrick and Clark, 1999; Drakakis-Smith and Mason,
2001). The most immediate deficiency with the Count is
that it estimates the number of caravans rather than the
number of people. It also excludes those Travellers
living in houses (estimated to be about 50% of the total,
see below) and those living on temporary sites. The
methodological rigour with which the survey is
conducted also leaves much to be desired. Though OPCS
made recommendations for a standard methodology
across local all authorities few attempts have been made
to implement this (OPCS, 1997).
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Because of their timing, these surveys do not
measure seasonal variations in numbers, which can be
very large in particular areas. Above all, they do nothing
to assess any of the needs of Traveller communities.
This reflects the fact that the Count was originally
designed to assess the number of caravans for planning
and environmental control purposes rather than to
measure the circumstances of the people living in them.
Hence it remains an extremely rudimentary source of
information. For purposes of this report the Count was
useful only as a data set from which estimates of the
number of Travellers in the South West region could be
drawn and for offering some indication of their
distribution between authorities.

The best estimates of the total number of Travellers
in the UK is between 120,000�150,000 of which around
50% now live in houses (Morris and Clements, 1999;
Kenrick and Clark, 1999). In July 2001 the DETR count
showed 13,802 caravans in England, 44.9% on
authorised council sites, 30.8% on authorised private
sites and 24.2% on unauthorised sites elsewhere. In the

South West the total figure was 1,758 caravans (12.7%
of the national total) with 34.7% on authorised council
sites, 26.8% on authorised private sites and 36.6% on
unauthorised sites. Caravans in the South West are
therefore more likely to be on unauthorised
encampments (chi-squared = 177.179, significant at
p<0.001). (See Table 1 for full information from the
DETR count which shows the uneven distribution of sites
across the South West region.) There is appreciable
variation between the proportion of unauthorised sites
of the total in different parts of the south West ranging
from 35/263 (13.3%) of sites to 268/325 (82.5%) in
Dorset. A total of around 12�15,000 Travellers can
therefore be assumed to live in the South West.2

Anecdotal reports suggest that there are likely to be
seasonal variations in this number both because of
migration from and to other parts of the country and
also because some Travellers spend the winter in houses
and are thereby excluded from counts based on
caravans. However, there are no available figures on the
extent of these variations.

2 This total does  not include New Travellers.
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Given the lack of routine data collection on Travellers'
health, policy makers and practitioners are forced to rely
on the results of one-off studies. In recent years these
have been reviewed by a number of commentators, all
of whom have pointed to their limitations. The aim of
the survey of research presented was to move the
debate one step further through focussing not on the
substantive results of these studies but on their
methods. The intention is to highlight some of the
underlying reasons for the unsatisfactory nature of
much of the existing literature.

Box 1: Databases included in the search strategy

The MEDLINE database is produced by the U.S. National

Library of Medicine. It encompasses information from Index

Medicus, Index to Dental Literature and International Nursing,

as well as other sources of coverage in the areas of allied

health, biological and physical sciences, humanities and

information science as they relate to medicine and health care,

communication disorders, population biology and reproductive

biology.

PubMed  –  A service of the National Library of Medicine,

provides access to over 11 million MEDLINE citations back to

the mid-1960s and additional life science journals. PubMed

includes links to many sites providing full text articles and other

related resources.

Ovid  – Over 90 commercial databases are available through

Ovid. They include the definitive bibliographic resources in

many research areas. For research in medicine and allied

health, Ovid offers MEDLINE® and EMBASE;  in nursing,

CINAHL ; in bioscience, the BIOSIS databases; for general

reference, Current Contents ®, Newspaper Abstracts  and

Wilson Reader's Guide Abstracts ; and so on in business,

humanities, engineering, agriculture, science & technology, and

social sciences.

Health Promis (HEA) –  National health promotion database

for England, which contains references and links to a range of

sources. These include official publications, surveys, reports,

books, journal articles and resources. Previously maintained by

the Health Education Authority (HEA).

CINAHL  – The Cumulative Index to Nursing & Allied Health

(CINAHL) database provides authoritative coverage of the

literature related to nursing and allied health. Virtually all

English-language publications are indexed along with the

publications of the American Nurses Association and the

National League for Nursing.

In order to carry out this review, searches were
conducted on five computerised databases: Medline,

PubMed, Ovid, CINHAL and the HEA (see Box 1).
Search terms included Gyps*, Traveller*, health* and
Roma* and searches were limited to articles published
in English since 1980. In addition, Internet search
engines were used to find local organizations involved
with Traveller and Gypsy issues in the UK. This was
followed up by contacting people at the Traveller Law
Research Unit at Cardiff University, who provided further
information on the 'grey' literature. The regular
newsletter "Travellers' Times" was also searched. These
various search strategies, as well as hand searches,
yielded a range of relevant articles and a total of 105
were put into a Reference Manager database. The
research team then read all of these articles and
completed data extraction sheets which included a
review of sources of evidence.

Those articles which made little use of empirical
evidence were set aside and the rest were classified into
those which had collected primary data (32) and those
which relied on secondary data (26). The team then
reviewed the methods used for primary data collection
as well as examining the ways in which earlier data were
cited by later commentators. The 58 articles reviewed
are summarised in Appendix 1, which includes the
findings and the recommendations (if any) of each
study, as well as a range of methodological details.

Overall the review indicated that studies in this field
were largely small scale and anecdotal. Many had been
carried out by heath care workers directly involved with
Travellers. Health visitors in particular have been very
active in documenting the needs of this group
(Anderson, 1997; Batstone, 1993;  Kargar, 1992;
Lawrie, 1983; Ormandy, 1993; Rose, 1993; Sadler,
1993; Taylor, 1991; Tylor, 1993; Vernon, 1994). These
authors are highly motivated but unfortunately rarely
have either the research training or the resources to
undertake robust studies which would stand up to wider
scrutiny.

Studies which focus on health status or social
determinants of health are mostly concerned with
infectious diseases or with the condition of mothers and
babies (Cornwell, 1984; Feder et al., 1989; Feder and
Hussey, 1990; Feder and Vaclavik, 1991; Feder et al.,
1993; Durward, 1990; McKenzie, 1990; Save the
Children, 1983; Webb, 1996 and 1998). Some interest
has been shown in dietary issues and in dental health
(Edwards and Watt, 1997a and 1997b). However very
few studies have explored major non-communicable
diseases such as cancer and heart disease and no
studies on the topic of occupational hazards were found
(Hajioff and McKee 2000).

As a result of this relatively narrow focus, there is
very little evidence on the main health problems
experienced by men. Women's problems have received
more attention but only those associated with their role

3 A methodological review of recent studies on
Travellers� health
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as mothers. Very few references are made in the
literature to 'hidden' problems such as gender violence
and child abuse.  Mental health has also been largely
ignored except for very general references to the
negative impact on Travellers of discriminatory
behaviour by the wider society.

The impact of poor quality sites on both physical and
mental health has received attention in a few studies
but, surprisingly, there has been no detailed
examination of potential links (Chartered Institute of
Environmental Health, 1995). Many studies refer to the
damaging effects of the 1994 Criminal Justice and Public
Order Act which increased the power of local authorities
to evict Travellers (Niner et al., 1998; Morris and
Clements, 1999; Webster, 1995). At the same time
there are a number of references to the harm done to
those Travellers who cannot move around and are
forced to live in houses (van Cleemput, 2000). These
complex relationships between travelling per se and
health require further investigation if their interactions
and implications are to be properly understood.

Very few studies have attempted any systematic
comparison of the health status of Travellers with the
wider population. The only real exception to this is an
important pilot study carried out in Sheffield in 1995
(van Cleemput, 1995). In this investigation 87 Travellers
were matched for age and sex with working class
members of a socially deprived area. The results
showed statistically significant differences between the
two groups in certain dimensions of wellbeing and
significant associations between frequency of travelling,
smoking and health status. A larger study based on this
pilot is now underway and should provide valuable
information on the socio-demographic correlates of
Traveller health compared with other materially
disadvantaged groups in the population.3

Moving on from health status to health services, most
studies have concentrated on issues relating to primary
care (Feder, 1989; Hussey, 1988; Hennink et al., 1993).
Reflecting current moves towards joint working, several
comprehensive studies have examined Traveller use of
local community health services as well as their use of
social care (Cemlyn, 1994; Cemlyn, 2000a and 2000b;
Harvey et al., 1999; Hawes, 1996; Hawes and Perez,
1996; Morris and Clements, 1999). While these are
clearly important areas for investigation, they leave a
number of other health care arenas largely unexplored.
Very little indeed is known about Traveller use of
accident and emergency services or in-patient care, for
example (Beach, 1999). A few studies have examined
the links between Travellers and public/environmental

health services but these are very few in number
despite the obvious significance of such initiatives for
mobile populations (Chartered Institute of
Environmental Health, 1995; Hussey, 1998; Redondo
and Guisasola, 1995).

Most importantly, the literature does not include
examples of interventions which have been evaluated
with any degree of rigour. There are many cases of
projects which have been documented by the health
workers involved. These reports usually focus on the
positive aspects of their interventions and offer useful
suggestions for those wishing to do similar work.
However, they are rarely well designed and tend to use
process rather than outcome measures as indicators of
success. Such accounts can give important indications of
ways of avoiding culturally inappropriate approaches to
service delivery. However, they cannot provide concrete
evidence of improvements in the health status of
Travellers.

Despite the weak methodological foundations of the
data reported in many of these studies, they are
frequently cited in subsequent articles with little or no
recognition of their limitations. In a number of cases it
was evident that the informal and anecdotal
observations of individuals had a tendency to be
transmuted into empirical 'truths' over the course of
repeated publication.  This may be understandable in
the context of a desire to improve the circumstances of
a group which has been largely ignored. However, it is of
little value in building a scientific foundation for
evidence-based practice. Since very few of these
findings can be directly compared with those concerning
other groups, they remain outside broader public health
debates. According to one recent commentator, the
available literature �does not represent a picture of
�evidence piling up� so much as a patchy and ill-
understood phenomenon whose complexity is matched
by its marginality to the mainstream health structure�
(Hawes 1997: 17).

The overall conclusion from these reviews of national
data sources and of recent studies was that they could
contribute relatively little to the search for better
sources of information on Travellers in the South West
region. The DETR/DLTR Count measures the numbers of
caravans and their location across the region but does
not give any indication of the needs of individuals. The
findings of one-off studies from other parts of the
country give some indication of topics needing further
investigation but offer little in the way of new data
sources or innovative approaches for developing a more
robust evidence base.

3 Further information on this study can be obtained from
Professor Glenys Parry at ScHARR (Sheffield Centre for Health
Related Research).
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4 Survey of South West health authorities and local
authorities

A recent report on Inequalities in Health (South West
Region, 1999) highlighted the plight of local Travellers
but gave no further information on their circumstances
or needs. This third component of the research outlined
in this report was designed in part to fill this gap
through identifying relevant data sources and activities.
It was carried out in 2001 mainly through the use of
postal questionnaires mailed to the Directors of Public
Health at each of the eight health authorities in the
region and the Chief Executives of all of the 51 local
authorities with the request that they be passed on to
the most relevant person in the organisation.
Respondents were also asked to send on any relevant
documentation relating to their work with Travellers.
Follow up letters were sent to non-respondents after
eight weeks and telephone calls were made as a final
reminder. This produced a response rate of 80.4% from
local authorities and 87.5% from health authorities. The
questionnaire used is presented in Appendix 2. The
research team also received around fifteen documents
illustrating work on Travellers carried out by responding
authorities.

In order to complement the questionnaires, both
face-to-face and telephone interviews were carried out
with individuals identified as key stakeholders in relation
to Traveller health in the region. These included the
health visitor responsible for running the Travellers'
Health Project in Bristol (see Box 2) as well as a number
of individuals responsible for providing education for
Traveller children. Members of the research team also
attended a workshop to meet with local Traveller
representatives and colleagues from Ireland.

Box 2: Bristol Traveller Health project

One of the more substantial examples of good practice

uncovered during this research was the Traveller Health Project

which was set up in Bristol by a health visitor in 1990 and

continues to offer care. A very positive report on the first two

years of the project (Neligan, 1993) led Avon Health Authority

to offer further funding and in 1994 Sarah Rhodes took over

the post of specialist health visitor. Over the years the work of

the project has involved a number of different initiatives

including a mobile dental unit. One of the most popular

initiatives was a Well Woman service with monthly clinics for

screening and health promotion as well as the treatment of

chronic problems. However, this part of the project ended when

Avon Health Authority declined to give further funding (Rhodes

1998). The Bristol Traveller Health Project has lasted longer

than other initiatives in the region and has achieved

considerable success by responding to the needs of Travellers

as they themselves present them.

The results from both health and local authorities
showed what appeared to be a relatively low level of

activity with regard to both data collection and service
delivery directed towards Travellers. Among the local
authorities only four identified an individual charged with
the task of liaising with Travellers. A few local authorities
cited examples of what they defined as good practice.
These consisted mainly of specialised needs
assessments and audits but the details were often
unclear. Most energy appeared to be going into
educational initiatives, reflecting the statutory
responsibilities of authorities in this area as well as the
availability of earmarked funds (NATT, 1999). Not
surprisingly, claims of good practice coincided with the
appointment of a specific liaison person.

In the case of the health authorities, three out of the
seven who responded had a named individual with
responsibility for Travellers but only one out of the seven
reported that they regularly collected specific data on
this group. Four reported specialist services for
Travellers and three had published reports. No health
authorities claimed to be able to identify examples of
good practice with regard to Travellers.

These results from both local authorities and health
authorities need to be treated with some caution. In the
case of the local authorities there was considerable
complexity in the devolved/delegated nature of various
responsibilities which impacted on work with Travellers.
It was sometimes unclear at which level (if any)
responsibility lay and hence there was some doubt
about whether the questionnaires were reaching the
right people. However, the surprisingly high response
rate did suggest that they were arriving on the desk of
an appropriate person who had the knowledge and the
authority to answer.

Care also needs to be exercised in interpreting the
time frame of the responses given. Most people included
in their returns any interventions carried out over the
last few years. These were rarely dated and it was not
always clear whether or not they were still in operation.
Hence the findings could not be used as evidence of
activities being undertaken currently. Rather they
seemed to reflect the work of the past five years or
even longer. This problem of timing was exacerbated by
the fact that many of the interventions appeared to be
short-term and lack of continuity was a major problem.

The findings did indicate major variations in the
levels of activity carried out by different authorities. But
again these need to be interpreted with caution.
Evidence from the DETR Count indicated a very uneven
distribution of Travellers around the region. This was
also evident in the replies to the survey. Some of the
smaller authorities reported no Travellers in their
population while some of the larger county councils had
many. Indeed the respondent from Somerset reported
that Travellers were the largest ethnic minority group in
the area. Under these circumstances, the
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appropriateness of the spending levels of different
authorities can only be assessed in the context of the
numbers of Travellers involved. In general the high rates
of activity did seem to coincide with the largest numbers
of Travellers and low levels of activity often reflected the
absence of a Traveller population.

As well as variation between authorities the survey
also suggested fragmentation within them. In some
authorities there was evidence of tension regarding
where responsibility for Travellers lay and the context
within which they were to be treated. It was clear, for
example, that workers in education, housing,
environmental health and social services could all have a
professional interest in Travellers. However, their
concerns might be very different and might sometimes

have little to do with promoting the health of Travellers
themselves. For some, their mandate necessitated that
Travellers be seen mainly as a problem from which
others should be protected rather than a group whose
own needs should be met.

Overall then, the regional picture was one of
relatively little activity directed specifically at Traveller
communities. With the exception of those authorities
with specialist liaison workers, there were few examples
of specialist services or of dedicated systems for data
collection or needs assessment. The remainder of this
report therefore focuses on the challenges faced in
improving the evidence base for this group both
regionally and nationally.
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5 Improving the knowledge base for Traveller
health: conceptual challenges

Any attempt to improve the knowledge base on the
health needs of Travellers will need to be preceded by a
conceptual as well as technical debate about the most
appropriate methods to be deployed. Discussion is
needed about the definitions to be used and also about
the best ways of investigating the social determinants of
Travellers' health. In particular, much more thought is
needed regarding how Travellers can most appropriately
be placed within current discourses on inequality and
social exclusion. Both have been used to frame the
health problems of Travellers but as we shall see,
neither is entirely appropriate.

The first problem to be tackled is that of definitions
and classifications. Who should be included in the group
to be investigated? Work in this area is strewn with
debates about categorisation and naming, many of
which are essentially political rather than scientific in
nature. Travellers themselves, and those concerned with
their interests, have highlighted the importance of
allowing individuals and groups to name themselves as
part of the process by which they shape their own
identity (Acton, 1997; Feder, 1990; Hancock, 1996;
Turner, 2000). This is entirely understandable from a
political point of view, but self-definition can lead to
confusion if it is used as the basis on which to design a
study.

Much of the literature refers to the fact that Travellers
(or more specifically Romani Gypsies) have been
granted 'ethnic minority' status for the purposes of the
Race Relations Act 1976.4 Indeed it is this legal
judgement which is frequently brought forward as an
argument for capitalising the terms 'Gypsy' and
'Traveller'. This decision was clearly an important tool in
the campaigns waged by both Travellers and their
supporters to protect these groups from discrimination.5

However, it does not follow that ethnic minority status is
also useful as an analytic category in either
epidemiological studies or needs assessments.

There is now an extensive debate on the problems of
using ethnicity as a variable in health and health
services research (Bhopal and White, 1993; Bhopal,
1997; Bhopal and Donaldson, 1998; Smaje, 1995). In
many cases the term is used incorrectly as a
euphemism for 'race', raising all the problems associated
with the deployment of biological categories to explain
social phenomena. More appropriately, the term 'ethnic
group' is sometimes used to refer to �a group of people
that belong together because of shared characteristics
including ancestral and geographic origins, cultural

tradition and language� (Bhopal 1997:1751). This can be
a valuable tool in the planning of sensitive and effective
services. However, its utility depends on a clear
definition of who is included in the group and the
rationale for their inclusion as well as criteria for the
exclusion of others.

This issue of defining group membership has been a
continuing problem in the context of Traveller research.
Should traditional and 'New' Travellers be regarded as
members of the same research population, for example?
Both are nomadic in similar ways but their cultures are
very different. Even amongst traditional Gypsies/
Travellers there are cultural differences which need to be
taken seriously. Should those who define themselves as
Romani, English or Welsh Gypsies be included in the
same study as those who define themselves as Scottish
Travellers or Irish Travellers? Similarly, should those
Gypsies and/or Travellers who travel, those who remain
in one place and those who travel occasionally be
grouped together despite the fact that the material and
environmental influences on their health may be very
different? Gypsies/Travellers are a very diverse group of
people characterised by a 'continuity rather than
community of culture' (Hawes 1997) and this has major
implications for the development of sensitive and
appropriate research designs.

The issue of definitions and boundaries is especially
difficult in the context of epidemiological studies
exploring the causes of health and illness. Bhopal and
others have used the term 'black box' to apply to the
many studies which use ethnicity as a key variable
(Bhopal, 1997; Bhopal and Donaldson, 1998). Too
frequently such studies are entirely descriptive, with no
attempts to produce causal explanations. This is
characteristic of much of the current literature on
Travellers. A range of potential influences on health are
identified and described but no attempt is made to
elucidate their relative importance or the links between
them. This amounts to a serious methodological
constraint on the creation of an appropriate evidence
base for practice.

The first set of influences referred to in the literature
are what could be called behavioural or cultural factors.
Here studies have identified a diverse group of factors
that are assumed to have an impact on Travellers'
health. These include high fat diets, what are referred to
as 'alternative' hygiene practices (Acton et al., 1994;
Okley, 1983), young age at marriage and large family
size, lack of education and low levels of literacy
especially among women, risk taking behaviours
including smoking and drinking among men, and an
'innate' reluctance to use health services. These are
clearly important areas for investigation but they need
to be much more clearly delineated and understood. In
particular we need to know how important each of these

4 CRE v Dutton (1989) 1 All ER 306. This was extended to Irish
Travellers in an unreported court case in London in August 2000
(for details visit www.cre.gov.uk).

5 More details of these various campaigns can be found in Turner
(2000) and in Morris and Clements (1999).
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are, how they relate to each other and how they impact
differently on men and women and on older and
younger people within Traveller populations.

At the same time it is also important to be able to
separate these cultural/behavioural factors from the
more material ones. How far are Travellers' health
problems related to their low socio-economic position,
how much to the poor quality of the sites they often
inhabit and how much to travelling itself? And how far
do these problems reflect their experiences of
discrimination and rejection? There is now a growing
literature on migrant health from different parts of the
world which poses very similar challenges. Many studies
have emphasised the need to disentangle the effects of
poverty and low socio-economic position from the

effects of a highly mobile lifestyle, from the effects of
marginalisation from mainstream society. Yet very few
insights from such wider studies have been incorporated
into work on Traveller health. Cross fertilisation of this
kind could play an important part in bringing these
issues into the wider public health arena.

There are therefore serious problems involved in any
attempt to draw firmer conclusions about the
determinants of health among Travellers. If the gaps in
current knowledge are to be filled, much more thought
will need to be given to the ways in which the different
groups are defined and to the different elements of the
causal model to be deployed in explaining their health
status and in planning for change.
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6 Towards a more effective evidence base

6.1 Acknowledging Travellers as an
ethnic minority

Bearing these conceptual challenges in mind, we can
identify certain key policies that will need to be put into
practice if a better knowledge base is to be developed.
The first is that Travellers will need to be properly
acknowledged in the wider debate on the health of
ethnic minority groups. This will provide an essential
starting point for ensuring that they are made visible in
the collection of national data, including the Census, and
also in the routine monitoring of health status and
service delivery. As part of this process, the DETR Count
could be replaced or complemented by an assessment
of Traveller needs as part of local authority housing
strategies.

6.2 Including Travellers in routine
monitoring

Initiatives of this kind would be in line with current
policies for dealing with inequalities in health. Under
section 25 of the Health Act 1999, for example, health
authorities are required to prepare Health Improvement
Plans in conjunction with local authorities. These plans
require the collection of accurate data on the health
status and health needs of all relevant communities,
particularly those deemed to be at greatest risk. This
should include Travellers, despite the obstacles posed by
their low levels of registration with general practitioners.

6.3 The need for culturally sensitive
studies

Alongside this routine monitoring there is also the need
for individual studies to explore the circumstances of
particular groups of Travellers. The cultural dimension of
preferences in service delivery require that individuals'
perceptions of their health care needs are sought. This
will necessitate the development of more creative
techniques for ensuring that Travellers themselves (and
subgroups within the Traveller population) are more
active participants in the research process. This will not
be an easy task since there is often considerable
reluctance on the part of Traveller communities to talk to
researchers. However, local authorities need to take
seriously their responsibility to optimise consultation and
levels of participation.

6.4 Systematic evaluations of local
policy initiatives

More work is also needed on the evaluation of local
policy initiatives. As we have seen, the literature is now
full of accounts of small scale interventions, often
carried out by primary care workers. Because very few
have included an independent evaluation, there have
been few opportunities for critical learning. If
appropriate lessons are to be drawn from these
initiatives, more systematic evaluations will be required.
There are obvious difficulties in putting this into practice,
not least of which is the increased cost. These projects
are usually conducted with very few resources and
adding to the price tag may mean that they do not
happen at all. But if they are to be given the value they
deserve then this must be taken seriously as part of the
broader pursuit of quality evidence.

6.5 Understanding the determinants
of Traveller health

Alongside needs assessments and evaluations of service
delivery there is also a need for research to provide a
clearer understanding of the determinants of health in
Traveller communities. Starting from the important work
being undertaken by researchers at ScHARR (van
Cleemput and Parry, 2001) more detailed studies are
needed to make sense of the complex mix of factors
shaping the well-being of particular groups of Travellers
and of individuals within those groups. This will not be
achievable at local level but will need a commitment
from central government to ensure that adequate
resources are available.

6.6 Addressing responsibility and
accountability

If improvements are to be achieved in the evidence
base for Traveller health, much clearer patterns of
responsibility and accountability will need to be
established for the commissioning of research and for
routine data collection. The current situation is one
where lack of central guidance, fragmentation of
services and the sometimes conflicting aims of different
parts of the same authorities mitigate against effective
evidence gathering. Unless these functions are clarified
and Travellers are given greater visibility, their health
will continue to be very low on the public health agenda
both locally and nationally.
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7 Closing notes on ethical dilemmas

In carrying out this review, the research team has
identified a number of ethical dilemmas that need to be
considered in developing research strategies for this
particular group. These generally relate to the issue of
'mainstreaming' (encouraging minority groups to
participate fully in existing services) versus what we
might call 'separate development'. There is a general
presumption in the planning of welfare that all groups
will wish to participate equally in whatever society has to
offer. The issue is how this can be achieved without
compromising the autonomy either of the group as a
whole or of individuals within it. In the case of Travellers
these issues are very complex.

The frequently expressed desire of many Traveller
communities to remain 'outside' society is not merely an
understandable response to discrimination. Rather it is
an important element in how they define their own
identity. They are socially excluded but they also exclude
themselves. Hence policies designed to meet their needs
by 'mainstreaming' them into existing services are liable
to be met with resistance � even when they are
prepared with sensitivity. This raises the question of
what the needs and rights of such a group actually are.
Separate services may be the only appropriate option
but this may increase their isolation still further.

To make matters even more complicated, it is also
necessary to consider the rights of sub-groups and
individuals within the Traveller community. What are the
duties of the wider society towards those who may be
denied rights because of the cultural context in which
they are living? The high levels of illiteracy among
young people in Traveller communities is a case in point
here. Lack of education is a serious constraint on any
individual's ability to realise their potential. How far is it
the responsibility of the rest of society to ensure that
the needs of Traveller boys and girls are effectively met
even when this comes into conflict with the values of
their cultural group?

At the same time we need to ask: what are the
duties of the Travellers themselves? It is increasingly
accepted that in the context of citizenship, rights can
only be understood alongside corresponding duties.
These duties or social responsibilities are clearly
problematic in settings where some members of the
group involved wish to remain separate. Of course the
desire for 'separateness' will vary between individuals
and will depend in part on the sensitivity with which
they are approached. However, important questions
remain about how the duties of Travellers themselves
towards the rest of society are to be defined, especially
when the perceived needs of the two groups may often
appear to be in conflict.

These concerns are of obvious relevance in the
context of service delivery but they are also central to
the ethical conduct of research. The most important
question relates to the moral status of research itself.
Should we be trying to carry out research in situations
where the subjects are reluctant participants? These
ethical dilemmas underlie much health work but have
particular significance in the case of Travellers. Is it
possible to reconcile the desire of Travellers to have a
degree of separation from the rest of society with the
collection of health data for wider social use? How much
effort should researchers put into undertaking needs
assessments if their efforts are not seen as appropriate
or welcome? Can health promotion research and
interventions be justified if the subjects of these
activities are ambivalent or resistant to them? These
questions will need careful consideration and resolution
if an appropriate knowledge base is to be developed for
improving the health of Travellers.
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Appendix 2: Questionnaire sent to local authorities

Traveller and Gypsy Health
Information Project � 2001

Q1. Does your Authority have a specific person
designated to deal with Traveller/Gypsy health
issues? If YES please provide contact details.

Q2. What data sources do you use when assessing the
needs of Traveller/Gypsy communities?

Q3. Does your Authority collect data on Traveller/Gypsy
communities? If YES please describe.

Q4. Does your authority provide any specific services
for Traveller/Gypsy communities? If YES please
describe what these are.

Q5. Has your Authority published any specific policy
statements relating to the health and/or provision
of services to Traveller/Gypsy communities? If YES
could you please provide us with copies.

Q6. Has your Authority produced any formal/informal
reports relating to the health of Traveller/Gypsy
communities? If YES could you please provide us
with copies.

Q7. Is your Authority involved in partnerships with your
local Health Authority and/or other local authorities
in the region to meet the health needs of Traveller/
Gypsy communities? If YES please describe.

Q8. Are you aware of any specific local examples of
�good practice� relating to the provision of health
services to Traveller/Gypsy health communities? If
YES please describe.

Q9. Does your Authority have any links/project work
with the Local Education Authority regarding
services for Traveller/Gypsy communities? If YES
please describe.


