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Introduction

Concept of health
inequalities

Ethnicity and
inequalities

Inequalities of access

EXECUTIVE SUMMARY

The National Health Service faces many new challenges as it works
towards modernisation. One of these challenges is to ensure that all
population groups enjoy fair access to its services. Although the cancer
screening programmes have achieved good coverage, there are indications
that some population groups, eg minority ethnic groups, people living in
deprived areas and those with learning difyculties, are prevented from
accessing services for a variety of reasons. Another challenge facing
the cancer screening programmes is the extension of the existing breast
screening programme to the older age group (65170) and the possibility
of new screening programmes for prostate and colorectal cancers. This
review was commissioned by the NHS Cancer Screening Programmes
to provide a foundation for meeting these challenges.

The scope of this review covers the conceptual development of the issue
of access to cancer screening, the relevant contents of two recent sys-
tematic reviews’?’ and the yndings of 56 empirical studies published
between 1998 and 2003,791102.10611201287144 whjch were selected from elec-
tronic databases. The results of the review are summarised below.

Since the publication of the Black Report,? the issue of inequalities in
health has been a permanent feature of health research and practice. The
relationship between income inequality and health status is well estab-
lished, and more recently the contribution of individualsé lifestyles has
also been recognised. Researchers have drawn our attention to the way
in which individualsd health behaviours are embedded in their social and
material circumstances. In particular, it has been suggested that individu-
alsb psychosocial make-up, social interactions and place of habitation
have a synergistic effect on health outcomes. Concepts such as 6social
exclusiondand ésocial capitald, although theoretically still ill deyned and
open to contestation, have become everyday working concepts among
practitioners. Supporting communities to engage and participate in civic
and social activities is seen as a key enabling mechanism for addressing
health inequalities.

Ethnicity is another focus of the issue of inequalities in health. The
relationship between ethnicity and health status was yrst established
by epidemiologists and health researchers. Although the construct of
ethnicity as a social category is problematic and the use of ethnicity as
an independent variable in health research is strenuously contested by
critical researchers, it has been suggested that ethnicity might assert an
independent effect on health inequalities. Hence, it should not be col-
lapsed into socioeconomic categories.

Although there is a link between peoplebs access to the health system and
their health outcomes, this relationship has not been well understood.
The notion of access is complex and multilayered and can be related to
the equity and quality of the service. However, it is often conceptualised,
either from the userés or from the servicebs perspective, although rarely
as a dynamic process involving the relationships between individuals
and health systems in a changing social context.
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6

Systematic reviews

Current research
studies (1998712003)

The inability to conceptualise access as a dynamic process involving both
the individual and the health system has generated a plethora of studies
centred on the mapping of personal and social determinants of uptakes.
In determining what factors affect peoplets attendance of cancer screen-
ing programmes, many researchers have relied on large scale surveys
of self-reported screening status, which has been found to be associated
with ethnicity, deprivation variables and/or geographical location. Many
researchers have also attempted to establish a link between screening
uptake rates and mortality outcomes. Although these kinds of studies are
frequently criticised as crude and incapable of offering explanations of
inequalities, the underlying patterns upon which they are based persist.
Consequently, the relationships between socioeconomic status and health
outcomes are well established. However, to date, detailed information
on patterns of access among different socioeconomic/ethnic groups is
still unavailable.

The systematic review commissioned by the Health Technology Assess-
ment Programme in 200072 was yrmly rooted in the positivistic paradigm
and dealt only with randomised controlled trial studies. The empirical
studies selected were not only of poor quality generally but also were
not underpinned by a coherent theoretical framework. Since these trials
were conducted inappropriately, numerical meta-analysis to determine
the aggregated effect of these trials became an artiycial exercise. Con-
clusions drawn from such analyses should be regarded with caution. In
addition, this review did not address variation in uptakes of screening
among different social groups. Thus, its contribution to knowledge in
this area is limited.

However, a recent systematic review of access to health services in
London by minority ethnic groups™ has provided some valuable insights.
This review identiyed the need for ethnic monitoring to provide better
information and recommended that more qualitative research should be
undertaken in order to improve understanding of the process of access
and to determine the independent effect of ethnicity on access.

Fifty-yve studies on inequalities and cancer screening conducted between
1998 and 2003 were selected from electronic databases for this review.
Four types of cancer screening are included in the review: cervical, breast,
prostate and colorectal. Nearly half of the studies (26) were survey stud-
ies, which examined determinants of screening uptakes. The rest of the
studies were intervention studies, aimed at increasing uptakes of cancer
screening. All but one of these studies were quantitative. Correlation and
pre- and post-quasiexperimental trials were common methods used in
these studies. The target groups of all the survey studies included Lati-
nos from different Hispanic groups, Asian-Paciyc Americans, including
Koreans, Chinese and Vietnamese, and African-Americans.

It is important to note that most of these studies are from the USA, only
two studies reviewed here were conducted in the UK 1t51% The following
are salient themes emerging from the review of these studies.
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6.1

6.2

6.3

Overemphasis
on behavioural
determinants

System effects

Health beliefs as
determinants

Mapping of utilisation rates in the USA is often associated with the map-
ping of personal, psychological and social determinants of utilisation, ie
age, income, knowledge, attitude, beliefs, literacy, language proyciency
and the degree of enculturation as well as ethnicity. Speciycally, some
of these concepts are ill deyned. Ethnicity and uptake rates are often
conceived unproblematically as independent and dependent variables,
respectively, in survey studies. Most of these studies also collapse
socioeconomic status and ethnicity into one variable. Concepts such as
language proyciency, enculturation and health and cultural beliefs are
often ill deyned and operationalised as variables in surveys without clear
and explicit working deynitions.

From the psychosocial perspective, problems of uptake are always seen
as emanating from the target groups themselves. Rarely were system
effects such as conyguration of the screening services, administrative
procedures (how systems call and recall screening participants) and
professional capacity in health education and promotion (knowledge
and skills not only in screening guidelines but also in communication
and education or working with community based organisations) seen as
determinants worth investigating.

Twelve of the 19 survey studies reviewed allude to the system effect.
However, this mainly centres on access deyned narrowly by whether or
not women had a 6usual source of healthcared. This is obviously a relevant
concern in the USA, where lack of insurance cover could deny women a
usual source of care and therefore access to preventative services. In the
UK, addressing inequalities would not be relevant to a large proportion
of the population because the NHS provides free access to all. However,
this issue is likely to be relevant for the rising number of homeless,
asylum seekers and refugees in the UK. Owing to their social positions
and circumstances, these groups are likely to constitute a highly mobile
population in many inner cities; thus, the éusual source of cared might also
be a factor inpuencing access to services for these marginal groups.

In general, these survey studies seem to conyrm that, at least in the
USA, screening services are underused by minority ethnic groups. The
psychosocial determinants of low uptakes explored by these studies were
knowledge of screening, literacy, age, attitude, beliefs, and social and
economic status. However, results were often contradictory. In addition,
the results of these studies have limited generalisability, as a consequence
of their theoretical and methodological weakness.

The studies of health beliefs as determinants of uptakes of screen-
ing behaviours reviewed here are of varying quality. There exists an
inconsistency in the application of the stated theoretical frameworks,
ie the Health Belief Model (HBM) and the Theory of Planned Behav-
iour (TPB). There is also a lack of methodological rigour. Thus, results
generated from these studies need to be interpreted with caution. While
these studies might offer some insights into the possibilities of different
responses from different groups to cancer screening, overgeneralisation
of these results might, at best, perpetuate misconceptions about cancers
that exist across communities and, at worst, reinforce cultural stereotyp-
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6.4

6.5

6.6

Intervention approaches

Lay health educators as
interventions

Complex interventions

ing. In addition, uncovering cultural explanations of health behaviours
cannot be seen only in an entirely rationalist view. The problem with
these models is that they ignore the affective and social components that
may inpuence health behaviours. Moreover, each minority ethnic culture
is not a monolithic, unchanging whole that exists in a social vacuum.
Many minority cultures are likely to be inpuenced by their structural
positions vis-"-vis the dominant ideology and society. These will have
inpuence upon their day to day lives, thus in turn possibly reinforcing
or changing their beliefs.

Since many implicit or explicit theoretical frameworks underpinning
screening are based on behavioural and social learning theories, the
majority of the intervention studies followed in the same vein. Most
studies targeted low income minority ethnic groups and aimed to improve
usersb knowledge and awareness of the screening programmes. Methods
used included providing information or motivation counselling. Although
most of these interventions lack scientiyc merit, they nevertheless offered
some interesting ideas for intervention designs. In addition, many studies
seemed to be implicit in their acknowledgement of the value of social
support and social networks. Thus, they commonly employed bilingual
researchers from target communities and/or incorporated lay health
educators, peer educators or counsellors as part of their intervention
design.

Six studies were found to have explicitly evaluated the effect of lay
health educators on improving uptakes. The problem of evaluating lay
health workers as an intervention using a yeld trial approach is that it
is notoriously difycult to standardise and control the applications of
human endeavours. Without a theoretical understanding of the concept
of lay involvement and its current practice in various social and political
contexts, it would be difycult for researchers to devise a dgood enoughd
evaluation strategy to examine its effects. Moreover, the concept of
the lay health educator is inherently bound up with concepts of social
networks and social capital. The development of this popular approach
without bridging the theoretical and conceptual gaps between community
health development and individual health behaviour would likely be
detrimental to the development of a pragmatic strategy to tackle health
inequalities.

Two large scale intervention projects reviewed here, the Forsyth County
Cancer Screening Project'® and the ENCORE plus project,'*” show that,
even in the biomedical model, there is an increased awareness of the need
to acknowledge complexity and developmental issues in health interven-
tions. These projects had relatively long lifespans (up to four years) and
covered many different sites and involved many agencies. Both projects
appeared to recognise the system effect on access and sought to intervene
systemically by using both 6outreachd and 6in-reachd methods. However,
large scale intervention projects are notoriously difycult to evaluate.
Although both projects mentioned above had systematic monitoring and
evaluation strategies, evaluation results have not been reported so far.

NHS Cancer Screening Programmes 4 December 2003
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6.7

7

Prostate and colorectal
cancer screening

The problem with the
current knowledge
base

Since the provision of prostate and colorectal cancer screening is under
consideration within the NHS, experience from the USA in these areas
might be helpful. The USA has long recommended that annual prostate
and colorectal cancer screening should be available to citizens who are
at risk. The studies reviewed here found that members of minority ethnic
groups tend to underuse these services. Intervention studies on prostate
cancer screening tend to target African-American men because they are
twice as likely to be at risk as white men. Intervention methods used
so far remain informational. However, two particular points need to be
noted. Although it might be important to improve knowledge and raise
awareness about prostate cancer and screening, the issue of the effect of
screening on sexuality, revealed by the focus group study on participantso
(both sexes) reactions to risk information, needs to be better understood.
The fear that treatments could have adverse effects such as impotence
and incontinence may reduce userso participation in the programme.

If colorectal screening is to be implemented in the UK, it should be borne
in mind that a recent study has shown that a public awareness campaign
to improve knowledge about and recognition of the symptoms of colo-
rectal cancer, particularly among those who are less educated, might be
needed. Speciyc efforts might also be needed to alter womenés perception
of the disease as a male disease. Qualitative studies on the response to
such a screening programme and the procedure involved across differ-
ent social groups would be necessary to ensure effective communication
with the public.

As current public health and health promotion projects tend to be increas-
ingly complex, involving a mixture of activities that aim to improve both
structural and material development as well as capacity building, health
promotion and access to health and social services, devising a compre-
hensive evaluation strategy in which the linkage of these components can
be discerned and then assessing their relative contributions and impacts
to health outcomes is now almost impossible. What we are left with is
a perpetuation of the unproductive debate about the primacy of agency
and structure among intellectuals and the confusion generated in public
health and health promotion practice as to whether changes should be
aimed at individualsd knowledge and behaviour, their lifestyles and/or
their social conditions.

Given the present knowledge system, in particular in biomedicine, the
ultimate goal of generalisability of outcomes means that the process of
abstraction in the creation of knowledge is overvalued and pourishes at
the expense of practical knowledge. Hence, many of the studies reviewed
here conform to the experimental method. Given the uncertainty of
knowledge creation and the complexity of social phenomena, there needs
to be a new approach to generating practical knowledge. Complex health
interventions require a range of substantive theoretical frameworks and
research methods. Results obtained from projects could then be seen on
different levels of complexity. Under some circumstances, some results
might contribute to a wider applicability while others would be more
appropriately seen as providing learning insights for practice rather than
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9

Ethical issues raised

Conclusion and
recommendations

discovering general truths that can be applied across populations of a
diverse social and cultural background.

This review identiyes important ethical issues in relation to approaches
that seek to increase screening uptakes by communicating personal risk
information to users in written form. Communicating risk is a complex
subject; the content, means and ends of such communication depend on
a host of different variables and upon different circumstances. As can be
seen, communicating risk information could lead to adverse effects, ie
anxiety and avoidance of screening. Practitioners should be mindful of
the ethical issues involved when considering this approach.

There are diverse explanations of health inequalities. However, because
of the lack of systematic monitoring information, no irrevocable relation-
ship between access and health outcomes can be established at this time.
Despite development in the social and structural factors that might affect
inequalities of access, the search for determinants is still conyned to the
rationalist and behaviourist traditions, in which psychosocial factors such
as knowledge, attitude and beliefs are emphasised. Many intervention
studies are based on this approach.

To advance current knowledge and practice so as to address the issue
of inequalities of access, there is a need to better integrate the notion of
access with social conditions and the perspectives of users and services.
The dynamic process between the individuals and the health systems in
the changing social context needs to be better understood. Cancer screen-
ing is only part of the cancer care system. Access to the screening services
may be only a yrst point at which some individuals ynd themselves need-
ing to negotiate a complex and, in many respects, labyrinthine service
system. Given that professionals are often ill prepared to communicate
the complexities of cancer screening to their diverse populations, there
is a need to understand the part played by cancer information and health
communication in inequality of access. We also need to understand better
the way in which dethnicityd can affect access and the ways in which
social capital and social networks mediate access.

Recommendations to tackle inequalities of access to cancer screening
were given from the perspective of both the system and the user. These
recommendations indicate a broad area of work that the cancer service
as a whole needs to address. However, some of these recommenda-
tions, such as exploring usersd perceptions of proposed new screening
programmes, surveying and evaluating information and communication
and the evaluation of the community health educator model, might fall
within the remit of the cancer screening programmes.

NHS Cancer Screening Programmes 6 December 2003
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1. INTRODUCTION

This review was commissioned by the NHS Cancer Screening Pro-
grammes to inform the development of cancer screening services in
England and Wales.

A literature review is, by deynition, an exercise in which critical judge-
ments are made about relevant published information in a particular yeld
of study. It is therefore difycult to give a true picture of the world of prac-
tice in that area unless its activities are reported. However, by recognising
that there exists a considerable gap between research and practice, and
that there are different paradigmatic assumptions in knowledge creation,
the authords approach to this review is a pragmatic one. This means that
the studies included in the review are judged not only on the validity or
generalisability of their results and whether they provide a narrative on
conceptual development but also on whether they can provide insights
into either the understanding of the phenomenon or the implementation
of practical solutions.

The main aims of this review are to examine factors affecting inequal-
ity of access to cancer screening and to assess the efycacy of different
approaches to addressing the problem. In particular, it seeks to address
the following questions:

1. How is inequality as a concept deyned in the current literature in
relation to cancer screening?

2. What factors are perceived by researchers to affect access to cancer

screening?

Who suffers from inequality of access?

4. What approaches and methods have been implemented to address
issues of access and improve uptake and informed choice?

w

The review was conducted with the intention of combining the know-
ledge gained from it with the feedback from the National Dissemination
Forum of the Straight Talking project, which took place on 12 May 2003
at the Royal Armouries in Leeds, to form a basis for the consideration
of future work.

The report that follows yrst outlines the concept of inequality as deyned
in current literature and the way in which the issue of access to healthcare,
and speciycally to cancer screening, has been understood by researchers
and policy makers. The aim of reviewing the development of these con-
cepts is to help placing cancer screening studies in a broader context. By
illuminating the theoretical and conceptual assumptions made in research
studies in this area, we will be able to uncover what form the problem
of inequalities of cancer screening takes and what methods might be
provided for its resolution.

NHS Cancer Screening Programmes 7 December 2003
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2. SCOPE AND METHOD OF THE
REVIEW

This review takes a broad approach to examining the issue of inequali-
ties of access to cancer screening. It is divided into three parts. The yrst
part is concerned mainly with conceptual development in this area. It
refers to literature on inequalities in health and inequalities in access
to healthcare and cancer screening, including examination of research
papers published in journals as well as grey literature, such as policy
documents, pamphlets and other relevant articles in the press or electronic
media such as the Internet.

In the second part, the content of two systematic reviews that include
substantive materials on cancer screening is examined. Relevant materials
reviewed in these reports are summarised and commented upon.

Owing to resource constraints, the main body of literature concerning the
investigation of factors affecting access and interventions to address the
problem of uptakes is reviewed in Chapter 5. The literature reviewed here
consisted mainly of peer reviewed articles found in electronic databases
such as Medline, Cochrane Library, Cinahl, Psychlit, Helmis, BIDS and
the National Research Register. The terms used in the searches were a
combination of the following: dinequalitiest, éhealthd, 6accessd, dcancer
screeningd, écervical screeningd, dbreastd, 6breast screeningd, ésocioeco-
nomicd, 6low incomed, 0Pap smeard, mammographyd, éminority ethnicd,
6blackd, éethnic communitiesd and ddeprivationd(including searches that
mapped onto related subjects in particular databases). Some reports and
pamphlets reviewed were obtained through personal contacts.

For this part, 129 abstracts of articles about cancer screening among
low income and minority ethnic groups between 1998 and 2003 were
identiyed at the initial search. Because time available for the review
was limited, and the full versions of papers were not always available
electronically, only 55 articles were subsequently selected for review.
The main points discussed in the selected papers are summarised in the
appendix. The papers were then categorised into survey studies, which
examined the factors (including health and cultural beliefs) inpuencing
uptake or service utilisation, and intervention studies aimed at improving
uptakes. Prostate and colorectal screening are currently not available as
organised programmes in the UK. However, if these programmes were to
be implemented, there would be a need to understand how target partici-
pants respond to them. Thus, studies that examine prostate and colorectal
cancer screening were reviewed as distinct categories to create space for
relevant discussions. The following table summarises the review strategy
and numbers of papers selected in each category:
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Survey studies

Cervical screening 4
Breast screening 9
Cervical and breast screening 6

Beliefs as determinants studies
Cervical and breast screening 5

Intervention studies

Cervical screening 3
Breast screening 7
Cervical and breast screening 5

Lay health workersd interventions
Targeted population groups 5
Targeted a particular district 1

Prostate cancer screening

Intervention studies 2
Survey studies 1
Focus group studies 1

Colorectal cancer screening
Survey studies 6

Total articles selected 55

NHS Cancer Screening Programmes 9 December 2003
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3.1

Concepts of inequality
in health

3. RESULTS PART I: CONCEPT OF
INEQUALITY

Studying health inequality by establishing relationships between large
scale survey data and health status is not new. It can be dated back to
Chadwick and the public health reform movement of the 1840s.! The
link between social and economic status and patterns of morbidity and
mortality established in the Black Report? marked the beginning of the
debate on health inequalities in modern Britain. Although the Black
Report drew attention to the social determinants of health, some social
researchers have suggested that the dynamics of the social environment
that produce health inequality are not well understood. The recent inde-
pendent inquiry on inequalities of health further afyrmed the effect of
poverty and suggested that alleviating poverty and improving the living
standards of the poor might help to prevent ill health. However, the report
also recognised the contribution of individualso lifestyles to health.?

The development of research in this area over the past two decades has
been diverse. While some researchers favour the study of structural fac-
tors that affect health, many have been intrigued by the behaviours of
people who are located within these speciyc social structures. Aspects
of lifestyle and the health related behaviour of individuals have been
highlighted as explanations of health variations, and there is evidence
to suggest that there is a link between socioeconomic deprivation, poor
health experience and health damaging behaviour (for example, drinking
and smoking).* To inform health promotion strategies and practice in
tackling health inequalities, Rogers et al® reviewed qualitative evidence on
the effects of lifestyle and behaviours on the key areas set out in the White
Paper Health of the Nation,® ie coronary heart disease (CHD)/stroke,
cancer and smoking, mental health, sexual health and AIDS/HIV, and
accidents. Their article provides a lay perspective on health and health
behaviours and highlights the complex social processes that might have
contributed to the perpetuation of health inequalities. The authors suggest
that health behaviours are deeply embedded in peopleds everyday lives
and their social and material circumstances. They also suggest that the
use of some key concepts in health promotion practice, such as dlifestyled,
6healthy behaviourd, oriské and éempowermentd, is problematic unless
local conditions are taken into consideration. Sociologistsinterest in the
meaning of inequalities in everyday life has led to a range of research
projects focused on the microlevel.”®

While current strategies in tackling inequalities make explicit reference to
the need for economic regeneration, the question 6Why do people behave
in the way they do?6° has continued to attract the interest of researchers
on both sides of the Atlantic. Much explanation of the pathway between
income inequalities and health status has come from research on social
capital by Wilkinsonds group. Kawachi et al*® posited the relative income
hypothesis, which holds that 6the distribution of income among members
of society matters as much for their health and well-being as does their
absolute standard of livingd (p. xi). Wilkinson*! also postulated that, when
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health inequalities in societies reach a certain threshold, health status
becomes determined more by social (dis)advantage than by material
scarcity. Drawing on Putnamds work,'? Kawachi et al** proposed that
social capital is a mediator between income inequalities and health.

While there are many deynitions of ésocial capitald, the term generally
refers to social resources that individuals or groups accrue for a variety
of productive activities.’*!® These activities can be economic as well as
social. Social networks, social cohesion, civic trust and engagement in a
geographical location (neighbourhood) are often used as indicators in the
study of social capital (eg refs 16 and 17). Although there is ambiguity
and confusion surrounding the concept of social capital, it appears to have
offered researchers 6an intriguing explanation for one of the pathways
linking income inequality and health statuso (ref 18, p. 414). There is
evidence to suggest that peopleds ability to participate and engage in
social and civic activities is associated with perceived self-efycacy and
self-rated health status.® Therefore, despite the controversy surrounding
it, oparticipationdand éengagementdare increasingly seen as key enabling
mechanisms for health development.

Another focus in the study of inequalities is the health experiences of the
minority ethnic groups. Epidemiologists have long highlighted the health
differentials between ethnic groups.?? In an attempt to understand the
relationship between social factors and health among minority ethnic
groups, researchers have also explored the relationship between income
or class inequalities and the health status of some minority ethnic popu-
lations.*2* However, the study of inequalities in health among minor-
ity ethnic groups is complex; researchers have been confronted with
considerable theoretical and methodological difyculties. The construct
of ethnicityd is itself problematic,?>% and in addition the lack of theo-
retical debates in health research has perpetuated the crudity of ethnic
categories. Thus, the picture of ethnic minority health has been consist-
ently distorted, resulting in the pathologising of particular groups, such
as African-Caribbeans, Indians and South Asians, while rendering other
minority ethnic groups, such as the Chinese, Somalis, Turks and Yemenis,
completely invisible. Another problem in studying inequalities in relation
to ethnicity is the limitation in applying conventional socioeconomic
measurements such as housing tenure, occupation, class and education
to minority ethnic populations. For example, the high ownerToccupier
rate among minority ethnic groups may repect discrimination in access-
ing public housing rather than afpuence; and often racism may prevent
migrants or their subsequent generations from converting educational
qualiycations into employment opportunities.?” Failure to consider the
inpuence of other dimensions of ethnicity, ie migration patterns, racism,
language and cultural differences, and other material conditions, means
that any explanations of the inequalities of health status among minority
ethnic groups will always be partial.

Helping to reyne the population perspective of income inequalities is the
concept of social exclusion. It has been postulated that in late modernity
the effect of post-industrialisation and globalisation will generate a huge
underclass owing to the loss of employment in traditional industries and
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economic and political migration.? A classic example of social exclusion
is the devastating health consequences Native Americans experienced
after the utter demoralisation brought about by the destruction of their
communities through the loss of employment in their areas.?®

In the UK, the term 6social exclusiond has been ofycially deyned by the
Cabinet Ofyce as 0a shorthand term for what can happen when people or
areas suffer from a combination of linked problems such as unemploy-
ment, poor skills, low incomes, poor housing, high crime environments,
bad health and family breakdown0.®® This deynition implies a complex
and multidimensional view that social exclusion can be experienced by
individuals or groups and in different geographic areas. What has been
brought to our attention is not only economic deprivation but also the
dynamic of the experience of people and their social environment.3!
The Social Exclusion Unit (SEU) is a policy initiative that attempts
to encourage interdepartmental cooperation in tackling inequalities.
The work of the SEU includes reporting on truancy and school exclu-
sion, rough sleeping, teenage pregnancy and neighbourhood renewal.
Although the concept of social exclusion is complex, it has been regarded
by researchers and practitioners alike as a composite term to include
multiple deprivation, concentrated poverty and a social phenomenon
produced by the dynamic of poor people within poor localities over time.
One could argue that the concept potentially provides researchers with a
new way of thinking about the relationship between individuals and their
social and material circumstances in a more dynamic way. Controversies
concerning the relative signiycance of individualst experiences, social
relationships, material conditions and place of habitation for variation
in health status still exist.®?"** However, by acknowledging that there is
no simple explanation for health inequalities, studies of social networks
and social capital as mediators between socioeconomic factors and the
effect of geography have pourished.®®

In considering the issues of inequalities in health, it is important to rec-
ognise that the classic sociological problem of agency and structure is at
the heart of the debate.* This means that many researchers will invari-
ably take the position that peoplets health is determined by the social
positions in which they ynd themselves or that they have the capacity
to adopt behaviours that are health enhancing. Rather than seeing that a
complex social phenomenon requires a complex conceptual framework
and complex methods for its comprehension, diverse intellectual efforts
can be mutually enhancing. This dualistic thinking often means that
researchers are split into different camps according to their traditions and
disciplines, resulting in competing explanations and competing recom-
mended strategies for resolution.

As Giddens® has suggested, social knowledge is part of the repexivity
of modernity. Knowledge constitutes social practice and in turn is con-
stituted by it. We have seen in the past three decades, in parallel with the
debate on inequalities in health, the development of a community health
movement. It began with the community development projects in the late
1960s, followed by womends and black and minority ethnic movements
throughout the 1970s and 1980s, and found its legitimacy through the
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Alma Ata Declaration. A great deal of practical work covering a broad
range of initiatives addressing direct or indirect health determinants can
be discerned.® The interest in community health development among
health promotion practitioners has also been fuelled by research evidence
such as the Black Report,? The Health Divide® and Deprivation and Il
Health.“> However, there seems to be an obvious gap between theory
and practice in community health development. In research, the growing
knowledge base around inequalities and health is ridden with theoreti-
cal and methodological difyculties; emerging concepts such as social
capital, social exclusion and social networks, which claim to embrace
both agency and structure, are ill deyned. Moreover, much evidence
generated in this area is open to contested interpretations. In practice,
engaging communities to participate in health initiatives and building
social capacity and capital are seen by practitioners as key mechanisms
for addressing inequalities. However, how the building of social capital
can be operationalised in practice and the extent to which it can be evalu-
ated is less well understood.*

Although there is an obvious link between peopleds access to the health
system and their health outcomes, this relationship has not been well
understood. The concept is mostly closest described by the éinverse care
lawd.*? The dinverse care lawd states that people in deprived areas tend to
have greater health needs but are less likely to be able to access health-
care. There is evidence to support this generalisation, particularly in the
context of screening and preventative services provided in general prac-
tice.*® However, the notion of access is complex and many sided. It has
been deyned as Gthose dimensions that describe the potential and actual
entry of a given population group to the healthcare delivery systemd (ref
44, p. 13) and as 6the timely use of affordable personal health services
to achieve the best possible health outcomesd.*® These deynitions seem
to repect the perspectives of both services and users.

Seen from the service perspective, the widening of access requires the
service to be organised to repect the needs, interests and priorities of its
users.*® Physical accessibility of services such as those in rural settings
is arguably a signiycant issue.*” From the usersf perspective, access to
services appears to be related to the economic, social and cultural cir-
cumstances of the individuals.“® This means that the issue of inequality
of access is complex. It goes beyond either simple structural explanations
of the availability, accessibility and utilisation of services in locations or
the psychosocial make-up of the individuals. The issue of access needs to
be understood in terms of the dynamic relationship between individuals
and service systems in speciyc social contexts.

The recent scoping exercise report on access to healthcare, commis-
sioned by the NCCSDO (National Co-ordinating Centre for NHS Service
Delivery and Organisational Research and Development), deynes access
to healthcare as that concerned with 6helping people to command appro-
priate health care resources in order to preserve or improve their healthd.
It posits that the concept of access has at least four aspects. These are
(1) service availability in terms of adequate supply, (2) service utilisa-
tion inpuenced by socioeconomic, cultural and organisational barriers,
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(3) the relevance and effectiveness of service and (4) the evaluation of
availability and utilisation of service from multiple perspectives that
take account of the needs and material and social conditions of diverse
groups in society.*® This deynition does seem to offer a more dynamic
and complex view of the concept of access.

Accessibility is also one of the dimensions of quality of care. Within
the different evaluative dimensions of care, effectiveness, efyciency
and equity are often linked with service accessibility.>® However, these
evaluative dimensions are often in conpict. The NHS service, because
of limited resources, often faces a dilemma of equity versus efyciency.
If services are not targeted to those who have the potential to reap the
most beneyt from them, the efyciency of services might be compromised
even though these services might be perceived to be more equitable. Ina
recent report, Sassi et al®! investigated the relationships between equity
and efyciency within the context of economic evaluation of services and
found these relationships to be far from simple. In the case of cervical
cancer screening, the programmeds aim of achieving maximum cover-
age by giving powerful economic incentives to general practitioners has
been achieved at the expense of differential access among social groups.
The authors suggested that a more even coverage among different social
groups, in particular increasing uptakes among high risk and socially
disadvantaged groups, would probably result in an increase in the number
of cases of invasive cancer prevented. Thus, deyning access purely from
the service perspective to mean access for all rather than access for those
at risk or in need can be problematic.

Throughout the Western industrialised countries, despite the increasing
ynancial burden on health systems, 6access to medical care is regarded
as a social good and the inalienable right of every persond (ref 52, p. 1).
As the cancer screening programmes are free to users, it is even more
difycult for policy makers to understand why some groups fail to take
up these services. Hence, many attempts to understand the lack of uptake
by these groups are often focused on the users and are conceptualised
on a microlevel. From this perspective, there is a pourishing study of
psychosocial factors and health beliefs among some social groups, eg
minority ethnic groups and low income groups, as barriers to uptake of
preventative services. For example, Andersents® behavioural model of
access focuses on the psychosocial characteristics of individuals and
healthcare providers or primary care providers; the communication
between them and outcomes of care that can be measured are éutilisation
and satisfactiond. Recently, Mandeblatt et al** expanded these measure-
ments to include categories such as disease free survival, survival, stage
at diagnosis, incidence rates and rate of rescreening and quality of life
(functioning).

From the service perspective, if access to cancer screening is related to
outcomes, we have to consider access along a continuum of care. An
effective screening programme would be expected to increase survival
rate from the disease and decrease the mortality rate. To achieve this,
we need to take a holistic view of cancer care. Mandelblatt et al> sug-
gested that:

NHS Cancer Screening Programmes 14 December 2003



Inequalities of Access to Cancer Screening: a Literature Review

3.4

Inequalities of access
to cancer screening

6& the foremost important thing is to ensure individuals or the
population that screening is targeted to have access to early detection
services. Next, if a screening test is abnormal, the diagnostic services
must be available. For those who are diagnosed with cancer, staging
evaluation precedes and often determines treatment. Patients surviving
their disease also need to have access to on-going surveillance, so that
recurrences can be recognised promptly and treated. For those who will
die of their diseases, having access to end of life care is critical. Thus,
access has different dimensions and outcomes across the spectrum of
cancer care on the patientds cancer journeyod (p. 2379).

From this perspective, cancer screening can be regarded as part of cancer
care. Thus, when considering the issue of inequalities of access to cancer
screening, cancer screening must be viewed as part of a dynamic process
in which interactions take place between the individuals and the health-
care system in a changing social, economic and political environment.

On both sides of the Atlantic it has been found that uptake of breast and
cancer screening among minority ethnic groups is persistently low. How-
ever, owing to theoretical and methodological difyculties, an accurate pic-
ture of uptake among different social and ethnic groups remains elusive.
In the UK, evidence of low uptake of the cancer screening programmes
is provided by small local surveys relying on self-reporting or statistical
data association between ethnicity and deprivation variables*%%¢ and
information generated by national health lifestyle surveys tends to use
crude categories of ethnicity and self-reporting of service utilisation?*°
At present, direct evidence of low uptake by some groups is unavailable
owing to the lack of ethnic monitoring at the primary care level.

The situation is similar in the USA. Information about low uptakes of
cancer screening tends to come from local studies relying upon self-
reporting of adherence. Many researchers often attempt to establish links
between low adherence rates and incidence and mortality outcomes.
Cancer incidence and mortality statistics among ethnic groups are
apparently available through the National Cancer Instituteds Surveil-
lance, Epidemiology, and End Results Program (SEER). However, they
represent only broad categories, eg African-American, Native American,
Latinos, Asian-Americans. These statistics belie the complexity of ethnic
diversity in the USA,; for example, the category dLatinosd has been found
to encompass individuals from approximately 30 countries of origin.
Critics claim that these statistics are unreliable as they are based on false
assumptions about the ethnicities of the local populations; in addition,
misunderstanding of these categories results in misclassiycation and
misidentiycation.®

A recent historical study by Yabroff and Gordis® investigated the asso-
ciation between social class, breast cancer incidence, mortality and
increased breast cancer case fatality. The results conyrmed previous
reported yndings. The authors found that, allowing for disease stage at
diagnosis, the incidence of localised breast cancer declined as social and
economic status (SES) declined whereas the incidence of distant breast
cancer increased. This is consistent with reports of positive associations
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between low SES and low rates of uptake of mammography, low adher-
ence to recommended follow-up after abnormal mammograms and more
advanced disease at diagnosis.®?®® Similarly, in the UK, breast cancer
survival rates among women from deprived areas have been found to
be poor; this may be attributable to late presentation and increased co-
morbidity among women from deprived areas.

A study of how previous cervical screening experience affects future
uptake expectations found that women from lower social classes tend to
have an aversive view of the procedure and feel less personally obliged
to attend screening.®” A Norwegian study demonstrated that, despite an
advanced welfare state in that country, cancer survival varies according
to social group. The author suggested that early diagnosis among the
socially advantaged might have contributed to such differences.® Simi-
larly, a recent report by the National Statistics Ofyce on cancer trends in
England and Wales (195011999) found that, although the incidence of
and mortality from breast and prostate cancer are negatively associated
with deprivation (ie the highest incidence is found in the most afpuent
group), in the case of most other cancers there is a positive correlation
between incidence and mortality and deprivation (the highest age stand-
ardised incidence and/or mortality occurs in the most deprived group).
In the case of breast cancer, it was found that, although incidence and
mortality were lowest in the most deprived group, survival rate was
higher in the most afpuent group. In the UK there is also geographical
variation in cancer survival, repected by a northTsouth divide, with the
incidence and mortality from breast cancer being higher in the Northern,
Yorkshire and the North West regions than in the southern regions of
Anglia, Oxford and the Thames.*®

Patterns of screening uptakes repect incidence and mortality statistics.
The most recent results from the NHS Cancer Screening Programmes
show that there is a large variation in uptake rates among regions. The
percentage of eligible women who present themselves for breast screening
ranges from 50% in parts of inner London to 81% in rural areas such as
Norwich and Suffolk. The situation in the Northern and Yorkshire regions
is similar, with up to 81% coverage in Cumbria and only 74% and 73%,
respectively, in Leeds and the Pennines, where minority ethnic groups
constitute a substantial part of the population.”™ According to the Straight
Talking project,” uptake also varies among general practices at the ward
level: in Leeds, the uptake rate in some inner city practices is as low as
45%, while others have achieved an uptake rate of around 73%.

The literature cited above suggests that the concepts of access are com-
plex and multidimensional. In general, studies of access to healthcare
tend to focus on either users or services. Although attempts have been
made to conceptualise access as a dynamic relationship between users
and providers,5*5 the relationships that these models described remain
mainly at the microlevel. So far, no conceptual framework has adequately
captured the complexity of access that takes account of both individuals
and structural inpuences.
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Studies of inequalities of access to cancer screening have been plagued
by both theoretical and methodological problems. The lack of systematic
quality information makes it difycult to obtain a true picture of inequali-
ties of access. The pictures that we are presented with are only snapshots,
provided by either proxy measures in terms of geography or inferences
from incidence and mortality outcomes. Although not entirely reliable
at the individual level, these snapshots generally suggest that there is
a relationship between low socioeconomic status and low uptakes of
cancer screening in geographical locations associated with high levels
of deprivation. The relationship between ethnicity and access is often
established by the association of higher concentrations of minority ethnic
populations with lower socioeconomic status and deprived localities.
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