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ABSTRACT

This thesis as a case study explored the narratives of a convenience sample of four
women with the disease known as lupus. The author used an ethnographic approach
to investigate how these women coped and how service providers, including carers,
met their needs. The author used participant observation in his role as Occupational
Therapist (and son) to gain access to this sample. He asked them to keep written
diaries about their day-to-day experiences of living with the illness. These diaries
were later given to the author to read, study and analyse. Additionally, the author’s
personal ethnography as a son was submitted as data for this study. This ethnographic
writing centred on the life of one sole informant, his mother, who later died with the

disease in hospital.

Qualitative data analysis (QDA) techniques with grounded theory origins (Glaser and
Strauss 1965,1967 and Charmaz 2007) was used to analyse the data. The techniques
comprised of line-by-line analysis and coding, constant comparison of cases, thematic
analysis, theoretical sampling and the development of framework tables. The study
revealed a range of findings, which were later conceptualised into an ethnographic
ontology of lupus. First, people encounter a daily struggle to cope with illness
symptoms. Second, there was evidence of poor communication between the hospital
ward staff (and carers) and failure for social workers to be the main
advisor/counsellor of end of life care needs including missing referrals to hospice

services.

Health and social care professionals sometimes struggle to provide a basic level of
service leading to a “know do” gap. This leads to an inconsistent level of end of life
care for the individual and limited support for the identified carers. Narratives in
diary form have a role to play in helping clinical teams develop meaningful insights
into their life of their patients. Clinical teams in turn need to be forthright enough to
develop “death covenants” for all patients (and their carers) with palliative care needs.
Developing these tools and including them as intervention turn will lead to more
cohesive practices within health and social care (Dean 1996, Dean and Melrose 1996,

Mol 2008).
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1. Chapter one: Setting the scene

1.1 Introduction

The purpose of this chapter is to set the scene and introduce the reasons for
researching this topic. This doctoral case study is about the experience of living and
dying with the disease Systemic Lupus Erythematosus (SLE)”. It also aims to
highlight the problems caused by the NHS and social care organisations. Specific
examples include poor adherence to systems of governance and clinical practice;
failing to meet the needs of people unable to articulate and assert their rights for clear
and consistent information particularly about how they wish to be cared for in general
and how they wish to die when illness is officially known to be terminal (Turner-
Stokes 2008). The study will also analyse the dilemma that exists between paid and
unpaid health and social care professionals when neglect of patient care emerges. The
data derived from narratives will be used as part of an overall case study based on
data from people diagnosed with lupus; carers and medical professionals identified by
one of the key informants, as well as the viewpoint of the ethnographer himself (as a

single carer).

This study will explore the various forms of coping with lupus symptoms and illness
management and determine how people with lupus make sense of their life (Baker
and Wiginton 1997; Mol 1999; 2002, 2008). Clark and Seymour (1999) found that
living with a chronic illness impacts on the individual, social, and societal context.
Scambler (1993 p 82) described this experience as a ‘profound influenc’ and almost
timeless because of the long-term nature of the impact of illness symptoms in the lives

of sufferers.

Paid and unpaid carers form part of the social context for people with the diagnosis
lupus as it is partly their role to help the person manage the impact of the symptoms
within the health and social care system of the UK. An unpaid carer is someone who
provides help and support to a spouse, partner, child, relative, friend, or neighbour,

who would struggle to cope without their help (DH 2006a). This could be due to age

2 The abbreviated term Lupus or SLE will be used throughout the case study.
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related infirmity, physical or mental illness, addiction or disability as reported by the

Department of Health (DH 2006a).

Doctors and Occupational Therapists are examples of paid health and social care
professionals that this study will report on. Their professional narratives are often the
only written accounts available in the treatment and intervention. The written
narratives of patients or clients are seldom recorded (Good 1994, Hyden 1997). On
the occasions when written accounts are available health and social care professionals
offer a treatment regime and available support. Horton-Salway’s (2002) study of
doctors’ narratives amongst patients with Chronic Fatigue Syndrome describes the
doctors’ role as a constructive activity. Professionals record any services that are not
available as “unmet needs” (Sheaff 1996, Victor 1997). In addition, arrangements
often include prescriptions for medication or the commissioning of services on behalf

of the clients from home care agencies to provide home carers (Mattingly 1998).

Physician and anthropologist Paul Farmer studied the underlying reality of suffering
in several countries where the health needs of its citizens were impacted on by the
effects of war: ‘[T)he drama, the tragedy of the destitute sick concerns not only
physician’s and scholars who work among the poor but all who profess even a

passing interest in human rights’ (Farmer 2005 p 18).

Health and social care professionals, involved in the management of long-term
chronic conditions, struggle to recognise the expectations of the individual patient and
their family (and any other support) to manage their daily experiences (Jung et al
1997). They struggle because many in their position as experts look down on people,
such as patients, who may have limited knowledge of their practices. In such
instances, when the alleged neglect or abuse of power arises, it is often because of a
failure to dispense their expert knowledge and practices in an equitable manner thus
disempowering consumers (Brechin et al 2000, Faubion et al 1994, Dean and Melrose

1996).

Much of Michel Foucault’s works illustrate how historically health professionals are
capable of marginalising people who are ill (Faubion et al 1994, Foucault 1973,

2008). He developed the concept known as “Governmentality” for example, which



attempts to describe the body as an object of professional practice (Foucault 2008,
Rose 1989). Objectifying patient’s disregards, the social plight of living with an
illness to the extent that often includes people having to live with the side effects of

medication.

Medical science is unable to provide all the answers to treating and managing illness
and perhaps should be more honest about its limits (Illich 1995). Examples of the
limits to medical intervention appear in the management of health and social care
organisations when things go wrong and gaps become identified. In such instances,
the consequences for patients and their families can be disappointing especially if they
feel that services have been neglectful and inequitable. Armstrong (1995) argues that
instead of responding to expressed needs, UK governments and their various health
and social care departments continue to provide an approach to peoples needs by
surveys. In addition, these government departments study trends in the population
and react to these with a “predict-and-provide” approach. The “predict-and-provide”
approach tries to fit that population into a service outline based on large scale census

data and pre-existing assumptions about what people need and what will work.

It is hoped that the narratives provided by the informants will offer something that can
create a new knowledge base about the increased value of shared narratives of
suffering and contribute to the good practices of health and social care professionals
(cf. Beck 2000, Brechin et al 2000). This study will analyse the experiences of lupus
sufferers as a group on the margins of discourses around equitable services,
particularly during end-of-life care. The persistent failing aspect of an NHS and
social care bureaucracy that marginalises lupus sufferers resulting in the need for
lupus sufferers and their carers to be taken seriously as consumers in respect of end of

life care planning (cf. Higgs 2008, Hughes 1996).

Nettleton and Burrows (2003) and Higgs (2008) also argue that medicine has no real
choice but to yield to increasing expectations of members of society. ‘[M]edicine is
no longer exclusive to the medical school or the medical text. It is no longer
contained within institutional frameworks of medicine but has escaped into wider
domains where it can be accessed, assessed and reappropriated’ (Higgs 2008 p196).

The explanation will provide an insight into the lived experience, and something



about the challenges faced by service providers, including paid professionals and

unpaid carers (Bury 2001).

In relation to paid professional carers (e.g. doctors and nurses) plus the author’s
specific experiences, first as a carer of a relative with lupus and second, as a manager
of a team of carers in his daytime job, a pattern of incidents related to work stress and
fatigue was revealed amongst a team of members of the caring profession. The daily
experiences of health and social care professionals at work can be stressful and
unpredictable in respect to positive outcomes for the [lupus] patient. Stressful
because of [m]anaging time constraints; dealing with conflicting demands, setting
difficult priorities; managing tricky relationships, finding short cuts; dealing with
stress and frustration (both internal and external); and struggling to hand on to
simply doing the job’(Brechin et al 2000 p 25). The narrative below therefore brings

together the pressures on sufferers, carers, and service providers.

1.2 Research Objective One

To explore what life is like for people with lupus, identify processes of survival,

and dying within the case study

The main participants within this study are women diagnosed with lupus. The lives of
these individuals will be used to explore how their identities and relationships change
because of living with a chronic illness (cf. Kelly 1992). Aspects of their lives will
include: their personal space; the ways they listen to their bodies; give voice to their
bodies’ signs and stories (Lupton 1992); social space and the extent to which they
interact with others (e.g. carers, health professionals etc) on a daily basis. Living with
a chronic illness often reaches deep into a person’s emotional coping reserves. People
often find it very challenging to make explicit feelings related to dying and ultimately

the meanings of life.

The approach to the subject matter is to describe and analyse some of the life
experiences of lupus sufferers. In addition this case study aims to set those life
experiences in the context of social system known as the NHS and local government
services which controls peoples lives in the way they queue and ask for services (e.g.

Hospice services) (Hughes 1996). The core themes that emerge from this study will

10



provide further explanations of how illness narratives have a particular shape and
pattern. At the same time, the case study will take an open approach to the
management of illness and social care as there is no possibility of obtaining perfect
services. When taken as a case study the experiences of four lupus sufferers and an
ethnographer can contribute to the development of a theory about living and dying
with lupus, which can classify events and strategies in terms of key conceptual
elements that structure perceptions of them. This enables us to make sense of the
intentions and perceptions not only of professionals as they manage illness and social
care but also of the sufferers of lupus themselves as they manage their lives, and

interact with both carers and professionals.

Narratives are essential to this study. The fine-grained details of the narratives are the
raw data for this study. The lupus informants recorded and reported what was going
on in their lives in first person accounts (cf. McElroy et al/ 2000 on the importance of
this). These first person accounts illuminate suffering in a meaningful and valuable
way (cf. Kleinman and Seeman 2000). This study will explore how sufferers and
service providers dealt with the various tensions that arose in their daily and
professional spaces. The narratives often convey a pattern with an outcome message
as if reflecting a journey (cf. Frank 1995). For example in this case study, the
narratives of lupus sufferers could determine whether there exists a “unique fight for
survival” amidst daily pain and discomfort; and at the same time forcing sufferers to

think about new ways to cope.

Lupus informants are able to tell a story of suffering using diary entries that describe
patterns about living with the disease and receiving treatment for the disease

(cf. Charon and Montello 2002). This case study will explore the following: The
extent to which the lupus informants experience daily suffering and; assumptions
about what suffering means to them when efforts to cope seem to fail. Writers such
as Farmer (2005), Frank (1995), Foucault (2008), Kleinman et a/ (1997), and Singer
(2006) have added to the social scientific debate on the meaning of suffering in its
entire human context - whether through illness, hunger, famine, war, homelessness or

other forms such as social deprivation.
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In addition, this study explored how these people find ways of managing their lives by
requesting help from health professionals. Consent to receiving treatment and care, is
led by health and social care professionals (e.g. policy makers; health planners),
through various forms of health service provision. The chronically ill and their carers
often make decisions about how health directives affect their lives especially if they
perceive treatment as “bad for their health”. Doctors would view some of these
choices as unacceptable, particularly when non-compliance to prescribed medicine or
a “healthy lifestyle regime” occurs (Baker and Wiginton 1997, DH 2005, Harrison
2000 and Lupton 1992). The issues facing people with long-term conditions (LTCs)
is important to central government. It is their way of maintaining credibility with
professional interest groups such as the General Medical Council and the Royal
College of Physicians. In 2005, the government established a National Service
Framework (NSF) for long term conditions (DH 2005). The aim of this framework
was to transform the way health and social care services enable people with long-term
neurological conditions to live as independently as possible. However, there is no

mention of lupus in this framework despite its recognition as a chronic condition.

In addition, lupus is a LTC and does not exist on the Department of Health’s list of
LTCs. The reason for this is unknown. The NSF for long term conditions listed
examples of LTCs including diabetes, heart disease, and chronic obstructive
pulmonary disease. In addition the following 17 conditions were listed in the
documents appendix to include cerebral palsy, charcot-marie tooth disorder, dystonia,
early onset dementia, epilepsy, essential tremor, Huntington’s disease, migraine,
motor neurone disease, multiple sclerosis, muscular dystrophy, Parkinson’s disease,
post polio syndrome, spinal cord injury, spina bifida, young onset stroke and
traumatic brain injury (DH 2005). Yet in terms of number of sufferers, lupus would
rank as the eighth highest with approximately 50,000 sufferers diagnosed in the UK
(Lupus UK 2009).

People with lupus and their carers can therefore feel isolated from access to specialist
services. This phenomenon is not acceptable as it results in most people who are
supposed to have limitations taking gambles on what constitutes better decisions and
choices about the type of treatment they self-administer each day of their life. It takes

popular trends and cultural activities to provide breakthroughs (e.g. use of internet to

12



learn about personal illness symptoms; using or failing to use an ineffective
bureaucratic complaints system). How then will this research make sense of social
phenomena in a way that illuminates the issues related to their suffering? One of the
ways is by developing concepts based on their narratives and perspectives (which will
be discussed later in the study). It will also reveal what efforts they make to

overcome their situation.

The second way this study will attempt to make sense of how people cope is by
adopting a theoretical perspective that challenges how and why lupus sufferers, and
their carers, are unable to participate in the decision making processes by health and
social care professionals about end of life care arrangements. In the light of this
breach of service provision, the author contends that it occurs because health and
social care professionals fail to recognise patients as consumers with a right to receipt
of equitable services. To a significant extent, this is an abuse of power by health and

social care professionals.

1.3 Research Objective Two

To explore how carers manage and support relatives with lupus within the case

study

People go through a well-known journey when they are ill. This journey is the “care
pathway” (Holloway 2006). When people are ill they often recognise that something
is wrong with their body for a long while before making social contact with someone
else about their problems (Morse and Johnson 1991). Often the first person they
make contact with is a carer. The dominant social construct of carers in western
societies is that of being warm and supportive individuals, often female (Graham

1983, Twigg and Atkin 1994 and Wilson 1982).

‘(C]aring means doing things for people that they cannot do for themselves, and
personal care tasks such as lifting, toileting and washing provide the clearest

examples’ (Twigg and Atkin 1994 pg).

Our perspectives about the gendered role of caring are shaped by years of

socialisation in which women are often performing roles of being an unpaid carer

13



(Graham 1991, Clarke 2001, Gabe et al 2007). Our first experiences of caring are
often received from a mother or maternal figure in a kinship environment for example
grandmother or other female relation (Finch 1989). During periods of illness mothers
and maternal carers, transform into lay social workers and nurses. In these situations,
they often provide advice and guidance to others in the community whose needs for
dignity and independence remain vital to those who are ill or those who may be dying
(Clarke 2001). In western societies, the male “father figure” can be seen as distant
and remote with a more functional role as provider of resources for the home
commonly referred to as a “bread winner”. ‘/T]he principal role of the husband and
father was one of economic provider, for it was the man who engaged in the external
world of work in order to provide for his wife and children. In contrast, the role of

the wife was conceived more of inward looking, concentrating as it did on

maintaining the affective side of family life’ (Clarke 2001 p 200).

The gendered stereotype of caring is contradicted when men fulfil the role of carer
(DH 2008, Green 1988,). Lupus sufferers who are women may have to rely on their
partners or husbands. In addition, they may also rely on children when the partner or

husband is at work.

Carers can reach a point of fatigue as a result of accumulated demands placed upon
them to perform their role known as the ‘/d/aily grind of care giving’ (Twigg and
Atkin 1994 p4). They endure their role often with near selfless commitment to their
duty to give back care after receiving many years of support and affection from their
ill relative when they themselves were once healthy and active. In certain cases when
carers have reached a point of being unable to provide caring duties, this is described
as “caregiver burden” (George and Gwyther 1986, Visser-Meily et a/ 2004, DH
2007e). The caregiver burden covers all the ‘/p/hysical, emotional, social and

financial problems that can be experienced by family members caring for someone’

(George and Gwyther 1986, p.253).

The result might mean having to live in isolation if a care giving relationship may
have broken down or live in a state of dependency at the prospect of having to ask
friends or relatives for constant help. In these instances the care giving role may be

shared by other relatives, friends or even paid for and provided by local council social
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services home carers. In the last ten years in the UK, there has been an increase in
legislation designed to take into account the needs of the carers (DH 2008a). As a
result carers are able to request a “needs led” assessment to determine if they are

eligible for relief from care, known as respite (Beresford 2008).

There are measures to support the role of carers in our society as reflected in social
policy (DH 2008). This study will explore the extent to which personal events, social
events and experiences alienate carers from the decision making process by individual
sufferers and service providers (cf. Age Concern 2005, DH 2006a, DH 2006b, HSC
2004). Carers are under tremendous strain when the person who they are caring for
reaches a point where they are dying and eventually die. Throughout their caring role,
carers may reach a point where they rely on the expertise and support of health and
social care professionals to provide the right kind of advice and communication in the
right way (DH 2007a). The relationship between professional carers and unpaid
carers (who are family or friends) tends to be hierarchical and unequal with
professional carers often taking the lead on actions and decisions about the family

member (Hugman 1994).

Lawton (2000) also argued that unpaid carers, such as family and friends, not
excluded from the care arena, have an emotional quality far greater than the paid
carer. This is a more altruistic concern known as “caring about” someone (although
the same phrase may also be used to describe a paid carer perceived as “really caring”
beyond the call of duty — which implicitly recognises the same distinction). Medick
and Sabean (1984) argued that the words used to describe the qualities of unpaid
carers are not passive reflections of social reality; instead, they argue that those words
are symbolic representations of social reality aiming to redress the balance of being

left out versus being included in decision-making.

Carers often know that the people they care for would like to die at home. The
government recognises this. The government provides high levels of investment for
people with illnesses such as terminal cancer to receive support to die either at home
or in a hospice where appropriate. The government has stated that ‘/¢/he right to a
good death should be fundamental’ (DH 2004a p 27). There are national standards
provided by good practice in health settings around dying such as the Gold Standards
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Framework and the Liverpool Care pathway aimed at ensuring services throughout
the country can work towards a model of good practice (DH2004b). Carers however
should not be ‘short changed’. The UK government in principle recognises that it has
no right to expect carers to substitute for the role of state funded services in order to
save money. ‘[R]esource allocation decisions (in the NHS) have highly visible

consequences and generate fierce controversy’ (Hughes 1996 p 298).

Carers too often stand by as passive recipients of services affecting their relatives and
often only protest when services are negligent resulting in crisis. The words of central
government need to be translated into practical meaningful action at the front line of
health and social care delivery which should, in principle, be integrated, but in reality
remain disjointed as services jostle to avoid responsibility over individuals’ in more

difficult and complex cases.

1.4 Research objective three

To explore how lupus symptoms experienced by individuals are managed by

health and social care professionals

A number of doctors and other health and social care professionals are involved in the
care of the sufferers. The General Practitioner (GP) is the central point of contact and
often the initial point of referral to other expert consultants. All doctors involved in

the care of the sufferer are able to prescribe medication to alleviate various symptoms

and side effects that the person may be going through.

‘[T] he traditional focus of medicine is on the patient. Medicine defines the problem
first in terms of physiological phenomena — the condition or malfunctioning organ or

subsystem, the second in terms of the individual patient — his or her body’ (Twigg and
Atkin 1994 p 138).

Studies of the patient and doctor relationship have reported on decisions about
referring the patient for other types of intervention as bureaucratic and control regime
(cf. Freidson 1970). In addition, differences in the language used by doctors towards

their patients can be patronising. This leads to a breakdown in the participation of the
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treatment regime sometimes leading to issues of patient safety being jeopardized

(Freidson 1970).

Other studies report on the positive relationships between doctors and patients.
Receiving news of successful surgical operations are examples of the good work for
which doctors and nurses receive appreciation. There is also recognition that many
doctors are limited in what they are able to do in terms of their limited ability to
prescribe medication that is more effective. Sometimes a public outcry forces
politicians to prioritise decisions about delivering improved services. The case for the
use of the medication Aricept over five years ago in the treatment of early stages of
Alzheimer’s disease is an example. Aricept has become a popular drug that forced
people to make decisions to purchase privately for the care of relatives (BBC News

2004).

The commissioning body for NHS drugs, the National Institute for Health and
Clinical Excellence (NICE), makes decisions on behalf of the Department of Health
Services and originally did not support appeals for this drug to be made available
under the NHS. Sometimes when there is dissatisfaction with services based on
perceived poor quality of service delivery from organisation to members of the public
complaints to the law courts arise in order to seek redress. The intention of those
seeking redress, is for decisions affecting services, to be changed in order to increase
access to equitable services for members of the public. An example of this occurred
when Pharmaceutical firms Eisai and Pfizer, developers of the Alzheimer’s drug
Aricept (prescription name is Donepezil), mounted a legal challenge to the "unfair and

irrational" decision in May 2007 against the NICE.

Following a hearing in June 2007, the UK High Court ruled that the National Institute
of Health and Clinical Excellence was instructed to review the evidence used to
determine whether drugs for Alzheimer's disease are cost-effective in early stages of
the disease (NICE 2007). The background to the challenge emerged when NICE
ruled in March 2005 that, although clinically effective, Aricept, at a cost of £2.50 per
patient per day, was not cost-effective and should not be reimbursed on the NHS. The
companies claimed that the process leading to the Final Appraisal Determination

(FAD) and treatment guidance was unfair, as NICE had repeatedly refused to disclose
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a fully working version of the cost effectiveness model used in this decision. This was

the first NICE decision to be challenged at this level.

In August 2007 Judge Linda Dobbs ruled that the NICE Appraisal Committee acted
unlawfully by not having due regard to anti-discriminatory legislation in the
formulation of the guidance, potentially resulting in discrimination against mild
patients with learning or language difficulties. The judgment, in effect, upheld the
NICE guidance that the majority of newly diagnosed patients with Alzheimer's
disease of mild severity should receive drug treatments on the NHS. NICE has been
directed to prepare revised guidance to address this issue (PEC 2007). Those
lobbying for improved treatment for lupus sufferers will always have the

contestability of NICE policies in mind.

Doctors as health professionals offer a range of interventions to those who are ill.
They have functional roles and specialisms designed to guarantee an appropriate
degree of emphasis and intervention to their patient, who the system expects to
behave appropriately, by adopting the “sick role”. Although Parsons’ (1951) classic
description of the sick role is the basis of research going as far back as the 1930s, it
still provides a useful starting point for understanding the actions of both patients and
healing and caring professionals. The sick role is characterised by dependency on the
medical team to provide the answers and ultimate cure to the ailments, which have
perhaps led to the patient’s admission into the hospital. In the UK, the patient’s first
medical contact should be with the general practitioner. The exception should only
arise if the person has experienced a traumatic incident, which requires urgent

medical attention at a local hospitals accident and emergency department.

For lupus sufferer’s their long-standing relationship with the general practitioner will
usually have developed because of trust and cooperation between the two individuals.
In addition to the prescription of medication or provision of advice, the general
practitioner will arrive at (sometimes unpopular) decisions where it may be necessary
to alter treatment. In the case of those who suffer with medically unexplained
symptoms (MUS), the perception of patients as problematic people leads to a strain in
their relationship (Nettleton 2006). Patients may live with the satisfaction of knowing
that they have a label for their disease in the form of a diagnosis such as lupus.

However, it is possible for new and emerging symptoms to be encountered by lupus
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sufferers not attributable to the disease but other ‘systemic autoimmune syndromes’

(Reeves 2004 p342).

During times like this, the general practitioner will refer his patient to a specialist at a
local or regional hospital. These specialists are often referred to as consultant
physicians. They are often perceived as being the lead health professional within the
health and social care setting. An example of how the many roles are shared and
organised exists in the hospital ward setting where the patient’s care, as an inpatient,
is the responsibility of the consultant physician. The physician will then delegate
responsibility for care and treatment to the lead nurse or matron. In addition, a range
of other professionals will form part of the ward team and decision-making. These
other health and social care professionals could include occupational therapists, social
workers, speech and language therapists or health care assistants. The ward team
interact with one another to ensure that the patient is adequately cared for according
the doctors’ instructions. Doctor’s narratives will be explored using medical records

made available after the death of informant one.

However, doctors form only part of the social context for lupus sufferer and the
management of their illness. There is a perception that their intervention is not
cohesive. For example, this breakdown in cohesive practices occurs when the patient
returns to their own home to be care managed by other professionals, such as general
practitioners, or by a lay carer. The government has therefore pledged the need for
effective communication between professionals and services. ‘/T]he need for
efficient transfer across the interface has become more urgent since changes in health
care delivery have led to shorter stays (with less time to communicate information to
patients and primary care professionals) and for improved access to day case surgery
or open access investigations (raising the requirements for information from primary

care to hospitals)’ (DH 2007a p1).

Within the community, however, the community health and social care teams are
responsible for assessing the needs of people with long-term conditions some of
whom may have the disease lupus. The services provided by community health and
social care professionals are managed by another organisation, which is often the

local council’s social services department or the local primary care trust. Confusion
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between several organisations responsible for paying for the care services of the
individual can arise. In these instances, the public may lose confidence in how large
organisations are able to come together and provide a seamless arrangement for the

funding of hospice care for people with cancer as opposed to those who have lupus.

Since 2001, the government has recognised that the safety of patients should be an
important part of service planning and delivery (DH 2001). Many fatal incidents,
involving a range of service led errors, include incidents such as inappropriate
prescriptions of medication or inappropriate use of medical devices by patients whilst

in the care of hospital ward staff.

Adverse health and social care events cannot be eliminated from complex health care
but the aspiration of central government has been to ensure that services are designed
to learn that lessons from the past are used to reduce the risk to patients in the future.
The cost of adverse events is increasing. The Department of Health has suggested
that although changes in clinical governance and increased professional and service
regulation have been an attempt to commit to the delivery of high quality services to
those members of the public in need of help, there is still a need for more research on
reporting and information systems to capture the patient’s perspective about service
failings in UK (DH 2000a). Specific types of adverse events are seen to repeat
themselves at intervals, thus demonstrating that lessons have not been learned

(Carruthers and Philip 2006).

1. 5 Clinical representations of lupus

1.5.1 What is lupus?

Lupus is a chronic inflammatory disease of unknown aetiology that occurs in people
who have an overactive immune system. This condition is also classified as an
autoimmune disease; it affects most major organ systems. People with lupus vacillate
between periods of remission (waning) and exacerbation (waxing), with symptoms of
fatigue and chronic pain, and experience of disturbances of self-concept (Manson and

Rahman 2006, Baker and Wiginton 1997).
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One of the main targets for antibodies in lupus is the blood vessels. A frequent
complaint is Raynaud’s phenomenon, in which the fingers turn shades of white, blue
and red due to spasm of the arteries on exposure to the cold. As the antibodies are
carried through, the body lupus may strike any organ and so produce almost any
symptom. For example, in the case where kidneys are affected, the condition lupus

nephritis is the diagnosis for this.

Lupus no longer has the high mortality rate of the past due to improved diagnostic
tests that allow for earlier detection and treatment. The 5-year survival for lupus
patients has risen from 76% in the 1970s to 93-97% in 2000 (Reeves 2004). In 1991
the prevalence rates (i.e. number of people per 100,000 of the population) for lupus
was 28 per 100,000. The incidence rates (i.e. number of new cases that develop each
year per 100,000 of the population) were 3.8 per 100,000. Therefore about 26,300
developed the disease in 1991 (Lupus UK 2009).The incidence rates for lupus are
higher than incidence rates for motor neurone disease (2%) and multiple sclerosis

(3%) (DH 2005).

Treatment depends on the severity of the illness and may include non-steroidal anti-
inflammatory agents for arthritis, anti-malarial therapy for skin disease and other mild
lupus manifestations (Halverson 1992; Illman 1995). Studies have also revealed that
lupus patients are susceptible to infections and are likely to have increased mortality

rates if they have renal insufficiency (Woon-Leung 2006).

1.5.2 Initial symptoms

Early signs of lupus include fatigue, general weakness, headaches, poor appetite and
frequent infections. In addition, the following symptoms are also indicative:
sensitivity to sunlight, a red butterfly like rash on the face, a rash below the eyes and
around the lips (Baker and Wiginton 1997). The American College of Rheumatology
(ACR) have established an internationally accepted list of eleven symptoms the
presence of which four are indicative of lupus (Hochberg 1997). The list of
symptoms is as follows:

Malar rash - Malar erythema, flat or raised

Discoid rash - Erythematous raised patches with scaling and follicular

plugging
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Photosensitivity - Rash as an unusual reaction to sunlight

Oral ulcers - Oral/nasopharyngeal ulcers, usually painless, observed by

physician

Arthritis - Non-erosive arthritis involving two or less peripheral joints with

tenderness, swelling, or effusion

Serositis - Pleuritis or pericarditis

Renal features - Proteinuria or cellular casts

Neurological features - Seizures or psychosis

Haematological features - Haemolysis, leucopenia, lymphopenia or low

platelets

Immunological features - DNA, Smith antibody or antiphospholipid antibodies

(based on positive cardiolipin, lupus anticoagulant or false positive syphilis

serology).
Antinuclear antibody-positive - A positive test result suggests the likelihood of an
autoimmune disease but not lupus and the doctor will then carry out further more
specific tests (called '"ANA subsets’) to assist in making a final diagnosis (Hochberg
1997 p1725).

Lupus can cause damage to all organs in the body and sensory systems and increase
the risk of stroke and heart attacks. It can cause joint pains. It can also cause severe
problems in pregnancy, leading to miscarriage (Hughes 1996). Due to the variety of
symptoms that comprise the illness it is seldom alike in any two individuals and may
take years to diagnose. ‘Lupus can be a frustrating illness to manage because many
of the symptoms mimic other illnesses and the most debilitating factor, fatigue is
dismissed and trivialized’ (Baker and Wiginton 1997 p 129).

Lupus is similar to rheumatoid arthritis to the extent where it produces painful,
swollen joints. More than half suffer damage to the central nervous system, resulting
in signs and symptoms ranging from mild depression to stroke. The disease can also
cause hair loss. Recent advances in the diagnosis and symptom management of lupus
have now made the disease compatible with normal life span. However, lupus
remains a multisystem disorder with no cure. Consequently, every nursing speciality

is challenged in terms of comprehensive care to these patients (Lash 1994).
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Several mechanisms probably contribute to central nervous system dysfunction in
patients with lupus. Causes may include systemic and brain infection, cardiogenic
embolism, and hypercoagulable states. Patients present with a variety of central
nervous system disorders of the brain, including seizures, stroke, and psychosis.
Events with instantaneous onset probably represent a seizure. In addition, sudden

onset is also characteristic of a stroke (Futrell and Millikan 1994).

After diagnosis, living with lupus is a challenge. This study seeks to explore the
physical and social repercussions of the illness as far as possible from the perspective
of the sufferer as well as the carers and professionals. Patients and their families find
ways to incorporate being caregivers and lay health practitioners in their lives and
accommodate the effects of chronic disease (Permutt 1994, Bengtsson et al 2002).
Lupus can be classified into three different main types: Discoid lupus affects the skin
only; drug-induced lupus, which manifests lupus type symptoms that fade when the
implicated drug is discontinued; and systemic lupus, which causes inflammation in a
number of organs. Of the three types of lupus, only systemic lupus can lead to life
threatening central nervous system and or renal involvement. Renal involvement is
known as lupus nephritis. By the 1960s, lupus nephritis and progressive renal disease
emerged as dominant factors in lupus patient morbidity, and kidney failure had
become the most common form of death (Schiffenbauer and Seigel 2005, Bijl et a/

2002).

‘[R]enal involvement is one of the most serious complications of systemic lupus
erythematosus. It has a major impact on morbidity and mortality. The incidence of
renal disease in SLE varies with criteria used to define renal involvement and
selection of the patients. Using clinical parameters, the incidence varies from 45% to
75% but it is reasonable to assume that on average, two thirds of patients with well
documented SLE will develop renal symptoms during their disease course’ (Lewis et

al 1999 p 79).

Lupus and its variants have a spectrum of clinical problems, each with its own therapy
and outcome. Multiple immunologic abnormalities characterise lupus and include
altered control of antibodies and the presence of different antigen antibody

complexes. Early recognition of lupus is based on detecting these circulating serum
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antibodies that are, in fact, autoantibodies. Treatment with corticosteroids and, in
some patients, cytotoxic drugs, also known as chemotherapy, is, associated with
prolonged survival. Before making the diagnosis of lupus, it is important to rule out

other processes such as infections (Stevens 1993).

1.5.3 UK epidemiology

In 2004, the Department of Health produced the following findings from an
investigation into chronic illness (DH 2004c). Their study concluded that the UK
with a population of almost 60 million people 8.8m people in England have long-term
illness that severely limits their day-to-day ability to cope. Common chronic diseases
include:

a. Diabetes Mellitus current estimates put the number of people with diabetes at

approximately 1.3m people with perhaps another million undiagnosed.

b. Coronary Obstructive Pulmonary Disease affecting 600,000 people.

c. Asthma affecting 3.7m adults and 1.5m children

d. Arthritis affecting about 8.5m in UK.

e. Epilepsy with 400,000 sufferers England & Wales.

f. Mental 11l Health affecting one in six of the population, including 1 in 10

children. Chronic diseases are diseases which current medical interventions

can only control not cure.

There are an estimated 50,000 lupus sufferers in the UK (Lupus UK 2009). Some
experts believe that the rate of incidence is increasing, but this may owe more to the
improved diagnosis than a rise in incidence amongst people (Manson and Rahman
2006). Lupus no longer has the high mortality rate of the past few years due to
improved diagnostic tests that allow for earlier detection and treatment. Lupus is a
complex disease that affects the individual and the family. Lupus strikes all ages, but
peaks in the mid-twenties. Women are nine times more vulnerable than men are, and
it is nearly three times more common among black people than among white people in
the UK and USA (Isenberg ef al 2008, Khamashta ef a/ 2003). A disease once
thought to be a very rare condition is now believed to affect as many as one in 1,000
young white women. West Indian women may be even more susceptible. The

hospital admission rates per 100,000 of the population show that lupus is more
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densely distributed in city environments such as Manchester, London, and the West

Midlands (Goldacre at al 2005).

When compared to national trends of other chronic conditions, lupus is small by
comparison for example in 2006 the Department of Health reported that over 15
million people have a long-term condition (DH 2006a). Politicians with a special
interest in lupus have pushed for more to be done about the needs of lupus sufferers in

parliament and ultimately the NHS and local authority social care.

1.5.3.1 The role of politicians in the debating and shaping of lupus policy

Stimulated by her own personal interest in lupus, Janet Dean former labour MP
(Burton on Trent, Staffordshire) has played a role in trying to obtain accurate figures
of the number of people with lupus. Her desire as a member of parliament was to
enable and encourage people in strategic and planning roles within the health care
organisations to take notice, and work hard, to better plan for services on behalf of
lupus sufferers and their families. In 2005, she provided an interview for this case

study.

Politicians’ discourses are vehicles of narrative expression whether in written or oral
form (cf. Ager et al 2000, Hughes 1996). For this case study contextual explanations
about the role of politicians is important because it will demonstrate where their role
fits in with the national context in the formulation of legislative health and social care.
One politician, Janet Dean, was interviewed and the interview transcript was later
thematically analysed. The MP informant in turn referred the author to debate
transcripts about lupus that were also used to assess how a group of politicians share
their viewpoints and beliefs about what does and should constitute fairer services for

people with lupus.

Politicians enter the profession with a belief that they are able to make a positive
difference in the lives of the people that they represent as “vital politics’ (Rose 2007).
They often come from a background of civic engagement and political activism and

become motivated to represent others by a sense of injustice or inequity of services

25



being provided on a state funded basis. This could be about a particular single issue
or a general voice for greater civil rights. This is often in the form of writing into
newspapers, attending neighbourhood or community meetings or helping people to
articulate their grievances to people in authority such as the local council or their

member of parliament.

Once having joined the political process, maybe starting by becoming a representative
of a particular community group, many individuals who become politicians take time
to understand the role and function of the parliamentary system. There are a range of
procedures and meetings that allow politicians under guidance from their senior
colleagues, including civil servants, to learn about how to influence change and
perhaps raise the issues that they were committed to prior to becoming an elected
official. The shape and form of debates takes another turn for the politician elected to
represent their community once in parliament. This can include being involved in
various sub-committees or working parties or shadow cabinets or even the

government front bench.

Elected politicians wishing to argue various issues on behalf of their constituency they
have to be skilled at constructing, developing, and delivering speeches (cf. Carter
2004). Speeches have a particular purpose within the organisation of parliament and
fit a particular cultural pattern of expressive dialogue including use of metaphor
(Musolff 2004, Hughes 1996). Speeches can serve to convey the feeling of injustice
about a particular issue. They can act as a reminder about contextual aspects of why a
particular situation has arisen. They can act as a springboard for motivating a group
of politicians to act in the best interests of the whole community (or national interest)
over a particular issue and ultimately create legislation to bring about change and

practical improvements in the way in which services are delivered to the electorate

Some changes take a long time to become reality. In times like this, members of the
public become cynical of the political process and may describe the actions of
politicians as rhetoric of unimplemented reform (Hughes 1996). There may be
swathes of political narratives, all used to obtain a desired effect of change. These
include conversations, speeches, email, telephone conversation, and written proposals.

The politician’s skills are also to ask questions. Many politicians are trained in the
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law and are socialised in their legal training to influence others through carefully
constructed arguments. The questioning narrative is common in sub-committees and
working parties often chaired by a government (junior or senior) minister. Through

this process, amendments to legislation can arise several years later.

The All-Party Parliamentary Group for Lupus is an example of a group aiming to
debate the issues at stake for lupus sufferers, and their carers, within the context of
resource allocation from state funded health and social services. There are other
higher profile parliamentary groups and committees however, and lobby groups such
as the charity Lupus UK are able to mobilise their networks to play a role in
contributing to the debates around the challenges faced by lupus sufferers. The ability
to persuade others that a particular viewpoint is morally the right viewpoint is the
ultimate skill of politicians. Their ability to create a direct or indirect message

through their narrative is part of their major skill in communicating.

Janet Dean MP became the first chair of the All-Party Parliamentary Group for lupus.
She helped to organise several actions in parliament. These actions included
organising an early day motion about lupus. Early day motions are petitions that
politicians are asked to sign up to within the parliamentary setting. They are not
mandatory and as such, an MP like Janet Dean would have had to play a role in
persuading various members to sign up to this in order to raise awareness of the issues
in the house of parliament. Several hundred MPs signed up to the early day motion
which led to two main debates in the house of parliament about lupus as well as the
formation of the All Party Parliamentary Group for Lupus, chaired by Janet Dean MP.
The purpose of this section was not to appraise the speech patterns in detail as many
other works had covered this ground in relation to rhetorical strategies (cf.Orwell et a/
1968, Musolff 2004). The aim of using interview data provided by Janet Dean MP, as
well as reading the texts of the All-Party Parliamentary Group meetings, was to
contextualise the role and function of politicians in the planning aspects of health and
social care policy. This was at one level of politics, the highest level being the
formation of a Green Paper and ultimately legislation. This is also another example
of a social narrative about lupus, which sits in society alongside, and interacts with

those constructed by the medical profession and the sufferers and carers.
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1.5.4 Medical and social misconceptions

Dr. Graham Hughes, leading consultant Rheumatologist at St. Thomas’s Hospital,
London has reported that many women live with the disease for many years
undiagnosed. Women at his clinic frequently tell a story of how their complaints have
been diagnosed as growing pains, recurrent glandular fever, or severe migraine

(Hughes 1996).

There are many more mild cases, which miss diagnosis. The natural tendency of the
disease seems to be to burn out within a couple of years, although some cases are

more chronic and the condition may come and go without even being recognised.

Bertino (1993) has argued that rehabilitation professionals (e.g. Occupational
Therapists and Physiotherapists) should use a holistic approach to treat altered
functional ability and help individuals adjust to lifestyle changes associated with
chronic illness and or disability. Health professionals with specialised rehabilitation
knowledge and skills can help individuals with lupus realise and reach their optimal

level of functioning, and thus improve their quality of life.

Persons affected by lupus and their families need help in understanding their
condition and require support as they deal with fear, depression and possible
disability. Implications for nursing are varied and include patient/family education
about medication, joint protection principles, energy conservation, pain and stress
management, and coping techniques (Halverson 1992). In order for views of
Halverson (1992) and Bertino (1993) to be tested, we need to understand what people
with lupus go through and understand the very varied contexts that constitute their

life.
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2. Chapter Two - Health and social services provider context

2.1 Introduction

This chapter will explain the National Health Service (NHS) and Local Authority
Social Services (LASS) context in the United Kingdom (UK) of which people with
the disease lupus and their carers are part. In many ways, it will draw on the
influences of Foucault’s notion of governmentality as it can be applied to the guiding
of behaviour by large health and social care organisations ensuring that individual
patients choose the correct way to conform or respond to services (cf. Foucault 2008,
Lupton 1997, Petersen et al 1997, and Rose 2007). The contextual backdrop of the
organisation of the NHS and LASS departments is necessary to analyze how services

are planned, resourced, and evaluated (cf. Mandelstam 2005).

This chapter will comprise several sections. The main thrust of the chapter will be
historical, arguing that health and social services as separate organisations do not
work effectively as a partnership despite encouragement from central government to
do so. An example of this is the increasing demand for support for carers. ‘[W]elfare
reform, must ensure carers experience a system which is on their side rather than
enduring a constant struggle so that they are supported to have a life of their own

alongside their caring responsibilities” (DH 2008 p6).

The first section will offer a description of how the role of central government and
NHS is funded and report on how responsibility for service delivery to local people is
provided by local health organisations. The second section will describe the role of
functions devolved to social services departments and local councils and explain their
key challenges. Local councils’ social services departments operate though various
processes and organisational structures. Through guidance and policy initiatives, they
are duty bound to work in partnership, where necessary, with health care services.

The third section will introduce the importance of health and illness trends, as
collected by the Office of National Statistics. In addition, it will examine how trends
are utilised by government in the setting of priorities for spending on health and social
care in the UK. The fourth section will be an appraisal of how services for lupus

patients are provided. The section will detail the role of special interest groups that
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have a lobbying function to parliament in helping to raise awareness of the disease.
The fifth section will discuss how consumer dialogue is governed in the NHS and
Social services and explain how the complaints system operates when things go
wrong (Hughes 1996b, Hughes ef al 1997, Klein 2006). The sixth and final section
will discuss health inequalities and contemporary measures taken to alleviate social

determinants of suffering within a health and social care setting.

2.2 The role of central government (1970 — 2000)

In response to data regarding unmet need amongst the elderly and the disabled, the
Chronically Sick and Disabled Persons Act (CSDPA) 1970 (OPSI 2007) instructed
local authorities to make provision for those individuals with “permanent and
substantial” disabilities. Section 2 of the act allows local authorities to determine
what constitutes “permanent and substantial” without much guidance beyond the
DHSS Circular 12/7(2) (1970) which says ‘/T]he duty requires the authority to assess
the requirements of individuals determined by them to be substantially and
permanently handicapped as to their needs in these matters’. Mandelstam (2005),
Sheaff (1996), and Victor (1997) discuss this at some length. They suggest it is
evident, from the intentions of the CSDPA of 1970, that the then central government

recognised a gap in service provision at that time.

Mandelstam (2005) suggests that “permanent” is taken as meaning that the person
could have any disability that is not curable through medication or surgery and lasting
longer than six to twelve months, and “substantial” means that the person was unable
to perform more than one essential task in the home. Ultimately, the introduction of
this legislation informed the practices of health and social care professionals,

including social workers and occupational therapists employed by local authorities.

The formation of unified social service departments under the 1970 Local Authorities
and Social Services (LASS) Act (OPSI (2006f) facilitated the operation of the
CSDPA 1970. The 1970 LASS Act ended rivalry between Welfare Service
Departments, Public Health Departments and Children’s Departments, and brought
together the administration of various health and social care professionals, such as

occupational therapists and social workers. Various sections of the 1970 CSDPA also
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encouraged councils to keep a register of the number of disabled people living in the

community.

Occupational therapy departments emerged amidst the increasing demand for people,
such as lupus sufferers, to remain physically independent within their own homes as
well as to enable speedy hospital discharge and thus reduce the costs of inpatient
stays. Their roles would be to assess and provide equipment and recommendations
for major home adaptations and rehousing options to more suitable dwellings. In
certain circumstances, they would work with social workers to ensure that domiciliary

carers received the equipment that they needed to enable them to provide safer care.

Many people with disabilities including lupus sufferers would have difficulty
conveying that their condition was substantial, especially with medically unexplained
symptoms (Nettleton 2006). Due to the fluctuating nature of the condition it would be
difficult to articulate that they had the same barriers to survival around the home as
someone for example who may have had more visible physical impairments (Oliver

1990).

All four lupus sufferers within this study met their local social services department for
an assessment of need for equipment and or major adaptations to their dwelling.
Three met the researcher in his role as community occupational therapist. At the time
of research their needs were assessed in the context of a range of local authority
legislation such as the NHS and Community Care Act 1990 (OPSI 2006¢), the
Housing Act 1989 (OPSI 2006g); the Housing Act 1996 (OPSI 20061); and the
National Assistance Act 1948 (OPSI 2006h and Dimmond 1997). Therefore, no
matter whether a person is or is not entitled to a specific resource, the safety net

mechanism should provide a minimum resource (i.e. information and advice).

Although the CSDPA (1970) laid down the procedure by which local authorities
should start the process of counting the numbers of disabled people in their respective
communities it was only in 1985 that the government decided to take the lead in
commissioning a census of the number of disabled people in the U.K (Martin et al
1988, Oliver 1990). Prior to this, data from a smaller scale survey, known as the

General Household Survey was extrapolated to assess the needs of the population at
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large (Green 1988). No specific mention was made in this survey about people
diagnosed with lupus in particular. Lupus is a medical condition on the margins of

health and social care policy and planning.

2.3 Health and social service roles and responsibilities 2000 - present

The majority of today’s consumers, as taxpayers who become ill, are eligible to
receive high quality health and social care services based on clinical need and not on
the ability of the consumer to pay (Wanless 2002, Rose 2007). Research undertaken
by the Joseph Rowntree Foundation (Turner ef a/ 2003) found that respondents
viewed access to services, including housing, education, employment and transport, as
well as health, social care and benefits as a basic human right. One key factor
determining treatment and care, however, will be whether those individuals are
eligible to receive certain categories of services (Turner et a/ 2003). The queuing
system that is evident in UK welfare services has resulted in criteria being developed
so that those people most in need can be prioritised in order for assessments and
intervention to be provided. An example of eligibility guidance is the Fair Access to

Care Services (FACs) guidance (DH 2002).

The FACS guidance is part of the standardisation of local authority discretionary
practices on how to utilise resources for the local population in terms of need
(McDonald 2006). The Wanless Review in 2002 warned that health providers
(including government) and citizens need to work together to become “fully
engaged”. The patient is expected to work on improving his or her own lifestyle
arrangements (e.g. achieving a balanced diet and smoke cessation).

The NHS, for example, could not be expected to achieve full engagement with staff
shortages in key service areas and would have to settle for a performance scenario of
either “slow uptake” or “solid progress”. “Slow uptake” is a high cost scenario
assuming slow improvement in the NHS productivity and no change in patient
engagement in the health implications of their own lifestyle arrangements. “Solid
progress” (clearly the preferred scenario) assumes there is continuous improvement
of NHS productivity, and requires greater engagement by patients in the health

implications of their own lifestyle.
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The present research studies how limited availability of professional staff in key areas
across social services and the NHS contributed to limitations in service provision for
lupus sufferers. It hopes to show how society, at the central government level, might
mitigate the individual experience of frustration caused by the time delays in the
functioning of two bureaucratic systems, local councils and NHS providers of care to

something more like the “solid progress” scenario.

The 2001 census indicates approximately 2.5 million people as being qualified to
work in health and social care in the UK (Dorling and Thomas 2004).

This workforce included clinical and administrative staff: managers, health
professionals, researchers, social and care workers, nurses and midwives, therapists,
other health professionals and support staff. One million people worked in direct
contact with patients. They comprised of the following groups; care assistants and
home carers (450,000), nurses (392,000), medical practitioners (115,000) and nursing
auxiliaries and assistants (109,000). Other key occupations were dental practitioners
(21,000) and midwives (25,000). For every 10,000 people in England and Wales,
there were 86 care assistants and home carers, 75 nurses, 22 general practitioners, 5
midwives and 4 dental practitioners. Yet Bajekal e a/ (2006) suggest there is still a
shortage of health and social care professionals to meet the demands of the population

at large.

Local authorities were given responsibility to take necessary steps to meet the needs
of those with a chronic illness. Local authorities accepted that they did not always
have the expertise to understand what constituted permanent illness. They established
systems whereby social workers would have to liaise with the patient’s doctor to find
out more about the sufferer’s symptoms. Even later when local authorities began to
employ health professionals in the form of occupational therapists this type of cross
boundary rivalry did not diminish between health and social services staff. Often
medical fees are invoiced to the local authorities for the doctor to provide his opinion.
This often led to feelings of ambivalence between the professionals and perceptions of

increased professional bureaucracy (cf. DH 2007).

The author advocates a system of joint working with a broad range of health and

social care professionals (Turner- Stokes 2008). This is common in community
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mental health teams. In community mental health teams psychiatrists, social workers,
occupational therapists and psychologist share information and cooperate with one
another in a systematic and responsive way by organising weekly meeting to discuss

the needs of patients.

2.4 The role of central government: How are health and social services

managed?

In the UK central government is elected by its citizens to serve a term of office, which
may last no longer than five years. Central government manages the public purse.
The government comprises a cabinet, another name for a senior management team of
leading politicians responsible for different offices (e.g. health, education, transport,
local government etc). The named senior politicians in the cabinet are known as
ministers. They are responsible and accountable to the Prime Minister. The
government works toward its aims and objectives set out in their manifesto and
policies. They use information about public health trends to help organise policy and

ultimately legislation.

Central government manages the health and social care needs of its population
through the state funded organisation known as the Department of Health. This is a
separate office made up of non-elected civil servants. They provide a range of
expertise in areas such as research, social services, and finance, for example. They
support the plans of government as they manage the health and social care priorities

of its populations in accordance with government policies.

Regulatory bodies (e.g. the Audit Commission, Care Quality Commission and the
Health Commission) are arms - length government organisations that help to monitor
the performance of hospitals, councils and social services departments and provide
feedback to central government in order that they may plan how services are
resourced and managed at a future point in time. Central government is responsible
for organising health and social care services on behalf of the population. The
diagram below, Figure one, illustrates the relationship between the population and
central government who are responsible for the delivery of services provided by the

NHS and LASS departments.
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Figure 1: Relationship between central government and population
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Since the formation of the NHS in 1948, there have been several reorganisations and
restructurings of the NHS (Meredith Davies et al 1993). The changes in the NHS
structure which took place in the mid 1980s set out to introduce commercial
management practices into the NHS (Griffiths 1988). The executive function
previously held by clinicians was replaced by an administration of professional
managers appointed for their management skills rather than their skills in-patient care

(Klein 2006).

After the 1980s, reforms the health services would continue to be funded from general
taxation and national insurance contributions and the service would remain true to its
original goal of being free at the point of delivery. The Secretary of State for Health,
a Member of Parliament, had and continues to have complete responsibility for health
services and, being a member of the Cabinet, is responsible directly to parliament.
The chief executive of the NHS at the Department of Health reports to him/her. The
chief executive of the NHS is a paid civil servant who overseas the management of
the NHS including strategic health authorities, primary care trusts, ambulance trusts
and mental health trusts. The Secretary of State for social services is responsible for

services that are undertaken by local authorities. An example of this is the delivery of
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services via directives as set down in key legislation such as the Children Act 1989
(Blakemore and Griggs 2007) and the NHS and Community Care Act 1990 (Webster
2002, OPSI 2006¢). The following diagram, figure two, illustrates the relationship

between central government and local government departments.

Figure 2: Relationship between central and local government
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Facing the staff within those organisations is the burgeoning challenge to discriminate
among the needs of people, to report using a system couched in the form of eligibility
criteria and thus, where possible and necessary, physically to assess those in most
need. Today, providing they fulfil criteria of the Fair Access to Care services (FACs)
guida