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The language of rights has long permeated discussions about
health care in Britain, but during the latter half of the 20th century,
patients’ rights achieved a level of unprecedented prominence.
By the end of the 1980s, the language of entitlement appeared
to have spread into many areas of the National Health Service:
consent to treatment, access to information, and the ability to
complain were all legally established patients’ rights. Patient or-
ganizations played a critical role in both realizing these rights and
in popularizing the discourse of rights in health care in Britain.
“Rights talk,” however, was not without its drawbacks, as it was
unclear what kinds of rights were being exercised and whether these
were held by patients, consumers, or citizens. (Am J Public Health.
2012;102:2030-2038. doi:10.2105/AJPH.2012.300728)

THE IDEA THAT PATIENTS HAVE
rights in relation to health care is
a powerful one, but it is a concept
that has often generated prob-
lems when put into practice. As
recent debates about health care
reform in the United States make
plain, both supporters and detrac-
tors of universal health care have
been able to use the language of
rights to make their case." The
application of rights to health is
no less challenging, however, in
countries that do have systems
guaranteeing population-wide
access, such as Britain with its
National Health Service (NHS). In
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January 2009, the Labour gov-
ernment introduced the NHS
Constitution for England, a docu-
ment that set out a series of
rights, responsibilities, and
pledges designed to embody the
“principles and values” that guide
the NHS. Patients were told that
they had 25 rights, encompassing
areas such as access to health ser-
vices; quality of care and the
environment; access to nationally
approved treatments; respect,
consent, and confidentiality;
informed choice; involvement in
their own health care and the
wider NHS; and complaint and
redress.” The NHS Constitution, it
was claimed, brought together “in
one place for the first time in the
history of the NHS what staff,
patients and public can expect
from the NHS.”

Although the introduction of
the NHS Constitution was an
important development in the
reform of British health care
under New Labour, it was cer-
tainly not the first attempt to for-
mulate a list of patients’ rights, or
to use these to shape the future of
health services. From the 1960s

ghts

onwards, a number of organiza-
tions claiming to represent the
patient, such as the Patients Asso-
ciation, the Consumers’ Associa-
tion, the National Consumer
Council, and the Community
Health Councils, drew on the lan-
guage of rights to put forward
their demands. Concerns about
patients’ ability to complain, their
access to information, and the
presence of medical students dur-
ing consultations and treatment
were framed around the concept
of rights. Patient organizations
also expended much time and
energy drawing up patients’ char-
ters and guides to patients’ rights
within the NHS. But where did
this language of rights come
from? What did it mean to talk
about patients’ rights in the con-
text of a collective health system
like Britain’s NHS?

In this article, I explore how
the language of rights came to
enter the discourse around British
health care in the 1960s, and
how it was developed and applied
by patient groups in the 1970s
and 1980s. Drawing on the
papers of patient organizations,
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government records, newspapers,
and medical journals, I suggest
that although the language of
patients’ rights held rhetorical
power, putting such language into
practice was to prove deeply
problematic.

RIGHTS AND HEALTH
IN BRITAIN

Three distinct, but overlap-
ping, visions of health rights were
articulated in Britain during the
second half of the 20th century:
health as a human right, as a citi-
zen’s right, and as a consumer’s
right. The notion that health is a
fundamental human right—that it
is a right that individuals possess
simply by being born—is almost
as old as the notion of human
rights itself. Most commentators
place the “invention” of human
rights in the 18th century, and
although the right to health was
not among the initial rights estab-
lished by the French National
Assembly, it was added to the list
of the state’s obligations to its cit-
izens by the Constituent Assem-
bly in 1791.* In Britain, there
was no such bargain between the
state and citizen, and it was not
until the United Nations Univer-
sal Declaration of Human Rights
in 1948 that the right to health
was contemplated on a global
level. The UN Declaration
asserted that “Everyone has the
right to a standard of living ade-
quate for health and well being
of himself and his family, includ-
ing food, clothing, housing and
medical care.” The right “to the
enjoyment of the highest attain-
able standard of physical and
mental health” was also central
to the establishment of the World
Health Organization in 1946,
and was enshrined in interna-
tional law through the Interna-
tional Covenant on Economic,
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Social and Cultural Rights, which
came into effect for member
countries in 1976.° During the
1970s, the idea that health was a
fundamental human right
received added impetus from the
Alma Ata Declaration on Pri-
mary Care in 1978, and through
the international public health
movement.” Health as a human
right became linked to develop-
ment goals in the 1980s and,
since the 1990s, to combating
HIV/AIDS.®

Although the notion of health
as a human right was significant
at the transnational level, in the
United Kingdom the notion of
rights in health took a rather dif-
ferent trajectory over this period.
Instead of being concerned pri-
marily with human rights, the
rights discourse in Britain
seemed to focus more on the
rights of citizens. This could be
partly explained by long-running
discussions about individual
rights within health in the United
Kingdom. In the medical market-
place that predated the NHS,
patients had contractual and
common-law rights relating to
health care, as with other goods
and services.” Even within chari-
table provision, subscribers to
hospital contributory schemes
were entitled to some say in the
way in which the institution was
managed through representatives
on hospital management commit-
tees."” Entitlement also lay at the
heart of the gradual development
of state-sponsored health care in
Britain, up to and including the
establishment of the NHS. The
National Health Insurance Act of
1911 introduced compulsory
health insurance for manual
workers. In return for their finan-
cial contribution, members
received benefits when sick and
access to medical care without
additional payment.
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The National Health Insurance
Act has often been seen as a har-
binger of the NHS, but the pre-
cise form Britain’s health system
should take was the subject of
much debate throughout the
1930s and 1940s.!"" The service
that emerged was based not on
insurance contributions and indi-
vidual entitlement, but on the
universal principle that all citi-
zens were eligible for care
regardless of whether they had
paid directly toward the funding
of the service. Such a collective
system (at the time unique to the
United Kingdom) implied a more
collective view of rights with
respect to health. Although the
National Health Service Act
(1946) was framed around the
duty of the minister of health to
provide a comprehensive service,
not the right of the patient to
receive this, the message that
reached the public emphasized
universal entitlement.”* A leaflet
distributed to all homes in 1948
asserted that the new service
would “provide you with all med-
ical, dental and nursing care.
Everyone—rich or poor, man,
woman or child—can use it or
any part of it.”*®> Underpinning
such promises was the notion of
social rights. For the sociologist
T.H. Marshall, social rights per-
mitted the citizen access to a
minimum supply of essential
social goods and services (such
as medical attention, shelter, and
education), to be provided by the
state. * The NHS, and the other
achievements of the “classic” era
of the British welfare state
(1945-1975), appeared to offer
a kind of social citizenship based
on collective rights."”

Interwoven with ideas about
the health rights of citizens was
another set of expectations: the
rights individuals could demand
as consumers. The relationship
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between citizenship and con-
sumption has been the subject of
much research in recent years,
and the activities of citizen-con-
sumers can be detected as far
back as the 19th century and
beyond.'® By the middle of the
20th century, however, citizen
and consumer identities were
becoming welded together more
tightly. The establishment of the
Consumers’ Association in 1956
was a significant point in the
development of the organized
consumer movement in Britain,
introducing comparative testing
and consumer activism based on
rational principles. The activities
of the Consumers’ Association
and other consumer groups
helped to shift consumerism
“beyond things,” encompassing
public goods and services as well
as private ones.”” By the 1960s
and 1970s, this approach had
found purchase inside govern-
ment. Organizations like the
National Consumer Council were
created in 1975 to represent the
consumer within public services.
State-provided amenities, from
housing to health care, were
being discussed in increasingly
consumerist terms.'®

Such a language held special
relevance for the NHS. Few major
alterations to the health service
were attempted during the 1950s,
but the period from the 1960s to
the mid-1970s witnessed an era
of technocratic change. A series of
measures were introduced to
improve the efficiency and effec-
tiveness of the NHS, culminating
in a complete structural reorgani-
zation in 1973 As part of this
reorganization, 207 Community
Health Councils were established
at the local level to be the “voice
of the consumer” inside the health
service.”” Consumer representa-
tion within the health service was
in line with the general trend
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toward the improvement of
citizen-consumer representation,
but could also be seen in the light
of a number of high-profile fail-
ings of the NHS. Particularly sig-
nificant was the revelation that
NHS patients were routinely
being used in medical trials with-
out their knowledge or consent.
The publication of an article (and
later book) entitled “Human
Guinea Pigs,” which charted some
of these experiments, prompted
Helen Hodgson, a teacher, to set
up the Patients Association in
1963.2' Although patients were
supposed to give their consent to
participate in medical trials (fol-
lowing the Nuremberg Code), this
was widely ignored both in the
United Kingdom and in the
United States.?* For Hodgson, the
key issue was that “Patients are
not told if they are receiving new
or orthodox treatment. I maintain
that they should be told.”*® The
patient, she asserted, “is entitled
to know what treatment, if any,
he is receiving.”** The Patients
Association was therefore keen to
establish the right of the patient to
consent to all treatment, whether
experimental or not.

The demand for bodily auton-
omy made by the Patients Asso-
ciation echoed the kinds of rights
claims made by the new social
movements of this period. As the
feminist historian Shelia Rowbo-
tham commented, “Rights were
not abstract or about politics
alone, they were active and
about sex as well as econom-
ics.”?® This wider conception of
rights was crucial for dealing
with the problems of “quality of
life, equality, individual self-real-
ization, participation and human
rights,” representative, for Jurgen
Habermas, of a “new” form of
politics.2® The rights claims of
the 1960s and 1970s were thus
a different kind of rights claim to

that of the past, rooted not in
transactional contracts and the
market place, or in the social
contract between state and citi-
zen, but in the politics of every-
day life. Rights discourse became
a way in which individuals could
articulate new demands about
their ability to determine how
they lived, and about the fate of
their bodies. A space for the indi-
vidual, autonomous patient
seemed to be opening up. And,
by drawing on a language of
rights, this patient appeared to
have found a powerful means of
self-assertion.

PATIENT ORGANIZATIONS
AND PATIENTS’ RIGHTS

Rights claims were essential to
the work of a number of groups
that attempted to represent the
patient as consumer in the latter
half of the 20th century. During
the 1970s and 1980s, health
consumer groups produced a
range of guides to patients’ rights.
Publications included the Patients
Association’s Can I Insist? (1974);
the Consumers’ Association’s
Guide to Your Rights (1980); a
joint Consumers’ Association—
Patients Association publication,
A Patients’ Guide to the NHS
(1983); the National Consumer
Council’s Patients’ Rights (1983);
and the Association of Commu-
nity Health Councils in England
and Wales’s Patients’ Charter
(1986).2” Such a proliferation of
documents listing patients’ rights
can be read in two ways. On the
one hand, the abundance of
charters points to the importance
of the language of rights for
patient groups, but on the other,
the apparent need for these
rights to be stated and restated in
multiple publications would sug-
gest that there was widespread
ignorance about patients’ rights.
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Indeed, in some ways, the
large number of charters pro-
duced by patient organizations
hinted at the fragility and dubious
legality of many of the rights pro-
posed. Despite claiming to be
comprehensive guides to the
rights that patients held, many of
these publications confessed to
confusion and uncertainty about
the nature and legitimacy of
patients’ rights. The National
Consumer Council stated that

it is difficult to say precisely
what health care patients are
entitled to expect of the Na-
tional Health Service (NHS).
There are clues, but most of
them are open to different in-
terpretations, and circumstances
greatly affect cases.”®

This was partly because, as the
Consumers’ Association observed
in their guide to consumers’ rights
across a range of different ser-
vices (both public and private):

There is no comprehensive list
of rights which you can consult,
nor is there any specific area of
law that deals with them. Your
rights are scattered among hun-
dreds, perhaps thousands, of
Acts of Parliament and second-
ary pieces of legislation. . . .
Sometimes your rights are not
written down at all. They may
exist because of custom and tra-
dition, or merely because there
is nothing saying that they are
absent.*?

Indeed, most of the rights listed
in the various guides and charters
had no or little legal basis. A legal
conception of rights was not the
only way of viewing patients’
rights, and legalistic notions of
rights have often been criticized
for being too narrow in their
focus.>® Nonetheless, the legal
development of patients’ rights
was significant, as this indicates
the extent to which these rights
were being taken up by other
actors, most importantly by the
state. During the early 1970s, the
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Patients Association attempted to
get a formal Patients’ Rights Bill
established. The association was
particularly concerned about the
practice of using patients in teach-
ing hospitals for the purposes of
medical education without their
consent. As the leader of the
Patients Association, Helen Hodg-
son, remarked in the Daily
Express, patients “are not cranks
or prudes. They simply want to
be treated as humans—not as
specimens. They want the right to
preserve their human dignity and
modesty.”*!

The association believed that
the patient should also have a
right to refuse to participate in
teaching if they so wished, and
they lobbied Members of Parlia-
ment (MPs) to get them to intro-
duce legislation on the issue.** In
April 1974, the Patients Associa-
tion succeeded in sponsoring a
bill in the House of Commons.>*
The Patients Rights Bill was
intended to “Establish the rights
of patients to privacy when
receiving hospital treatment
under the National Health Ser-
vice,” and it proclaimed that
patients had a “right to receive
all forms of hospital treatment
without any person being present
other than those who are neces-
sarily concerned in the provision
of that treatment.”**

The Patients Rights Bill did not
pass, partly because health minis-
ters thought that the issue was an
unsuitable subject for legislation,
and officials believed that the bill
was poorly drafted.?® But there
were also more fundamental rea-
sons why the bill failed. Health
officials had actively discouraged
the use of the language of rights
when devising a memorandum
on the cooperation of patients in
the teaching of medical students.
Early drafts of the document
included reference to the
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patient’s “right to refuse” to being
used in teaching, but civil ser-
vants were unsure if any existing
legislation actually gave patients
a legal right to refuse.’® Indeed,
during the 1960s and 1970s,
patients had few if any legal
rights. Patients did appear to
have a right to consent to treat-
ment, which had grown up
through case law, but unlike in
the United States, there was no
single British law requiring indi-
viduals to give consent to medi-
cal treatment.”” Medical
practitioners could be sued for

During the early 1970s, the Patients
Association attempted to get a formal Patients
Rights Bill established. The association
was particularly concerned about the practice
of using patients in teaching hospitals
for the purposes of medical education
without their consent.

’

battery if they performed an
examination on a patient without
his or her consent, or they could
be sued for negligence if they did
not sufficiently explain the risks
associated with a procedure.
Some commentators argue that
even today British patients do
not have a formal right to con-
sent, although seeking consent is
now common practice, and this is
somewhat strengthened by the
Human Rights Act (1998).3®

The failure of the Patients
Rights Bill did not stop patient
groups in their attempts to estab-
lish formal rights for patients.
Two areas where patient organi-
zations had more success were in
establishing a right to access to
medical records and in creating a
right to complain. The right to
access to medical records was
introduced through two pieces of
legislation—the Data Protection
Act (1984) and the Access to

Mold | Public Health Then and Now | 2033



| PUBLIC HEALTH THEN AND NOW |

Health Records Act (1990)—that
gave patients the right to see
their own computerized and
paper-based medical records.?®
The introduction of this legisla-
tion was driven partly by the
activities of patient organizations
and also by European Union
directives that required member
countries to open up data to indi-
viduals.** The development of
the right to complain, as will be
seen, was not any more
straightforward.

THE RIGHT TO COMPLAIN

Of course, patients in Britain
have probably always com-
plained about elements of the
medical care that they received,
but a centralized, coordinated
system for dealing with these
complaints is a much more recent
invention.* Patients were able to
complain about an individual
doctor’s conduct to the General
Medical Council. The council,
however, was not primarily a
machine to handle patients’ com-
plaints but a regulatory body for
doctors.*? There was a system in
place to deal with complaints
made against general practitio-
ners: patients could complain to
the Executive Councils, later
Family Practitioner Committees,
and have their case heard by the
local Medical Service Committee,
which acted as a judicial tribu-
nal.** However, there was no sin-
gle system in place for complaints
about treatment in hospital. Until
1966, when a Ministry of Health
circular was issued, there was no
official guidance on the establish-
ment of hospital complaints pro-
cedures, and as a result these
varied significantly from hospital
to hospital. Even after the circu-
lar, much was left to local discre-
tion, doctors handled complaints
about other doctors, there was

2034 | Public Health Then and Now | Mold

little or no external oversight, and
the complaint procedures them-
selves were not binding.**
Despite these difficulties,
patients seemed to be becoming
more willing to complain.
Although patients’ satisfaction
with the NHS was generally high
in this period—in 1961, Political
and Economic Planning reported
that 86% of patients surveyed
were satisfied with their general
practitioner—complaining was on
the increase.*” Between 1967
and 1971, the total number of
written complaints investigated
by hospital authorities in Eng-
land and Wales rose from 7984
to 9614. This represented a
slight rise in complaints per
1000 discharges: from 1.59 in
1967 to 1.75 in 1971.*° Further-
more, written complaints were
likely to represent just a fraction
of the total number of complaints
made. Research in Scotland
found that 25% of patients inter-
viewed in hospital claimed to
have made some sort of sugges-
tion about “desired improve-
ments.”*” The fact that few of
these criticisms translated into
formal complaints says rather
more about hospital complaints
procedures than unwillingness on
the part of patients to complain.
The issue of patients’ com-
plaints was given added impetus
in the wake of a series of medical
scandals in the late 1960s and
early 1970s, which exposed not
only poor-quality care but also
the inadequacy of complaints
procedures. Public inquiries into
long-stay treatment of the elderly
and the mentally ill at Ely Hospi-
tal, the Farleigh Hospital, and
the Whittingham Hospital all
pointed to the suppression of
complaints, the victimization of
staff who complained about the
treatment of patients, and the fail-
ure of members of the hospital

management committee to pro-
vide adequate safeguards or
means of redress for complain-
ants.*® A coordinated, fair, open
system for making complaints
was clearly required.

The task of providing guidance
on the establishment of a com-
plaints procedure was given to a
governmental committee chaired
by Sir Michael Davies, a senior
lawyer and later High Court
judge. Established in 1971, the
Davies Committee was made up
of individuals from a diverse
array of professional back-
grounds, but what was particu-
larly significant about the
committee’s membership was that
doctors and other health profes-
sionals were in the minority: of
the 17 committee members, only
three were doctors. This mixed
membership suggested a real will-
ingness to investigate the com-
plaints issue from the perspective
not only of the doctor but also of
the patient. This can also be seen
in the way in which the Davies
Committee conducted its investi-
gation. It did hear from the vari-
ous professional bodies and royal
colleges, but the committee also
sought the views of a number of
patient groups, including the
Patients Association and the
National Association for the Wel-
fare of Children in Hospital.*’
The opinions of these organiza-
tions were also reflected in the
committee’s final report.

Indeed, the Davies Committee
was keen to place its findings
within the context of growing con-
sumerism. The report commented:

This is an age in which the legit-
imate interests of the consumer,
who in the hospital service is
the patient, are rightly receiving
increased protection in many
fields. . . . We see no reason
why these general principles
should not apply to the hospital
service.”
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Moreover, the committee con-
tended, “Few [patients] have any
serious grievances. But those
who do have the legitimate
right—no less—to have their dis-
satisfaction fully and fairly inves-
tigated.”®" This was an important
statement. The Davies report
appeared to be the first signifi-
cant step toward establishing a
right for patients to complain.

Yet the fate of the report tells a
rather different story. Overall, the
Davies Committee made 82 sepa-
rate recommendations and pro-
posed a complex and legalistic
complaints procedure based on a
tribunal system. They also sepa-
rated out clinical and nonclinical
complaints, leaving doctors to
investigate allegations about medi-
cal mistakes. Despite this conces-
sion to professional self-regulation,
the report was not well received
among the medical community.
The joint Medico-Legal Subcom-
mittee of the Central Committee
for Hospital Medical Services of
the British Medical Association
and the Joint Consultants Commit-
tee argued that the report implied
that “every encouragement be
given to all citizens ... to make a
suggestion or complaint, not only
when it is reasonable, but on any
occasion, however trivial.” The
effect of this atmosphere of com-
plaining, they contended, would
be “to damage the service pro-
foundly and to the detriment
rather than to the advantage of
the community in which it exists
to serve.”®* The Council of the
British Medical Association and
the Joint Consultants Committee
told Sir Henry Yellowlees (the
chief medical officer) that “no part
of the proposals put forward by
the Davies Committee can be
considered as acceptable to the
medical profession until the con-
sidered view of the Association
has been submitted.”>
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Despite the fact that the Brit-
ish Medical Association had
given evidence to the Davies
Committee, doctors were obvi-
ously unhappy with its findings.
By contrast, patient groups were
broadly supportive. For example,
the Patients Association
“welcomeld] the constructive
nature of the report and its sym-
pathetic approach to the anxiet-
ies and preoccupations of
patients.”>* But the reception of
the Davies report illustrated the
relative lack of power of patient
groups compared with profes-
sional groups. As Charles Web-
ster noted, support for the Davies
report “derived from the rela-
tively powerless consumer
groups, whereas within the NHS
it possessed few friends and
many powerful enemies.”* The
report, according to the sociolo-
gist Margaret Stacey, was met
with “thundering silence” and
long delay.>® A draft code on
hospital complaints procedure
was produced in 1976, and this
was followed by another consul-
tation document in 1978. In
1981, a Department of Health
circular was issued to all hospi-
tals, but the complaints proce-
dure was still a draft and not
compulsory. It was not until
1985 and the passing of the Hos-
pital Complaints Procedure Act
(12 years after the Davies report)
that hospitals were actually
required to have any sort of com-
plaints procedure in place.

Moreover, even the creation of
this piece of legislation was due
to serendipity as much as design.
In January 1984, the Conserva-
tive MP for Newbury, Michael
McNair-Wilson, was taken seri-
ously ill with kidney failure.>”
Following months of hospitaliza-
tion, and a number of medical
mishaps, McNair-Wilson pub-
lished a “Patient’s Charter” which
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he hoped would redress the
power imbalance between doc-
tors and patients “by laying down
certain basic patients rights
which will apply to every per-
son.”®® Although he was unfortu-
nate to have been so unwell,
McNair-Wilson was lucky enough
to have his name drawn in the
members’ ballot in 1985, allow-
ing him the opportunity to put
forward a piece of legislation.
Most MPs, when given this
chance to get their name on the
statue books, opted to put for-
ward a technical piece of legisla-
tion that the government wished
to see passed but that was not
significant enough to be included
in the main legislative program.®®
Lots of important legislation has
been passed through private
members bills, particularly on
social and moral issues, such as
the Abortion Act in 1967, but
most of these bills resulted from
pressure group lobbying. How-
ever, this does not appear to
have been the case with the Hos-
pital Complaints Procedure Act:
patient-consumer groups had no
direct involvement in the cre-
ation of the act. Instead, McNair-
Wilson acted alone. According to
Mulcahy, who interviewed
McNair-Wilson before he died in
1993, the MP had wanted to use
his bill to get his entire charter
made into legislation, but the sec-
retary of state for health told him
that he would get government
backing only if he selected just
one clause from the charter to
form a bill.*° McNair-Wilson
chose the introduction of a com-
plaints procedure; this was duly
translated into legislation, and
passed unopposed in February
1985.% The Hospital Complaints
Procedure Act required health
authorities in England and Wales
and health boards in Scotland to
establish a complaints procedure
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and bring it to the attention of
patients.®” The Department of
Health drafted further guidelines
on complaints procedure, and
these were finally issued to all
hospitals in 1988.%%

CONCLUSIONS

The introduction of the Hospi-
tal Complaints Procedure Act
might seem like a rather small
victory given the amount of
interest in the notion of patients’
rights in general, and the right to
complain in particular, during
this period. Although there is
some evidence to suggest that
the notion of patients’ rights was
beginning to be taken up by
other actors, significant questions
can be raised about whether the
use of rights language actually
demonstrated a shift in the
power balance within British
health care. It might have been
largely due to chance that the
Hospital Complaints Procedure
Act entered the statute books,
but it is possible to argue that
without the broader discussions
about patients’ rights and com-
plaining, and specifically the
work of patient groups in produc-
ing patient guides and supporting
complainants, McNair-Wilson
would not have written his char-
ter. Patient-consumer groups
helped produce a language of
patients’ rights that was then
taken up by politicians, as can be
seen in the later establishment of
the Patient’s Charter by the
Department of Health in 1991.%*
Patient-consumer groups were
suspicious of the Patient’s Charter,
however, and the way in which
the government appeared to
have adopted their language of
patients’ rights and put it to a
new purpose.’® The Association
of Community Health Councils in
England and Wales, for example,
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argued that the Patient’s Charter
should

do far more to address impor-
tant issues at the heart of the
health service—equality of ac-
cess to health care, the scope
for patient participation on the
basis of informed choice and
the quality of care and treat-
ment.*®

The consumer leader Michael
Young criticized the charter
because it lacked “the means to
make the rights effective.”®’
Although the impetus for
patients’ rights originated with
patient groups, the language of
patients’ rights was open to coop-
tion by other actors with other
aims.

Further questions can also be
raised about the ability of patient-
consumer organizations to influ-
ence health policy and practice
even when the language of
patients’ rights remained within
the control of these groups.
Although patient groups played
some role in getting complaints
onto the agenda and in shaping
the findings of the Davies Com-
mittee, the reaction of the medi-
cal profession to the report, and
the fact that they were able to
delay the implementation of a
coordinated complaints proce-
dure for many years, raised sig-
nificant issues about the relative
power of patient-consumer
groups. Whatever the influence
of patient groups, professional
groups clearly held greater sway.
This would seem to be confirmed
by more recent studies suggesting
that medical professionals and
the state continue to dominate
the health care arena, with
patient groups remaining a junior
partner.®® Indeed, it is remark-
able that patient organizations
played any role at all in debates
around health rights during the
1960s and 1970s. The Patients
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Association was established at a
time when patients were used in
medical experiments without
their knowledge or consent, and
they had no formal, coordinated
complaints system to appeal to
when things went wrong. By
using the language of patients’
rights, organizations like the
Patients Association were able to
fight back against such practices,
and were also able to gain a
hearing in the corridors of power.
That the professionals shouted
down their voices should not
totally eclipse the fact that they
were listened to at all.

Yet the notion of patients’
rights at this time only seemed to
go so far. For example, as with
the NHS Act, the Hospital Com-
plaints Procedure Act was based
on the duty of the secretary of
state to ensure that hospitals had
a complaints system, not around
the right of a patient to make a
complaint. It could be argued
that this was in effect the same
thing, but the way in which the
legislation was framed was signif-
icant: again, more emphasis was
being placed on the duty of the
state to provide a service rather
than the right of the patient to
receive it. Clearly, the language
of patients’ rights had not fully
penetrated the legislative world.
Furthermore, issues remained
around the effectiveness of rights
claims. Even if we take the Hos-
pital Complaints Procedure Act
as giving the patient the right to
complain, many patients contin-
ued (and still continue) to find it
difficult to complain.®®

The reason why such difficul-
ties persisted, despite the estab-
lishment of the “right” to
complain, can perhaps be attrib-
uted to a significant degree of
confusion about who was com-
plaining: was it the patient, citi-
zen, or consumer? This also had

an impact on the nature of the
rights that were being exercised:
were these legal rights, human
rights, citizens’ rights, or consum-
ers’ rights? Or was there enough
that was distinctive about
patients’ rights to make these
into another type of rights alto-
gether? This was important,
because different types of rights
laid claim to different things, and
were treated in slightly different
ways. For example, as a citizen, a
patient might assert the right to
receive a certain service, but as a
consumer, he or she might
instead assert the right to choose
a certain service. Without a clear
basis or understanding of what
kind of rights were being
asserted, patients’ rights claims
were weak, sometimes conflict-
ing, and left open to cooption by
other actors. In part, this was also
because the patient as an identity
category was fragmented by a
range of other considerations:
the disease suffered from;
whether this was acute or
chronic; the age, gender, race,
socioeconomic status of the
patient; and so on. There was no
single conception of the patient
within the notion of patients’
rights.

What it meant to be a patient-
consumer was not any clearer.
As I have argued elsewhere, the
notion of the patient as consumer
changed over time. The patient-
consumer began life in the con-
text of discussions about
autonomy and representation,
and it was a figure shaped by
patient groups, not by the state.”
By the end of the 1980s, how-
ever, patient organizations had
lost control of the agenda as the
Conservative government sought
to define health consumerism.”
Gradual but persistent marketiza-
tion of the NHS under the Con-
servative, Labour, and Coalition
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governments has resulted in the
prioritization of one right above
all others: the right to choose.”
The difficulties surrounding
choice in health have been much
examined, but it is the coupling
of rights and choice that would
seem to have the most significant
implications for a collective
health system like the NHS.” If,
indeed, the right to choose has
now replaced the right to receive,
then it is the rights of the patient
singular—not patients’ rights plu-
ral—that are being prioritized.
Despite the many problems asso-
ciated with patients’ rights, it
would appear that they are here
to stay. M
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