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Introduction: the “Penalty of Disability”

Disabled people throughout the world fare 
badly against almost any measure of social 
deprivation. According to the United Nations 
(UN), they make up the world’s largest and 
most disadvantaged minority: an estimated 
20% of the world’s poorest people are disa-
bled; 98% of disabled children in developing 
countries do not attend school; an estimated 
30% of the world’s street children are disa-
bled; and the literacy rates for disabled peo-
ple is as low as 3%, or in some countries 1% 
for disabled women.2

As the UN puts it:

“In every region in the world, in 
every country in the world, persons with dis-
abilities often live on the margins of society, 
deprived of some of life’s fundamental ex-
periences. They have little hope of going to 
school, getting a job, having their own home, 
creating a family and raising their children, 
enjoying a social life or voting. For the vast 
majority of the world’s persons with dis-
abilities, shops, public facilities and trans-
port, and even information are largely out of 
reach.”3

In some cases the degree of marginalisation 
can quite simply be a matter of life and death. 
In October 2010, the Council of Europe’s Hu-
man Rights Commissioner, Thomas Ham-

marberg, drew attention to the recent action 
of the Prosecutor-General in Bulgaria initiat-
ing criminal investigations into 166 deaths 
and 30 more cases of abuse of children liv-
ing in state-run homes for young people with 
“mental disabilities”. As the Commissioner 
observed:

“In Europe today, thousands of peo-
ple with disabilities are still kept in large, 
segregated and often remote institutions. In 
a number of cases they live in substandard 
conditions, suffering abject neglect and se-
vere human rights abuses. In too many cases, 
premature deaths are not investigated or 
even reported.”4

In such circumstances, the objective of the 
State is quite blatantly one of isolation and 
control, with caged beds and other restraints 
regarded as entirely normal. Independent 
living and participation, for so long the goal 
of the worldwide disability movement, are in 
such circumstances an idle dream. 

Yet, there are grounds for cautious opti-
mism. In Albania, for example, results have 
been achieved by moving disabled people 
to community and family-based housing. In 
the Former Yugoslav Republic of Macedonia 
and in Serbia ambitious plans for similar re-
forms have been adopted5. As the UN points 
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out, in a few developed and developing coun-
tries more comprehensive law reform aimed 
at promoting and protecting the rights of 
disabled people has created the prospect of 
disabled people leading fulfilling and inde-
pendent lives as students, workers, family 
members and citizens: “they are able to do 
so because society has removed the physical 
and cultural barriers that had previously hin-
dered their full participation”.6

That society in some developed nations has 
taken these steps is in large measure due to 
the shift in perception of disability that at 
least in some quarters has occurred since the 
Second World War and more particularly in 
the last two decades. Whereas just a genera-
tion or two ago the disadvantage experienced 
by disabled people would have been greeted 
by a mixture of acquiescence and pity, the 
adoption of disability as a civil rights issue in 
the USA, albeit not as an explicit element of 
the Civil Rights Act 1964, created an environ-
ment in which such disadvantage is now more 
likely, and not just in the USA, to be greeted 
by a sense of indignation. At the same time, 
social theory has generated a way of thinking 
about disability that identifies “the problem” 
as residing in the arbitrary barriers to inclu-
sion erected by society rather than in physi-
cal or mental impairment itself; and the law 
in turn has responded with anti-discrimina-
tion measures, such as the Americans with 
Disabilities Act 1990 (ADA) or, in Britain, the 
Disability Discrimination Act 1995, that have 
brought disability within the fold of equality 
legislation, alongside the more established 
“strands” of race and gender.7

Despite its relatively late emergence as a 
rights issue, disability can more recently 
claim a place in the vanguard of legislative 
reform designed to promote not just formal 
equality but substantive equality too. Critical 

to these initiatives has been the concept of 
“reasonable accommodation” or “reasonable 
adjustment”, which has been described as in-
augurating a “new paradigm” of equality law 
concerned not so much with equal treatment 
but with different treatment as a means of 
achieving equal participation in social, po-
litical and cultural life rather than simply 
equality of opportunity, diversity or non-
discrimination.8 From being the Cinderella 
at the equality ball, disability has quickly 
emerged to stake a claim to the glass slip-
per of progressive legislation. The first UN 
human rights convention of the 21st century, 
in turn incorporating the concept of reason-
able accommodation, as well as a firm com-
mitment to the principle of “participation”, is 
after all the Convention on the Rights of Per-
sons with Disabilities (the UN Convention), 
described by the Council of Europe Human 
Rights Commissioner as both “landmark” 
and a “roadmap towards better treatment of 
people with disabilities”.9

The picture, even in those few developed 
countries that have embraced disability 
rights legislation, is not, however, one of un-
remitting progress. In the USA, for exam-
ple, it has been noted that there has been 
something of a “backlash” since the ADA was 
passed in 1990.10 In the UK, where the Disa-
bility Discrimination Act (DDA) was enacted 
in 1995, the most recent survey conducted 
by the Equality and Human Rights Commis-
sion suggests that disabled people remain 
seriously marginalised in employment, edu-
cational attainment, and income.11 What Am-
artya Sen describes as “the penalty of disabil-
ity” remains severe.12

This article considers one aspect of that “pen-
alty”, namely disabled people’s experience of 
healthcare in the UK. It considers, in particu-
lar, how the legal framework, although not 
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a significant source of individual litigation 
in this area, has nevertheless played an im-
portant part as a catalyst for action by regu-
latory agencies and voluntary sector bodies. 
In doing so, it offers reflection on the, some-
times surprising, ways in which law can be 
mobilised to bring about systemic and cul-
tural change.

1. Access to Healthcare in the UK: the Lim-
its of Anti-discrimination Law

In the last decade the experience of disabled 
people in the UK healthcare system has at-
tracted particular and sustained attention. 
Despite its vicissitudes under governments 
of different political complexion, the Nation-
al Health Service (NHS) remains for many a 
gold standard of the post-1945 welfare state. 
As an index of performance against equality 
measures, therefore, it carries special and 
symbolic significance.

Of particular interest has been the experi-
ence of those with learning difficulties or 
mental health problems, not least since es-
timates suggest that even among disabled 
people it is they who experience the highest 
levels of exclusion and are among the most 
vulnerable.13 As the report of an independent 
inquiry put it in July 2008:

“The health and strength of a so-
ciety can be measured by how well it cares 
for its most vulnerable members. For a va-
riety of reasons, including the way society 
behaves towards them, adults and children 
with learning disabilities, especially those 
with severe disability and the most complex 
needs are some of the most vulnerable mem-
bers of our society today.”14 

As the evidence of the last decade has accu-
mulated it has become increasingly clear that 

if this is indeed a reliable measure, then the 
UK “cares” not very well at all. What has per-
haps been especially disturbing is the extent 
to which, despite 15 years of anti-discrimi-
nation law and a decade of domestic human 
rights provision, the findings suggest that 
discrimination and prejudice have played 
a significant part in the pattern of depriva-
tion.15 The ability of the law to provide effec-
tive protection is to that extent called into 
doubt.

The DDA 1995, recently absorbed and 
amended by the Equality Act 2010, has since 
1996 provided legislative protection against 
discrimination in the receipt of goods, fa-
cilities and services. In principle, it has since 
then been open to individual disabled people 
to bring discrimination claims against the 
providers of healthcare services, including 
since 1999 for breaches of the duty to make 
reasonable adjustments, for example, for 
failure to provide auxiliary aids and services 
where to do so would make an otherwise 
unreasonably difficult or impossible to use 
service accessible.16 In fact, there is very little 
sign of anyone having brought such cases to 
challenge, for example, the failure to conduct 
accessible health checks, to adapt screening 
programmes, to communicate effectively and 
to provide training aimed at the distinctive 
needs of disabled people.17

There are several possible reasons. In gen-
eral, the goods, facilities and services provi-
sions have attracted relatively little litigation 
of any sort by comparison with the employ-
ment provisions of the DDA. For example, 
during the years 1996-2001, there were 
just 53 goods, facilities and services claims, 
as opposed to approximately 8,900 employ-
ment claims.18 In part, this is no doubt due 
to the relative ease of bringing claims in the 
specialist employment tribunals; by compar-
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ison, claims to the civil courts for breaches of 
the goods, facilities and services provisions 
are potentially expensive and technical. The 
employment tribunal also provides a more 
accessible appeals process, which leads to 
the regular reporting of appellate cases so 
that there has emerged a relatively sophisti-
cated and well-known body of case law. In the 
civil courts, the likelihood and ease of appeal 
is much reduced, with the result that there 
have been scarcely a handful of reported 
higher court decisions on the goods, facilities 
and services provisions. Whatever the rea-
sons, in a common law jurisdiction this lack 
of precedent is potentially fatal to the visibil-
ity and development of the law, at least as an 
instrument of individual litigation.

It should not be supposed, however, that 
potential causes of action did not exist. Ac-
cording to the Disability Rights Commission 
(DRC),19 the number of potential goods, facili-
ties and services cases referred to it between 
2004 and 2007 numbered 25,117, compared 
to 35,534 employment cases. There are no 
figures to indicate how many such enquir-
ies related to the provision of healthcare.20 
What is clear, however, is that the majority of 
the goods, facilities and services cases high-
lighted by the DRC as noteworthy at the end 
of its seven-year lifespan were almost exclu-
sively about commercial consumer disputes 
in relation to shops, restaurants, bars and 
transport facilities. None related to learning 
disability and health services, notwithstand-
ing the DRC’s strategic commitment to treat 
people with learning disability as a priority 
for litigation support and the consistently 
damning reports on the overall provision of 
healthcare for people with learning disabili-
ties that have emerged during the course of 
the decade.21

The closest the DRC came to touching upon 
health and social care issues in its conduct 

of litigation was through the device of inter-
vening as an interested third party in cases 
being brought under the Human Rights Act 
1998. One such case involved a challenge to 
a local authority’s manual handling policy 
in domestic social care settings, on the ba-
sis that it amounted to a ‘no lifting’ ban and 
was unlawful;22 another case, more directly 
concerned with healthcare services, related 
to the circumstances in which artificial nutri-
tion and hydration may be withdrawn from 
disabled patients.23 Whilst it is significant 
that the ability to get close to health and so-
cial care issues entailed recourse to human 
rights legislation rather than anti-discrim-
ination law, the cases themselves served 
rather to accentuate the general invisibility 
of healthcare services as the subject matter 
of anti-discrimination litigation. Despite the 
existence of relatively comprehensive laws 
in the UK, healthcare services have so far 
remained largely beyond the reach of indi-
vidual disabled litigants.

2. A Different Approach: The DRC and 
“Equal Treatment: Closing the Gap”

In 2006-2007, the final year of the DRC’s 
existence, a new approach to implementing 
the law was inaugurated by the introduction 
of the Disability Equality Duty,24 developing 
the approach to race equality that had been 
in place since 2001 following the Stephen 
Lawrence Inquiry and its popularisation of 
the concept of “institutional discrimination”. 
The new duty placed the onus on public au-
thorities to take positive steps to promote 
equality for disabled people in the delivery 
of their services and functions. In so doing it 
effectively turned disability rights law on its 
head, shifting attention from retrospective, 
individual litigation to prospective, collec-
tive action aimed at remedying systemic and 
structural defects in the provision of services 
to disabled people. This was an example of 
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what has been described as the fifth, “trans-
formational” phase of equality legislation in 
the UK, which has recently been extended to 
all protected characteristics in the Equality 
Act 2010.25

It was partly in anticipation of the implemen-
tation of the Disability Equality Duty in De-
cember 2006 that the DRC commenced a for-
mal inquiry into the health inequality experi-
enced by people with learning disabilities or 
mental health problems. As the DRC’s chair-
man, Bert Massie, commented in the fore-
word to the inquiry report’s identification 
of serious deficiencies in the level of service 
provided by the NHS: “The implementation 
of the Disability Equality Duty provides the 
impetus to remedy this neglect through a 
strategic and proactive approach.”26 

The implication was that the new duty would 
have the potential to penetrate into those ar-
eas of healthcare service that had in effect 
remained immune from individual litigation, 
despite the best intentions of the framers of 
the DDA, and indeed of the DRC, during its 
lifespan. In the meantime, the DRC had cho-
sen to use its own investigative powers in a 
prospective and systemic way that anticipat-
ed to some extent the approach that would 
be made possible by the new duty.

The DRC’s investigation in fact proved to 
be an important piece in an emerging pat-
tern of public audit and non-governmental 
organisation campaigns in the first decade 
of the 21st century. As the report explained, 
the inquiry had produced new evidence that 
“people with learning disabilities and people 
with mental health problems are more like-
ly to experience major illnesses, to develop 
them younger and die of them sooner than 
other citizens”;27 they are less likely to get 
the screening they need and they encounter 
significant barriers in gaining access to basic 

health services. For people with learning dis-
abilities, the risks in particular include obes-
ity and respiratory disease; for people with 
mental health problems, obesity, smoking, 
heart disease, high blood pressure, respira-
tory disease, diabetes and stroke.28

Despite the higher risks experienced by 
these groups, the investigation revealed that 
they are actually less likely than other people 
to receive evidence-based checks and treat-
ments. People with mental health problems 
receive standard cholesterol checks less 
often than others with heart disease, and 
breathing tests less often than others with 
respiratory problems. People with learning 
disabilities who have diabetes have fewer 
measurements of their body mass index, and 
those with stroke have fewer blood pressure 
checks; they also have very low cervical can-
cer screening rates. Both groups experience 
what is described as “diagnostic overshad-
owing”, that is, the interpretation of physi-
cal ill-health as an aspect of a known mental 
health condition or learning disability with 
the result that it is not investigated or treated 
properly.29

To illustrate the extent to which people with 
learning disabilities and people with mental 
health problems had eluded targeted govern-
ment intervention, the DRC report pointed 
out that there are more obese people with 
learning disabilities or mental health prob-
lems in England than there are obese peo-
ple in Birmingham and Coventry combined. 
To address the problem of obesity among 
these groups would therefore have a greater 
impact than to do so across those two large 
Midlands cities. As the report pointed out:

“A national programme to tackle 
health inequalities in England would not ig-
nore whole cities like Birmingham or Coven-
try and yet people with learning disabilities 
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and/or mental health problems have, to date, 
been ignored in national health inequalities 
programmes.”30

More generally, the DRC concluded that the 
cause of health inequalities are “multiple 
and include deprivation, lifestyle, access to 
health assessments and treatments and side 
effects of anti-psychotic and mood stabiliser 
medication”.31 Especially striking was the 
link to social deprivation:

“Recent data (…) suggest that 
around 20-33% of the increased risk of poor 
health faced by children with learning dis-
abilities in the UK can be attributed to their 
increased risk of exposure to socio-economic 
disadvantage. The health problems experi-
enced by people with learning disabilities 
and/or mental health problems are shaped 
by broader social inequalities, and tackling 
poverty must form a key part of any efforts 
to address those problems.”32

The DRC was specifically concerned, how-
ever, to focus on issues other than social 
deprivation and to identify the “disability 
penalty”.33 That disability penalty was mani-
fest, for example, in the fact that, even after 
accounting for social deprivation, people 
with schizophrenia and bipolar disorder 
who have major physical health problems 
are more likely to die sooner than other peo-
ple with the same health problems. It was 
manifest also in the fact that someone with a 
learning disability or mental health problem 
might experience deprivation differently be-
cause of what the DRC called “compounding 
difficulties of social exclusion, discrimination 
and isolation”.34 As the DRC put it, “[t]his is 
therefore rightly a matter of disability equal-
ity, to be addressed through the new Disabil-
ity Equality Duty, which requires public sec-
tor organisations to work positively to pro-
mote equal outcomes for disabled people”.35 

The promotion of “equal outcomes” rather 
than the “equal treatment” of the report’s ti-
tle had by the end emerged as the proposed 
objective.

3. A Decade of “Indifference”

The DRC formal investigation reinforced 
and dovetailed with an earlier campaign 
launched in 2004 by Mencap, the leading 
learning disability non-governmental organ-
isation. The campaign, Treat me right!, which 
went beyond primary healthcare to include 
acute care in hospital as well, also aimed to 
focus attention on the finding that people 
with learning disability have poorer health 
than the general population.36 According to 
Mencap, this is partly because they develop 
conditions that are directly related to their 
impairment or because they are generally 
poor and are therefore more likely to have 
unhealthy lifestyles. To that extent, the prev-
alence of high rates of morbidity can be iso-
lated from what might be regarded as “preju-
dice” or “discrimination”. However, Mencap 
also suggests that a significant factor is the 
poor standard of treatment afforded to peo-
ple with learning disability by the NHS, very 
often as a direct result of what it describes as 
“ignorance and prejudice among healthcare 
professionals towards people with learning 
disability”.37

Mencap found that 75% of General Practi-
tioners (GPs) said they had no training to 
help them treat people with a learning dis-
ability, and that 90% thought that a patient’s 
learning disability had made it more difficult 
for them to provide an accurate diagnosis. 
The lack of specific training increased the 
likelihood of diagnostic overshadowing and 
limited the ability of health professionals to 
understand the different ways that people 
with learning disabilities communicate.38
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Mencap also found that care in hospital was 
particularly bad, often as a result of lack of 
understanding and training, or because of 
assumptions about the level of care that can 
be expected from family and care-home staff. 
In some instances, Mencap identified what 
it regarded as “blatant discrimination”, with 
healthcare staff seeming to make “arbitrary 
value judgments about people with a learn-
ing disability having less worth than people 
without a disability”.39

In a follow-up report entitled Death by Indif-
ference, Mencap published its findings on the 
deaths of six people with learning disability 
in NHS hospitals. According to Mencap, these 
six “shocking and tragic” cases demonstrate 
that there is “institutional discrimination” 
within the NHS against people with a learn-
ing disability, leading to neglect and even 
premature death.40 Mencap identified what 
it considered to be six contributory factors: 
people with learning disability are seen to 
be a low priority; many healthcare profes-
sionals do not understand much about learn-
ing disability; many healthcare profession-
als do not properly consult and involve the 
families and carers of people with a learning 
disability; many healthcare professionals do 
not understand the law around capacity and 
consent to treatment; health professionals 
rely inappropriately on their estimates of a 
person’s quality of life; and the complaints 
system within NHS services is often ineffec-
tual, time-consuming and inaccessible.41

Mencap’s conclusions reinforced the findings 
of two separate investigations conducted by 
the health service regulator, the Healthcare 
Commission, into the alleged abuse of peo-
ple with learning disabilities in the care of 
Cornwall Partnership NHS Trust and Sutton 
and Merton Primary Care Trust, respectively. 
In those cases, the Healthcare Commission 
found evidence that abuse had occurred in 

part because learning disability services 
were such a low priority and attracted poor 
levels of management: “institutional abuse” 
prevailed mainly as a result of “lack of aware-
ness, lack of specialist knowledge, lack of 
training and lack of insight”.42

When the Health Service Ombudsman for 
England, Ann Abraham, investigated the 
six specific cases identified by Mencap, she 
too came to some stark conclusions.43 The 
Ombudsman’s report illustrated “some sig-
nificant and distressing failures in service 
across both health and social care, leading 
to situations in which people with learning 
disabilities experienced prolonged suffer-
ing and inappropriate care”.44 The investi-
gation found in some cases that there had 
been “maladministration and service failure 
for disability related reasons”, as a well as a 
failure “to live up to human rights principles, 
especially those of dignity and equality”.45 
The Ombudsman concluded that the death 
of one of the individuals concerned occurred 
as a consequence of the service failure and 
maladministration identified, and in another 
case that it was likely the death of the person 
could have been avoided if the care had not 
fallen so far below the acceptable standard. 
In one of those cases, the Ombudsman found 
that the individual concerned had not been 
fed for twenty-six days.46

The Ombudsman’s findings were consistent 
with the broader findings of the Independent 
Inquiry into Access to Healthcare for People 
with Learning Disabilities by Sir Jonathan 
Michael, published as Healthcare for All in 
2008. That inquiry found “appalling exam-
ples of discrimination, abuse and neglect 
across the range of health services”, which it 
attributed to learning-disabled people being 
“not visible or identifiable” by health servic-
es; lack of awareness among staff; the needs 
of learning-disabled people not being a pri-
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ority for the NHS; inadequate monitoring of 
compliance with the law; the tendency for 
learning-disabled people to slip through the 
regulatory and inspectorate net; insufficient 
knowledge and information on the part of 
staff to make reasonable adjustments; very 
limited training and education about learn-
ing disability for NHS staff; and ignorance 
and fear, negative attitudes and values.47

These findings present a uniformly dispirit-
ing picture of the experience of people with 
learning disabilities within the NHS. It is all 
the more dispiriting since it is now thirty 
years since an influential report of The King’s 
Fund, An Ordinary Life, spelt out in 1980 the 
aspiration to end generations of social ex-
clusion.48 That aspiration was finally trans-
lated into government policy in 2001 when 
a government White Paper, Valuing People, 
constructed its central objectives around the 
principles of independence, rights, choice 
and inclusion;49 and in a 2007 consulta-
tion report the aspiration to enable people 
with learning disabilities to lead ordinary 
lives and do the things most people take for 
granted was reasserted, although the then 
Secretary of State for Health, Alan Johnson, 
conceded that, despite some progress, for 
many people with learning disabilities “lit-
tle has changed”.50 The 2009 sequel, Valuing 
People Now, whilst placing its trust in the 
concept of “personalisation”, in the sense of 
adherence to a framework of person-centred 
planning, individualised services and indi-
vidually managed budgets, and measures to 
support access to paid work, could not fail 
to acknowledge the continuing difficulties of 
implementing real change.51

This rather bleak analysis offers little com-
fort to those on either side of the law and pol-
icy divide. On the one hand, the experience 
of people with learning disabilities, both in 
healthcare and beyond, has proved largely 

impervious to government policy aimed at 
promoting independence, choice and inclu-
sion; on the other hand, whether because of 
the inaccessibility of the court process or be-
cause of the unwillingness on other grounds 
of disabled people to make use of it, that 
experience has almost entirely eluded the 
reach of individual law enforcement and the 
protection of rights through the civil court 
structure. A reasonable response might fall 
somewhere between frustration and de-
spair.

4. Anti-discrimination Law as a Critical 
Resource

As a counter to that counsel of despair it is 
possible to cite the most recent progress re-
port compiled by the Department of Health, 
which indicates that the convergence of in-
dividual claims, referred in this instance to 
the Health Service Ombudsman, and a con-
certed critique of structural and systemic 
failings, is now producing tangible change on 
the ground. As the report indicates, there are 
now clear examples of health authorities tak-
ing innovative approaches, involving people 
with learning disabilities and their families 
in planning, assessing and delivering servic-
es, and so ensuring that their hospital ward, 
GP surgery or community service is fully ac-
cessible and actually working in the interests 
of disabled people. The report points also to 
improved leadership within the NHS to en-
sure the active engagement of disabled peo-
ple and their families, especially through the 
strengthened role of Learning Disability Part-
nership Boards. In short, the report suggests 
that the abstractions of “empowerment” and 
“choice” are increasingly being made a prac-
tical reality.52

Moreover, an important contributor to those 
encouraging signs has been the legal frame-
work, both in its role as the creative purveyor 
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of interpretive concepts, such as “discrimina-
tion” and “reasonable adjustment”, and as a 
focal point for enabling critical but mutually 
reinforcing processes to occur, such as, pre-
cisely, the DRC formal investigation and the 
investigation of individual grievances by the 
Health Service Ombudsman. To that extent, 
the experience of people with learning dis-
abilities in the NHS warrants further reflec-
tion on how the anti-discrimination legal 
framework has played its part, notwithstand-
ing its identified limitations. Such an exercise 
is especially valuable since the part played 
by the law is not that of straightforward en-
forcement most readily recognised by those, 
especially within a common law jurisdiction, 
who measure success by the number of cases 
brought to court, the achievement of court 
judgment in those cases, and whenever pos-
sible the appearance of those judgments in 
the law reports as properly promulgated 
legal precedent. In this instance, it has been 
more a question of mobilising or “giving 
force to” the law, by a variety of means, than 
of “enforcement” more strictly conceived.

First, throughout the various inquiries cited, 
the language of disability-rights law offers 
the primary vehicle for some of the most far-
reaching conclusions and recommendations. 
It is not just the campaigning voice of Men-
cap that speaks in terms of “discrimination”. 
The official report of Sir Jonathan Michael 
and the investigation of the DRC speak quite 
explicitly of discrimination and prejudice be-
ing a significant factor. The Health Service 
Ombudsman adopted the language of the 
DDA when she identified maladministration 
and service-deficiency that had occurred for 
“disability-related reasons”. The use of the 
language of discrimination brings to these 
observations a sense of urgency and enti-
tlement that would otherwise be missing. It 
also relates the experience of disabled peo-
ple to the broader tradition of human rights 

implementation in a way that makes the eva-
sions of the past harder to sustain.

Secondly, these various reports take for 
granted something that apparently could not 
be taken for granted in the negotiations that 
led to the UN Convention, namely, that in the 
case of disability rights, the failure to make 
reasonable adjustments is itself an instance 
of discrimination and not merely the regret-
table omission of an optional extra.53 It is no 
exaggeration to say, in fact, that much of the 
substance of the various reports is directed 
towards realising in practice the full poten-
tial of the reasonable adjustment duty and 
of doing that in a context where the failure 
to make such adjustments carries with it a 
measure of opprobrium. The failure to make 
adequate provision for routine health checks, 
to adapt screening processes to ensure cov-
erage of those who might otherwise not take 
advantage of them, to take additional steps 
to ensure adequate communication with 
patients whose media and styles of com-
munication are unusual, to provide training 
targeted at the distinctive needs of disabled 
people – these steps, variously identified by 
the DRC, the Health Service Ombudsman and 
Sir Jonathan Michael, are all in their differ-
ent ways examples of adjustments to stand-
ard policies and practices deemed necessary 
to ensure equal recognition for people with 
learning disabilities. In such instances, it is 
the legal concept of reasonable adjustment 
that lends cogency and immediacy to what 
might otherwise be seen as empty exhorta-
tion or counsel of perfection. In the case of 
disability rights, different treatment is quite 
simply the primary condition of equality.

Thirdly, and related in particular to the lan-
guage of reasonable accommodation, there is 
the implicit recognition in all these reports 
that, as prescribed by the Disability Equal-
ity Duty (now the Equality Duty contained 
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in the Equality Act 2010, albeit subject to the 
potential relaxation of approach signalled by 
the draft regulations),54 the onus, even in law, 
rests on the NHS not on individual and vul-
nerable disabled people. It is not just that the 
DRC’s formal investigation anticipated and 
welcomed the imminent duty as an oppor-
tunity to reverse historic neglect. The very 
initiative of the various other reports and 
the tenor of their recommendations leave 
no room for the complacent assurance that 
in the absence of, and until, defeat in court, 
all can be assumed to be well. Notwithstand-
ing the changes in the Equality Act 2010 and 
in the draft regulations, the very existence of 
a statutory duty, including the obligation to 
prepare and publish equality objectives, re-
inforces an approach to the legal framework 
that is more “positive” than the earlier reli-
ance on retrospective individual litigation.

The Department of Health’s own response 
to the Health Service Ombudsman’s report 
indicates the range of positive initiatives in 
place: for example, the creation of the Health 
Self Assessment to improve collaboration be-
tween local people with learning disabilities, 
their carers and care professionals; the es-
tablishment of Learning Disability Partner-
ship Boards to facilitate dialogue between 
health and social care decision makers; the 
nomination of Learning Disability Leads 
to demonstrate leadership and share good 
practice; and the identification of liaison and 
facilitation staff in acute and primary care 
to improve the patient experience of people 
with learning disabilities.55 These steps can 
be seen as a response to the heightened ex-
pectations created by the new fifth genera-
tion duty. In practice, the signs are that the 
language of positive equality duty has begun 
to permeate the collective imagination, at 
least within the upper echelons of the NHS.

5. The Broader Legal Framework

Beyond the framework provided by the DDA 
as a piece of anti-discrimination law, two 
other legal instruments helped shape the cri-
tique of NHS practice in the process of public 
audit: the Mental Capacity Act and the Hu-
man Rights Act.

First, it is the Mental Capacity Act that rein-
forces the assumed capacity of disabled peo-
ple to make decisions for themselves rather 
than the reverse, as in the past. As Mencap 
discovered, that change of mindset has yet to 
be achieved in full across the NHS. Even the 
Department of Health in its follow-up to the 
Health Services Ombudsman’s report con-
cedes that more needs to be done to improve 
the skills and understanding of mainstream 
staff in various ways, including in respect of 
mental capacity, consent and “best interest” 
decision-making.56

This is not just a technical legal issue but 
something that goes to the heart of how far 
disabled people are recognised as autono-
mous individuals with, as a matter of fun-
damental principle, as much entitlement to 
direct their own lives as anyone else. Family 
carers should not have to explain to hospital 
staff their obligations; nor should “Do Not 
Resuscitate” notices be placed in patients’ 
records without any conversation with the 
individuals concerned or their families. One 
patient experience cited by the Department 
for Health graphically illustrates the poten-
tially inhumane treatment that the law is in-
tended to remedy and for which it creates a 
language of protest:

“My son has a severe learning dis-
ability and challenging behaviour. I arrived 
at the hospital where he needed tests. I was 
asked ‘How many people should I get? Four 
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or five?’ It took a moment to realise the doc-
tor meant the number of people required 
to hold my son down and force treatment 
on him. There was no question of speaking 
to him or me about the best way to explain 
the treatment or keeping him as calm as pos-
sible. I had to explain best interest decision 
making to her, and to her manager, before 
even the most basic principles of the law 
were followed.”57

Secondly, there is the language of human 
rights, given local flavour by the domestic 
Human Rights Act 1998 but in essence that of 
the European Convention on Human Rights, 
especially as articulated in Article 3, with its 
prohibition of inhuman and degrading treat-
ment, and in Article 8, with its commitment 
to the value of private and domestic life.

Explicit, and implicit, in the public audit de-
scribed is a deep suspicion that people with 
learning disabilities are simply not valued at 
all, or if they are, that the value placed upon 
their lives is less than that of other people. 
It is this underlying mentality that shapes 
quite explicitly the entire trail of policy de-
velopment from The King’s Fund report of 
1980 and through its explicit adoption in the 
Valuing People agenda of 2001. It is inherent 
too in the repeated suggestions that peo-
ple with learning disabilities have not been 
credited with full personhood, that they have 
been invisible to health service construction 
and data collection, that they have simply 
not been a serious enough priority to war-
rant targeted prevention and screening pro-
grammes.

It is the human rights language of dignity 
or worth that animates these discussions 
and creates a framework within which a cri-
tique of accepted practice can be mounted. 
The Health Service Ombudsman speaks of 

the human rights principles of dignity and 
equality; Mencap, of inappropriate “quality 
of life” assessments by health professionals; 
Sir Jonathan Michael, of ignorance, fear and 
negative attitudes. Underpinning the sense 
of indignation that permeates these various 
reactions is the realisation that those with 
learning disabilities have simply not been 
accorded fully human status; and at root it 
is that intuition that founds the basis of all 
indignation against inequality and disad-
vantage. Equality emerges in these reports 
as at root a human rights value, alongside 
fairness, respect, dignity and autonomy (the 
FREDA values, adopted by the Department of 
Health).58

6. Beyond Law: Dignity, Universalism and 
“the Good Life”

This narrative of the experience of people 
with learning disabilities suggests three 
broad conclusions about the way in which 
a legal framework, based on the model of 
anti-discrimination law, can extend its reach 
beyond the conventional forum of individ-
ual court-based litigation. Firstly, even in a 
sphere such as healthcare, which does not 
readily lend itself, at least in the UK context, 
to individual anti-discrimination litigation, 
the legal framework, by creating expecta-
tions and creating a language in which those 
expectations can be articulated, can play a 
decisive part in constructing the critique of 
services that invites audit and investigation 
by non-litigious means. In that way, the legal 
framework emerges as a powerful, albeit in-
direct, resource for interpreting the experi-
ence of disadvantage and inequality, and as 
the conveyor of a sense of urgency and insist-
ence that might otherwise be diminished.

Secondly, court action does not exhaust the 
process of invoking the legal framework. The 
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devices of audit and inquiry, especially when 
embedded in grass-roots non-governmental 
organisation action, can effectively invoke 
the law and create an environment in which 
the values underpinning the law are given 
expression. The role of ombudsman emerges 
also as a potentially important resource. Al-
though frequently lacking enforcement pow-
ers and essentially quasi-judicial in charac-
ter, ombudsmen, whether with general or 
specialist mandates, have the ability to pro-
vide ease of access to adjudicative processes, 
to the invocation of the law even if not to its 
strict application, and to the recommenda-
tion of a suite of remedies that exceeds the 
narrower range very often available to the 
civil courts.

Thirdly, it is important for anti-discrimina-
tion law to coalesce with other law, so that it 
becomes part of a broader legal framework 
based on common values and objectives. In 
the examples cited, the laws relating to men-
tal capacity and domestic human rights law 
were invoked by protagonists to capture 
those experiences of disadvantage and deg-
radation that largely eluded anti-discrimi-
nation law in the particular circumstances 
encountered by disabled individuals and 
their families. It was that coalition that lent 
breadth, depth and precision to the critique 
of services that all agreed were falling short 
of acceptable standards. It is, furthermore, a 
legacy that has wide application but, in a nar-
rower UK context, is especially salient when 
government policy may yet have a regres-
sive impact on the obligation actively to plan 
ahead rather than contemplate remedial ac-
tion after the event.

The narrative of a decade’s experience also 
invites three further reflections, of even 
broader application. The first concerns the 
nature of “dignity”. A recurrent theme has 

been the fact that people with learning dis-
ability are denied dignity by being ignored, 
undervalued and excluded from recogni-
tion in the ordinary conduct of daily life, on 
hospital wards and in GPs’ surgeries. The 
recurrence of this sort of misrecognition is 
an indication that it is deeply rooted in the 
way in which equality and dignity itself are 
construed. As Martha Nussbaum has argued, 
the dominant tradition of thinking about hu-
man personhood has mistakenly taken its 
distinguishing characteristic to reside in ra-
tionality, as something quite separate from 
the needs that human beings share with each 
other. The practical extension of the equality 
principle to people with learning disabilities, 
however, compels the realisation that an ap-
proach to human dignity based exclusively on 
cognitive factors is inadequate to the task.59

Instead, what emerges is the need for the 
principle of equality to be rooted not solely 
or even primarily in cognitive attributes but 
very firmly in the bodily nature of the human 
person, in the fundamental capabilities that 
lie at the core of the good life for human be-
ings. It is a realisation that reaffirms the sta-
tus of the equality principle as one aspect of 
a broader framework of value that includes 
human rights but that does not deny the in-
evitability of human need, vulnerability and 
interdependence as a component of human 
dignity and source of human solidarity. In 
the end, the language of duty and restraint 
gives way to more positive language and to a 
notion of shared human dignity broadly con-
ceived.60 It is a language, too, that invites the 
reasonable accommodation of different need 
as a means of reaching beyond concerns 
about formal equality and process to some-
thing more substantive, to a model of liber-
alism grounded “very much on judgments 
about what makes a good life”.61
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The second reflection concerns the status 
of disabled people as a minority group. The 
translation from the deontological to the 
teleological, i.e. from notions of duty to no-
tions of the good life, forces the recognition 
that, although disability has made ground in 
recent years as a minority group issue, in re-
ality it is scarcely a minority group issue at 
all. As one commentator has remarked:

“While anti-discriminatory legisla-
tion is central to the response, for example, 
to discrimination on the basis of race or gen-
der, it need not be for discrimination on the 
grounds of disability (…) the universalising 
thesis, in which disability is treated as part 
of the normal, is both the most intellectu-
ally satisfactory and the most effective, and 
(…) has the consequence that anti-discrim-
ination legislation might not always be the 
most effective legal response to disability 
discrimination.”62 

That recognition is especially acute in the 
context of healthcare. The experience of 
healthcare for those who are disabled and for 
those who are not is invariably an encounter 
with need, vulnerability and dependence. 
Moreover, the components of good health-
care will be the same in both cases: the sort 
of “personalisation” that can facilitate good 
care and dignity for disabled people is the 
sort of care to which non-disabled people 
also aspire.

The experience of healthcare, conceived as 
more than just another consumer service and 
instead as a basic public response to shared 
human need, highlights the fact that disability 
is a continuum, a difference of degree not of 
kind, extending across various levels of abil-
ity and impairment, mediated by social cir-
cumstance and environment, and fluctuating 
in degree through every individual life, from 

cradle to grave.63 The emergence of disability 
as a rights issue, although at first in the guise 
of a minority group concern and therefore as 
an aspect of identity politics, in fact suggests 
that a unified approach to equality will look 
beyond the language of minority groups and 
local identity to a form of universalism that 
unites rather than divides.

Thirdly, and finally, the experience of health-
care afforded to people with learning dis-
abilities makes it clear that, as well as saying 
something about entitlement, a comprehen-
sive equality principle must say something 
about the human qualities needed to over-
come inequality in practice. Yet another re-
current theme has been the perceived ab-
sence of the personal and professional char-
acteristics required to enable healthcare staff 
to provide the level of care needed by those 
with learning disabilities. Basic, everyday hu-
man qualities such as kindness, insight and 
practical know-how have repeatedly been in 
short supply.

Part of the response has been to recommend 
better training and more intrusive regula-
tion. It is likely, however, that something 
more fundamental is also required, both the 
cultivation of personal “virtue” and the col-
lective building up of those institutions and 
environments that can internalise such vir-
tuous dispositions, making them natural and 
apparently effortless, rather than the out-
come of a constant straining to meet some 
externally imposed standard of behaviour. 
It is, in other words, likely to be as much a 
matter of self-realisation as of external regu-
lation, of the shared long-term development 
of character and virtuous disposition as the 
isolated absorption of occasional guidance 
and training.64
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When asked what would make a real differ-
ence, the families of people with learning dis-
abilities have reported that the key attribute 
of staff is their ability to establish “warm, 
respectful and caring” relationships.65 As one 
mother put it:

“Often – not always, but sometimes 
– the best people have been people who have 
come with the right values and attitudes and 
with no experience whatsoever. (…) That’s 
why it is so important that the person under-
stands and has that ability to build a relation-
ship, to see the person as a person. You can 
teach all the rest.”66

This ethical and political language, rooted 
more in those traditions of thought asso-
ciated with Aristotle than with Kant, has 
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