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This is the final report of my investigation into  1	

Mrs Jane Kemp’s complaints against NEWDOC 
GP out of hours service (NEWDOC)1, GPs at 
Falkland Surgery and Eastfield House Surgery, 
Royal Berkshire NHS Foundation Trust (the 
Trust)2 and the Healthcare Commission. The 
report contains my findings and conclusions 
with regard to Mrs Kemp’s areas of concern.

The complaint

Miss Kemp was a 26 year old woman with severe 2	

learning disabilities. Mrs Kemp described her 
daughter as a ‘party animal’ who was caring, 
friendly, sociable and loved dressing nicely to  
go out with her family and friends. She had 
many interests including dancing, bowling, 
television and computers. Mrs Kemp said there 
was not a day in the week when her daughter 
was not doing something. She was lively, active 
and always up early, eager to go out. Miss Kemp 
could understand what people said to her as 
long as they used simple direct language and  
she liked talking to people about her activities.

At the time of the events complained 3	

about Miss Kemp lived in supported living 
accommodation in Newbury (the Residential 
Home). She moved to the Residential Home in 
February 2004 after her previous home closed. 
She shared the house with two other residents 
with learning disabilities and her live-in carers 
who were provided by Mencap. She regularly 
spent time with her mother and grandparents 
who also lived in Newbury. 

Miss Kemp became unwell in late April 2004. 4	

Over the following month her main problems 
were bowel disturbances, tiredness, an unusually 

poor appetite and weight loss. Between 3 and 
26 May 2004 Miss Kemp was seen on seven 
occasions by GPs from NEWDOC, Falkland 
Surgery and Eastfield House Surgery because  
her carers and her mother were worried about 
her. During this time she was also seen several 
times by a community nurse and there was 
contact with the Community Team for People 
with Learning Disabilities. On 26 May 2004  
Miss Kemp was nauseous and pale and carers 
told the community nurse that she had passed 
blood in her stool. The community nurse 
arranged an emergency appointment with a GP 
at Eastfield House Surgery. The GP found  
Miss Kemp’s abdomen was tender and arranged 
for her to be admitted to Heygrove Ward (the 
First Ward) at the Trust for investigations.

At the Trust a doctor examined Miss Kemp and 5	

found a lump in her left groin which he thought 
might be a hernia or an enlarged lymph node. 
Miss Kemp remained in hospital until 7 June 2004. 
She underwent various examinations, tests and 
investigations, including an ultrasound (where 
sound waves are used to identify structures in the 
body), a CT scan (where a picture of parts of the 
body is built up by a series of X-rays) and a biopsy 
(removal of a small sample of tissue for laboratory 
analysis) of the lump. Miss Kemp was discharged 
to her mother’s home and on the following day 
the Community Team for People with Learning 
Disabilities made arrangements for day care.

On 18 June 2004 Mrs Kemp and her daughter 6	

saw a GP at Eastfield House Surgery and they 
were told the provisional diagnosis of B cell 
lymphoma. The options for Miss Kemp’s future 
care were discussed. Later that day they attended 
the oncology out-patient clinic at the Trust 
where they saw two oncologists (the First and 

Section 1: introduction and summary

1 In 2004 NEWDOC was subsumed by WestCall. WestCall is currently managed by Berkshire West Primary Care Trust
2 Formerly Royal Berkshire and Battle Hospitals NHS Trust
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Second Oncologists) and a specialist cancer 
nurse (the Clinical Nurse Specialist). Following 
this meeting Mrs Kemp’s understanding of her 
daughter’s prognosis was that there was a 50% 
chance of survival with active treatment, initially 
intensive chemotherapy, but that there would be 
considerable problems treating her daughter with 
regard to her learning disabilities.

After the appointment Miss Kemp was admitted 7	

to Bailey Thomas House (the Respite Home) 
and Mrs Kemp went on holiday on 19 June 2004. 
However, staff at the Respite Home became 
concerned because Miss Kemp was not eating 
or drinking properly and on 23 June 2004 they 
took her to Eastfield House Surgery. She was 
seen by a GP who advised emergency admission 
to hospital. By chance Mrs Kemp had returned 
early from her holiday and took her daughter 
to the Trust where she was admitted to Benyon 
Ward (the Second Ward) under the care of the 
Second Oncologist.

Mrs Kemp was dissatisfied with the care  8	

and treatment her daughter was receiving at  
the Trust. In particular, she was concerned  
Miss Kemp was dehydrated, and on  
24 June 2004 she instructed solicitors who 
wrote to the Trust threatening legal action. 
They informed the Trust that unless measures 
were taken to rehydrate Miss Kemp they 
would make an application to the High Court 
for ‘a declaration regarding Miss Kemp’s best 
interests’. Mrs Kemp also asked for a second 
opinion on her daughter’s diagnosis because 
the Second Oncologist told her there was a 
low chance of effective treatment. Another 
consultant oncologist from the Trust (the Third 
Oncologist) provided the second opinion and 
told Mrs Kemp the likelihood of successful 
treatment was less than 10%. Mrs Kemp 
agreed with the Third Oncologist’s view that 

active treatment was not in her daughter’s 
best interests. On 28 June 2004 Miss Kemp 
was transferred to the Rainbow Room at 
Newbury for palliative care (care which focuses 
on controlling symptoms, such as pain and 
discomfort, rather than cure) where she died  
on 25 July 2004. 

Mrs Kemp feels very strongly that her daughter 9	

was treated less favourably with regard to her 
learning disabilities. In particular, she says the 
oncologists’ decision not to provide cancer 
treatment was based solely on assumptions 
they had made about Miss Kemp’s learning 
disabilities. She says that surely any 26 year  
old woman should receive treatment for cancer 
and, therefore, she questions why her daughter 
should have been treated differently in this 
regard. Mrs Kemp’s recollections and views 
about the care and treatment provided for her 
daughter are set out in detail in later sections  
of this report.

Mrs Kemp has given permission for Mencap  10	

to act as her representative. Mencap have been 
involved with Miss Kemp since she moved to  
the Residential Home and they have supported 
Mrs Kemp throughout the complaints process.

The overarching complaint

Mrs Kemp believes her daughter’s death was 11	

avoidable and that she received less favourable 
treatment for reasons related to her learning 
disabilities. I have called these aspects of her 
complaint ‘the overarching complaint’.
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Complaint against NEWDOC, Falkland 
Surgery and Eastfield House Surgery

Mrs Kemp complains about:12	

Complaint (a): the actions of the GPs who  
saw Miss Kemp between 3 and 26 May 2004.  
She says the GPs did not realise the seriousness 
of her daughter’s symptoms and, therefore, did 
not refer her to hospital for investigations until 
26 May 2004.

Complaint against the Trust

Mrs Kemp complains about:13	

Complaint (b): the way diagnostic  
investigations were undertaken between  
26 May and 4 June 2004 and the length of  
time taken to investigate and diagnose her 
daughter’s condition.

Complaint (c): the decision not to treat  
Miss Kemp’s cancer with chemotherapy.

Complaint (d): the care and treatment  
provided by the Trust, including nutrition, 
hydration, pain relief and nursing care as well  
as the arrangements made by the Trust when  
Miss Kemp was discharged on 7 June 2004.

Complaint (e): the standard of accommodation 
and facilities provided during Miss Kemp’s 
second admission (23 to 28 June 2004). In 
particular, she believes her daughter should  
have been cared for on an adult oncology ward.

Complaint (f): the way in which the Trust 
responded to her complaint.

Complaint against the Healthcare 
Commission

Mrs Kemp complains about:14	

Complaint (g): the way the Healthcare 
Commission handled her complaint, including 
the time taken to respond.

Mrs Kemp believes she has not had answers to all 15	

her questions and she hopes my investigation will 
provide her with those answers. She hopes the 
outcome of her complaint will be improvements 
in health services and she wants to be convinced 
things have changed for the better.

The Ombudsman’s remit, jurisdiction  
and powers

General remit of the Health Service 
Ombudsman

By virtue of the 16	 Health Service Commissioners 
Act 1993, the Health Service Ombudsman is 
empowered to investigate complaints against 
the NHS in England. In the exercise of my wide 
discretion I may investigate complaints about 
NHS bodies such as trusts, family health service 
providers such as GPs, and independent persons 
(individuals or bodies) providing a service on 
behalf of the NHS. 

When considering complaints against an NHS 17	

body, I may look at whether a complainant has 
suffered injustice or hardship in consequence 
of a failure in a service provided by the body, a 
failure by the body to provide a service it was 
empowered to provide, or maladministration in 
respect of any other action by or on behalf of 
the body. 
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Failure or maladministration may arise from 18	

action of the body itself, a person employed by 
or acting on behalf of the body, or a person to 
whom the body has delegated any functions. 

When considering complaints against GPs,  19	

I may look at whether a complainant has 
suffered injustice or hardship in consequence  
of action taken by the GP in connection with 
the services the GP has undertaken with the 
NHS to provide. Again, such action may have 
been taken by the GP himself or herself, by 
someone employed by or acting on behalf of 
the GP or by a person to whom the GP has 
delegated any functions.

I may carry out an investigation in any  20	

manner which, to me, seems appropriate in 
the circumstances of the case and in particular 
may make such enquiries and obtain such 
information from such persons as I think fit.

If I find that service failure or maladministration 21	

has resulted in injustice, I will uphold the 
complaint. If the resulting injustice is 
unremedied, in line with my Principles for 
Remedy, I may recommend redress to remedy 
any injustice I have found.

Remit over the Healthcare Commission

By operation of section 3(1E) of the 22	 Health 
Service Commissioners Act 1993, the Health 
Service Ombudsman is empowered to 
investigate complaints about injustice or hardship 
in consequence of maladministration by any 
person exercising an NHS complaints function. 
As the Healthcare Commission is the second 
stage of the NHS complaints procedure set out 
in the National Health Service (Complaints) 
Regulations 2004, it is within my remit.

Premature complaints

Section 4(5) of the 23	 Health Service 
Commissioners Act 1993 states that the 
Health Service Ombudsman generally may 
not investigate any complaint until the NHS 
complaints procedure has been invoked and 
exhausted, and this is the approach I take in the 
majority of the NHS complaints made to me.

However, section 4(5) makes it clear that if, in the 24	

particular circumstances of any case, I consider 
it is not reasonable to expect the complainant 
to have followed the NHS route, I may accept 
the case for investigation notwithstanding that 
the complaint has not been dealt with under the 
NHS complaints procedure. This is a matter for 
my discretion after proper consideration of the 
facts of each case.

In this instance, Mrs Kemp had not previously 25	

complained to the GPs from Falkland Surgery, 
Eastfield House Surgery or NEWDOC. However, 
in her complaint to the Ombudsman she made 
clear her concern about the actions of various 
GPs from 3 to 26 May 2004. These concerns 
are integral to Mrs Kemp’s key complaint about 
the diagnosis and treatment of her daughter’s 
cancer. Therefore, I have exercised my discretion 
to investigate the complaint against the GPs 
under the provisions of the Act which governs 
my work.

The investigation

During the investigation my investigator met 26	

Mrs Kemp and her representatives to ensure  
I had a full understanding of her complaint.  
Mrs Kemp also provided a copy of an informal 
diary (the Daily Diary). On most days either  
Mrs Kemp or Miss Kemp’s carers wrote 
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something about Miss Kemp’s day, such as  
what she had done, what she had eaten or how 
she was feeling. The Daily Diary travelled with 
Miss Kemp to aid communication with different 
people involved in her care. Mrs Kemp also 
provided a copy of her ‘Diary from April 2004’ 
in which she summarised events relating  
to her daughter’s condition and her care  
and treatment. 

I also examined relevant documents about 27	

the case including: Miss Kemp’s health records 
from the Trust and the GPs’ surgeries; papers 
provided by Newbury Community Team 
for People with Learning Disabilities; papers 
about legal action; complaint correspondence 
between Mrs Kemp, Mencap and the bodies 
complained about; papers related to attempted 
resolution of the complaint at local level; and 
the Healthcare Commission’s review. The Trust 
provided additional information in response to 
my specific enquiries and my investigation staff 
met Trust staff. Also, the Primary Care Trust 
(which is now responsible for services provided 
by Newbury Community Hospital) responded to 
my enquiries about the Rainbow Room.

I obtained specialist advice from a number of 28	

professional advisers (my Professional Advisers): 
Professor J Radford, a professor specialising in 
cancers of the blood (my Oncology Adviser); 
Ms J Wood, a senior acute nurse (my Acute 
Nursing Adviser); Ms S Lalljee, a senior learning 
disabilities nurse (my Learning Disability 
Adviser); and Dr R Childs, an experienced GP  
(my GP Adviser). In addition, Dr C Chandler  
(an experienced consultant and the  
Medical Director of an acute NHS trust) and  
Mrs S Lowson (an experienced acute nurse and 
a Lead Clinician in my Office) provided further 
professional advice in respect of Mrs Kemp’s 
response to my draft report.

My Professional Advisers are specialists in their 29	

field and in their role as my advisers they are 
completely independent of any NHS body and 
the Healthcare Commission. Their role is to help 
me and my investigative staff understand the 
clinical aspects of complaints.

In this report I have not referred to all the 30	

information examined in the course of my 
investigation, but I am satisfied that nothing 
significant to the complaint, or my findings, has 
been overlooked.

My decisions

Having considered all the available evidence 31	

related to Mrs Kemp’s complaint, including  
Mrs Kemp’s recollections and views and her 
response to the draft report, and taken account 
of the clinical advice I have received, I have 
reached the following decisions.

Complaint against NEWDOC, Falkland 
Surgery and Eastfield House Surgery

I find that the GPs at NEWDOC, Falkland 32	

Surgery and Eastfield House Surgery provided 
a reasonable standard of care and treatment 
for Miss Kemp. I found no evidence of service 
failure in this regard. Therefore, I do not uphold 
the complaint against them.

Complaint against the Trust

I find 33	 no service failure in the care and 
treatment provided by the Trust in terms of 
diagnostic investigations, nutrition, hydration, 
pain relief, discharge arrangements or the 
decision not to treat Miss Kemp’s cancer. 
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I find no service failure in the standard of 
accommodation and facilities provided for  
Miss Kemp by the Trust. Therefore, I do not 
uphold these aspects of the complaint against 
the Trust.

I find 34	 maladministration by the Trust in its 
handling of Mrs Kemp’s complaint and I find 
injustice occurred in consequence of that 
maladministration. Therefore, I uphold this 
aspect of the complaint against the Trust. 
However, I find the Trust has subsequently 
provided an appropriate remedy for that 
injustice so I make no recommendation in  
this regard.

Complaint against the  
Healthcare Commission

I find failings in the Healthcare Commission’s 35	

handling of Mrs Kemp’s complaint in relation 
to its first decision and these failings amount 
to maladministration. However, I find 
no maladministration by the Healthcare 
Commission in its second decision. I conclude 
that there is no unremedied injustice to  
Mrs Kemp in relation to the Healthcare 
Commission’s reviews and, therefore, I do  
not uphold her complaint against the 
Healthcare Commission.

The overarching complaint

I have found no evidence that Miss Kemp 36	

received less favourable treatment for reasons 
related to her learning disabilities and, as I found 
no evidence of service failure by the bodies 
complained about, I do not conclude that her 
death was avoidable.

In this report I explain the detailed reasons for 37	

my decisions and comment on the areas where 
Mrs Kemp has expressed particular concern.
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Introduction

In simple terms, when determining complaints 38	

that injustice or hardship has been sustained  
in consequence of service failure and/or  
maladministration, I generally begin by comparing 
what actually happened with what should  
have happened.

So, in addition to establishing the facts that 39	

are relevant to the complaint, I also need to 
establish a clear understanding of the standards, 
both of general application and which are 
specific to the circumstances of the case, which 
applied at the time the events complained 
about occurred; and which governed the 
exercise of the administrative and clinical 
functions of those bodies and individuals whose 
actions are the subject of the complaint. I call 
this establishing the overall standard.

The overall standard has two components: the 40	

general standard which is derived from general 
principles of good administration and, where  
applicable, of public law; and the specific standard  
which is derived from the legal, policy and 
administrative framework, and the professional 
standards relevant to the events in question.

Having established the overall standard I then 41	

assess the facts in accordance with the standard. 
Specifically, I assess whether or not an act or 
omission on the part of the body or individual 
complained about constitutes a departure from 
the applicable standard. 

If so, I then assess whether, in all the 42	

circumstances, that act or omission falls so far 
short of the applicable standard as to constitute 
service failure or maladministration.  

The overall standard which I have applied to this 43	

investigation is set out below. 

The general standard

Principles of Good Administration 

Since it was established my Office has 44	

developed and applied certain principles of 
good administration in determining complaints 
of service failure and maladministration. In 
March 2007 I published these established 
principles in codified form in a document 
entitled Principles of Good Administration.

The document organises the established 45	

principles of good administration into six 
Principles. These Principles are: 

Getting it right•	

Being customer focused•	

Being open and accountable•	

Acting fairly and proportionately•	

Putting things right, and•	

Seeking continuous improvement. •	

I have taken all of these Principles into account 46	

in my consideration of Mrs Kemp’s complaint 
and therefore set out below in greater detail 
what the Principles of Good Administration says 
under these headings:3

Section 2: the basis for my determination of the complaints

3	 Principles of Good Administration is available at www.ombudsman.org.uk

www.ombudsman.org.uk
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‘Getting it right’ means:

Acting in accordance with the law and with •	
regard for the rights of those concerned.

Acting in accordance with the public body’s •	
policy and guidance (published or internal).

Taking proper account of established good •	
practice.

Providing effective services, using •	
appropriately trained and competent staff.

Taking reasonable decisions, based on all •	
relevant considerations.

‘Being customer focused’ means:

Ensuring people can access services easily.•	

Informing customers what they can expect •	
and what the public body expects of them.

Keeping to commitments, including any •	
published service standards.

Dealing with people helpfully, promptly and •	
sensitively, bearing in mind their individual 
circumstances.

Responding to customers’ needs flexibly, •	
including, where appropriate, co-ordinating a 
response with other service providers.

‘Being open and accountable’ means:

Being open and clear about policies and •	
procedures and ensuring that information, 
and any advice provided, is clear, accurate 
and complete.

Stating criteria for decision making and giving •	
reasons for decisions.

Handling information properly and •	
appropriately.

Keeping proper and appropriate records.•	

Taking responsibility for actions.•	

‘Acting fairly and proportionately’ means: 

Treating people impartially, with respect  •	
and courtesy.

Treating people without unlawful •	
discrimination or prejudice, and ensuring no 
conflict of interests.

Dealing with people and issues objectively •	
and consistently.

Ensuring that decisions and actions are •	
proportionate, appropriate and fair.

‘Putting things right’ means:

Acknowledging mistakes and apologising •	
where appropriate.

Putting mistakes right quickly and effectively.•	

Providing clear and timely information on •	
how and when to appeal or complain.

Operating an effective complaints procedure, •	
which includes offering a fair and appropriate 
remedy when a complaint is upheld.
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‘Seeking continuous improvement’ means:

Reviewing policies and procedures regularly •	
to ensure they are effective.

Asking for feedback and using it to improve •	
services and performance.

Ensuring that the public body learns lessons •	
from complaints and uses these to improve 
services and performance.

Principles for Remedy

In October 2007 I published a document 47	

entitled Principles for Remedy.4

This document sets out the Principles that 48	

I consider should guide how public bodies 
provide remedies for injustice or hardship 
resulting from their service failure or 
maladministration. It sets out how I think public 
bodies should put things right when they have 
gone wrong. It also confirms our own approach 
to recommending remedies. The Principles 
for Remedy flows from, and should be read 
with, the Principles of Good Administration. 
Providing fair and proportionate remedies is an 
integral part of good administration and good 
service, so the same principles apply.	

I have taken the 49	 Principles for Remedy into 
account in my consideration of Mrs Kemp’s 
complaint.

The specific standard

Disability discrimination

Legal framework

Disability Discrimination Act 1995
The sections of the 50	 Disability Discrimination 
Act 1995 most relevant to the provision of 
services in this complaint were brought into 
force in 1996 and 1999 respectively. Although 
other parts of the Disability Discrimination 
Act 1995 were brought into force in 2004 and 
further provisions added by the Disability 
Discrimination Act 2005, these changes either 
post-date or are not directly relevant to the 
subject matter of this complaint.

Since December 1996 it has been unlawful 51	

for service providers to treat disabled people 
less favourably than other people for a reason 
relating to their disability, unless such treatment 
is justified. 

Since October 1999 it has in addition been 52	

unlawful for service providers to fail to comply 
with the duty to make reasonable adjustments 
for disabled people where the existence 
of a practice, policy or procedure makes it 
impossible or unreasonably difficult for disabled 
people to make use of a service provided, unless 
such failure is justified.

It has also been unlawful since October 1999 53	

for service providers to fail to comply with 
the duty to make reasonable adjustments so 
as to provide a reasonable alternative method 
of making the service in question available 
to disabled people where the existence of 
a physical feature makes it impossible or 

4	 Principles for Remedy is available at www.ombudsman.org.uk

www.ombudsman.org.uk
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unreasonably difficult for disabled people to 
make use of a service provided, unless such 
failure is justified.

Since October 1999 it has been unlawful for 54	

service providers to fail to comply with the duty 
to take reasonable steps to provide auxiliary 
aids or services to enable or facilitate the use 
by disabled people of services that the service 
provider provides, unless that would necessitate 
a permanent alteration to the physical fabric of 
a building or unless such failure is justified.

Policy aims

The 55	 Disability Discrimination Act 1995 
recognises that the disabling effect of physical 
and mental impairment will depend upon how 
far the physical and social environment creates 
obstacles to disabled people’s enjoyment of the 
same goods, services and facilities as the rest of 
the public.

The key policy aim behind the legislation is 56	

to ensure that as far as reasonably possible 
disabled people enjoy access not just to the 
same services, but to the same standard of 
service, as other members of the public. In other 
words, those who provide services to the public, 
whether in a private or public capacity, are to do 
whatever they reasonably can to eradicate any 
disadvantage that exists for a reason related to a 
person’s physical or mental impairment.

The critical component of disability rights 57	

policy is therefore the obligation to make 
‘reasonable adjustments’, which shapes the 
‘positive accent’ of the Disability Discrimination 
Act 1995. This obligation recognises that very 
often equality for disabled people requires 
not the same treatment as everyone else but 
different treatment. The House of Lords made 

explicit what this means in a case (Archibald 
v Fife Council, [2004] UKHL 32, judgment of 
Baroness Hale), which although arising from the 
Part 2 employment provisions of the Disability 
Discrimination Act 1995, has bearing on the  
Part 3 service provisions also:

‘The 1995 Act, however, does not regard the 
differences between disabled people and 
others as irrelevant. It does not expect each 
to be treated in the same way. It expects 
reasonable adjustments to be made to cater 
for the special needs of disabled people. 
It necessarily entails an element of more 
favourable treatment.’

As the Court of Appeal has also explained, 58	

specifically in respect of the Part 3 service 
provisions of the Disability Discrimination  
Act 1995 (Roads v Central Trains [2004] EWCA 
Civ 1451, judgment of Sedley LJ), the aim is to 
ensure ‘access to a service as close as it is 
possible to get to the standard offered to the 
public at large’.

Policy and administrative guidance 

Disability Rights Commission Codes of Practice
Between April 2000 and October 2007 the 59	

Disability Rights Commission had responsibility 
for the enforcement and promotion of disability 
rights in Britain. In that capacity, and by virtue 
of the provisions of the Disability Rights 
Commission Act 1999, it had a duty to prepare 
statutory codes of practice on the law. These 
statutory codes of practice, although not legally 
binding, are to be taken into account by courts 
and tribunals in determining any issue to which 
their provisions are relevant.
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Before the establishment of the Disability Rights 60	

Commission in April 2000, the relevant Secretary 
of State, on the advice of the National Disability 
Council, published a statutory code of practice 
on the duties of service providers under  
Part 3 of the Disability Discrimination Act 1995 
entitled Code of Practice: Goods, Facilities, 
Services and Premises, 1999, itself a revision of 
an earlier code of practice published in 1996.

On its establishment in 2000 the Disability 61	

Rights Commission consulted on a further 
revised code of practice, which came into force 
on 27 May 2002 as the Disability Discrimination 
Code of Practice (Goods, Facilities, Services and 
Premises). The revised code of practice not only 
updated the previous codes but anticipated the 
changes to the law that were due to come into 
effect in 2004, in particular with respect to the 
duty to remove obstructive physical features.

The 2002 Code made it clear that a service 62	

provider’s duty to make reasonable adjustments 
is a duty owed to disabled people at large and 
that the duty is ‘anticipatory’:

‘Service providers should not wait until a 
disabled person wants to use a service which 
they provide before they give consideration 
to their duty to make reasonable 
adjustments. They should be thinking now 
about the accessibility of their services to 
disabled people. Service providers should 
be planning continually for the reasonable 
adjustments they need to make, whether or 
not they already have disabled customers. 
They should anticipate the requirements of 
disabled people and the adjustments that 
may have to be made for them.’

It also drew attention to the pragmatic strain 63	

of the Disability Discrimination Act 1995. For 
example, in respect of the forthcoming ‘physical 
features’ duty, the Code says:

‘The Act does not require a service provider 
to adopt one way of meeting its obligations 
rather than another. The focus of the Act 
is on results. Where there is a physical 
barrier, the service provider’s aim should be 
to make its services accessible to disabled 
people. What is important is that this aim is 
achieved, rather than how it is achieved.’

Valuing People – A New Strategy for Learning 
Disability for the 21st Century (2001)
In 2001 the Department of Health published 64	

a White Paper, explicitly shaped by the 
relevant legislation (including the Disability 
Discrimination Act 1995 and the Human Rights 
Act 1998), with a foreword written by the then 
Prime Minister, outlining the Government’s 
future strategy and objectives for achieving 
improvements in the lives of people with 
learning disabilities.

The White Paper identified four key principles 65	

that it wanted to promote: legal and civil rights 
(including rights to education, to vote, to have a 
family and to express opinions); independence; 
choice; and inclusion (in the sense of being part 
of mainstream society and being integrated into 
the local community).

As the White Paper explained, the intention was 66	

that ‘All public services will treat people with 
learning disabilities as individuals, with respect 
for their dignity’. 
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The fifth stated objective of the Government 67	

was to ‘enable people with learning disabilities 
to access health services designed around 
individual needs, with fast and convenient care 
delivered to a consistently high standard, and 
with additional support where necessary’.

The Department of Health also published in 68	

2001 two circulars aimed jointly at the health 
service and local authorities, focusing on the 
implementation of Valuing People and including 
detailed arrangements for the establishment  
of Learning Disability Partnership Boards:  
HSC 2001/016 and LAC (2001) 23.

The Department of Health has published a 69	

series of reports to help the NHS meet its duties 
under the Disability Discrimination Act 1995. 

Signposts for success in commissioning and 
providing health services for people with 
learning disabilities (1998)
This was published by the Department of Health 70	

and was the result of extensive consultation 
undertaken with people with learning 
disabilities, carers and professionals with the 
aim of informing good practice. It was targeted 
at the whole NHS and emphasises the need for 
shared values and responsibilities, respecting 
individual rights, good quality information and 
effective training and development. It also 
encourages the use of personal health records. 
The accompanying executive letter EL (98)3 
informs chief executives of the availability of 
the guidance.

Doubly Disabled: Equality for disabled people 
in the new NHS – access to services (1999) 
This Department of Health report, also aimed 71	

at the whole NHS, contains a specific section 
on learning disability. It provides guidance for 
managers with specific responsibility for advising 
on access for disabled patients to services 
and employment. It also provides information 
for all staff on general disability issues. The 
accompanying circular HSC 1999/093 emphasises 
the purpose of the document, saying:

‘… it will be essential for service providers 
to ensure that they have taken reasonable 
steps to ensure that services are not 
impossible or unreasonably difficult for 
disabled people to use.’

Once a Day: A Primary Care Handbook for 
people with learning disabilities (1999) 
This was issued jointly by the Department 72	

of Health and the Royal College of General 
Practitioners, and was specifically aimed at 
primary care services. It draws attention to the 
interface between primary care and general 
hospital services and sets out actions which 
healthcare providers should take to facilitate 
equal access to health services for people with 
learning disabilities. The overall purpose of the 
handbook was described in the accompanying 
circular HSC 1999/103, which says:

‘The purpose of this guidance, for GPs and 
primary care teams, is to enhance their 
understanding, improve their practice and 
promote their partnerships with other 
agencies and NHS services.’
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In practice

The practical effect of the legal, policy 73	

and administrative framework on disability 
discrimination is to require public authorities 
to make their services accessible to disabled 
people. To achieve this objective they must take 
all reasonable steps to ensure that the design 
and delivery of services do not place disabled 
people at a disadvantage in their enjoyment of 
the benefits provided by those services. 

Failure to meet this standard will mean not 74	

only that there is maladministration or service 
failure, but that there is maladministration or 
service failure for a disability related reason. This 
does not require a deliberate intention to treat 
disabled people less favourably. It will be enough 
that the public authority has not taken the steps 
needed, without good reason. 

To be confident that it has met the standard, a 75	

public authority will need to show that it has 
planned its services effectively, for example, 
by taking account of the views of disabled 
people themselves and by conducting the risk 
assessments needed to avoid false assumptions; 
that it has the ability to be flexible, for example, 
by making reasonable adjustments to its policies, 
practices and procedures, whenever necessary; 
and by reviewing arrangements regularly, not just 
when an individual disabled person presents a 
new challenge to service delivery.

It should also be noted that a failure to meet 76	

the standard might occur even when the service 
in question has been specially designed to meet 
the needs of disabled people. This might be 
because, for example, the service design meets 
the needs of some disabled people but not 
others, or because good design has not been 
translated into good practice.

It is not for the Ombudsman to make findings of 77	

law. It is, however, the role of the Ombudsman 
to uphold the published Principles of Good 
Administration. These include the obligation 
to ‘get it right’ by acting in accordance with 
the law and with regard for the rights of those 
concerned. Where evidence of compliance 
is lacking, the Ombudsman will be mindful 
of that in determining the overall quality of 
administration and service provided in the 
particular case. In cases involving disabled 
people, such considerations are so integral to 
good administration and service delivery that it 
is impossible to ignore them. 

Human rights

Legal framework

Human Rights Act 1998 
The 78	 Human Rights Act 1998 came into force in 
England in October 2000. The Human Rights  
Act 1998 was intended to give further effect 
to the rights and freedoms already guaranteed 
to UK citizens by the European Convention 
on Human Rights. To that extent, the Human 
Rights Act 1998 did not so much create new 
substantive rights for UK citizens but rather 
established new arrangements for the domestic 
enforcement of those existing substantive rights.

It requires public authorities (that is, bodies 79	

which exercise public functions) to act in a 
way that is compatible with the European 
Convention on Human Rights; it requires the 
courts to interpret statute and common law 
in accordance with the European Convention 
on Human Rights and to interpret legislation 
compatibly with the European Convention 
on Human Rights wherever possible; and it 
requires the sponsors of new legislation to 
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make declarations when introducing a Bill 
in Parliament as to the compatibility of that 
legislation with the European Convention on 
Human Rights.

Of particular relevance to the delivery of 80	

healthcare to disabled people by a public 
authority are the following rights contained in 
the European Convention on Human Rights:

Article 2 	 Right to life

Article 3 	 Prohibition of torture, or inhuman 	
		  or degrading treatment

Article 14 	 Prohibition of discrimination.

Policy aims

When the UK Government introduced the 81	

Human Rights Act 1998, it said its intention 
was to do more than require government and 
public authorities to comply with the European 
Convention on Human Rights. It wanted instead 
to create a new ‘human rights culture’ among 
public authorities and among the public at large.

A key component of that human rights culture is 82	

observance of the core human rights principles 
of Fairness, Respect, Equality, Dignity and 
Autonomy for all. These are the principles that lie 
behind the Human Rights Act 1998, the European 
Convention on Human Rights and human rights 
case law, both in the UK and in Strasbourg.

These principles are not new. As the Minister 83	

of State for Health Services remarked in her 
foreword to Human Rights in Healthcare –  
A Framework for Local Action (2007): 

‘The Human Rights Act supports the 
incorporation of these principles into our 
law, in order to embed them into all public 
services. These principles are as relevant now 
as they were over 50 years ago when UK 
public servants helped draft the European 
Convention on Human Rights.’

The policy implications for the healthcare 84	

services are also apparent, as one aspect of that 
aim of using human rights is to improve service 
delivery. As the Minister of State also observed: 

‘Quite simply we cannot hope to improve 
people’s health and well-being if we are 
not ensuring that their human rights are 
respected. Human rights are not just about 
avoiding getting it wrong, they are an 
opportunity to make real improvements to 
people’s lives. Human rights can provide a 
practical way of making the common sense 
principles that we have as a society a reality.’

At the time of the introduction of the 85	

Human Rights Act 1998 in October 2000, the 
importance of human rights for disabled people 
was recognised. Writing in the Disability Rights 
Commission’s publication of September 2000 
entitled The Impact of the Human Rights 
Act on Disabled People, the then Chair of the 
Disability Rights Commission noted that: 

‘The Human Rights Act has particular 
significance for disabled people … The 
withdrawal or restriction of medical services, 
the abuse and degrading treatment of 
disabled people in institutional care, and 
prejudiced judgements about the parenting 
ability of disabled people are just some of 
the areas where the Human Rights Act may 
help disabled people live fully and freely, on 
equal terms with non-disabled people.’
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In practice

The practical effect of the legal, policy and 86	

administrative framework on human rights is to 
create an obligation on public authorities not 
only to promote and protect the positive legal 
rights contained in the Human Rights Act 1998 
and other applicable human rights instruments 
but to have regard to the practical application of 
the human rights principles of Fairness, Respect, 
Equality, Dignity and Autonomy in everything 
they do. 

Failure to meet this standard will not only  87	

mean that the individual has been denied the 
full enjoyment of his or her rights; it will also 
mean that there has been maladministration or 
service failure.

To be confident that it has met the requisite 88	

standard, a public authority will need to show 
that it has taken account of relevant human 
rights principles not only in its design of services 
but in their implementation. It will, for example, 
need to show that it has made decisions that 
are fair (including by giving those affected by 
decisions a chance to have their say, by avoiding 
blanket policies, by acting proportionately 
and by giving clear reasons); that it has treated 
everyone with respect (including by avoiding 
unnecessary embarrassment or humiliation, 
by enabling individuals to make their own 
choices so far as practicable, and by having 
due regard to the individual’s enjoyment of 
physical and mental wellbeing); that it has made 
genuine efforts to achieve equality (including 
by avoiding unjustifiable discrimination, by 
taking reasonable steps to enable a person to 
enjoy participation in the processes that affect 
them, by enabling a person to express their own 
personal identity and by actively recognising 
and responding appropriately to difference); 
that it has preserved human dignity (including 

by taking reasonable steps to protect a person’s 
life and wellbeing, by avoiding treatment that 
causes unnecessary mental or physical harm, 
and by avoiding treatment that is humiliating or 
undignified); and that it has promoted individual 
autonomy (including by taking reasonable steps 
to ensure that a person can live independently).

It is not for the Ombudsman to make findings of 89	

law. It is, however, the role of the Ombudsman 
to uphold the published Principles of Good 
Administration. These include the obligation 
to ‘get it right’ by acting in accordance with 
the law and with regard for the rights of those 
concerned. Where evidence of compliance 
is lacking, the Ombudsman will be mindful 
of that in determining the overall quality of 
administration and service provided in the 
particular case. In cases involving health and 
social care, such considerations are so integral 
to the assessment of good administration and 
good service delivery that it is impossible to 
ignore them.

Professional standards

The General Medical Council

The General Medical Council (the body 90	

responsible for professional regulation of 
doctors) publishes a booklet, Good Medical 
Practice (Good Medical Practice), which 
contains general guidance on how doctors 
should approach their work. This booklet is clear 
that it represents standards which the General 
Medical Council expects doctors to meet. It sets 
out the duties and responsibilities of doctors 
and describes the principles of good medical 
practice and standard of competence, care and 
conduct expected of doctors in all areas of 
work. Key sections of the booklet current at the 
time of this complaint are set out at Annex A. 
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Paragraph 5 of Good Medical Practice, 2001, says:91	

‘The investigation or treatment you provide 
or arrange must be based on your clinical 
judgement of patients’ needs and the likely 
effectiveness of treatment. You must not 
allow your views about a patient’s lifestyle, 
culture, beliefs, race, colour, gender, sexuality, 
disability, age, or social or economic status, 
to prejudice the treatment you arrange.’

The Nursing and Midwifery Council

The Nursing and Midwifery Council (the body 92	

responsible for professional regulation of nurses) 
publishes a booklet, The Nursing and Midwifery 
Council code of professional conduct: 
standards for conduct, performance and ethics 
(the Code of Conduct), which contains general 
and specific guidance on how nurses should 
approach their work. The booklet represents 
the standards which the Nursing and Midwifery 
Council expects nurses to meet. 

Paragraph 1 of the Code of Conduct current in 93	

early 2004 said:

‘You are personally accountable for 
your practice. This means that you are 
answerable for your actions and omissions, 
regardless of advice or directions from 
another professional.

‘You have a duty of care to your patients 
and clients, who are entitled to receive safe 
and competent care.’

Paragraph 2 of the Code of Conduct said:94	

‘As a registered nurse, midwife or health 
visitor, you must respect the patient or 
client as an individual.

‘…

‘You are personally accountable for 
ensuring that you promote and protect the 
interests and dignity of patients and clients, 
irrespective of gender, age, race, ability, 
sexuality, economic status, lifestyle, culture 
and religious or political beliefs.’

Paragraph 4 of the Code of Conduct 95	

emphasised the importance of teamwork and 
communication. It said:

‘As a registered nurse, midwife or health 
visitor, you must co-operate with others in 
the team.

‘The team includes the patient or client, the 
patient’s or client’s family, informal carers 
and health and social care professionals in 
the National Health Service, independent 
and voluntary sectors.

‘You are expected to work co-operatively 
within teams and to respect the skills, 
expertise and contributions of your 
colleagues. You must treat them fairly and 
without discrimination.

‘You must communicate effectively and 
share your knowledge, skill and expertise 
with other members of the team as required 
for the benefit of patients and clients.

‘Health care records are a tool of 
communication within the team. You must 
ensure that the health care record for the 
patient or client is an accurate account of 
treatment, care planning and delivery.’
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Specific professional standards  
and guidance

There are a number of specific professional 96	

standards and guidance which are particularly 
relevant to this case.

Nursing care and pain management

In 97	 Making a Difference: strengthening 
the nursing, midwifery and health visiting 
contribution to health and healthcare (Making 
a Difference), 1999, the Chief Nursing Officer 
identifies a need to focus on the fundamentals 
of nursing care. This led to the development 
of a set of benchmarking tools known as The 
Essence of Care: Patient-focused benchmarking 
for healthcare practitioners (the Essence 
of Care), 2001. At the time of this complaint 
benchmarking tools were available for eight 
areas including food and nutrition, and the 
safety of clients with mental health needs 
in acute mental health and general hospital 
settings. NHS trusts were expected to develop 
and implement local policies that ensured 
compliance with the benchmark standards.

Services for Patients with Pain98	 , 2000, makes a 
number of recommendations about provision, 
organisation and management of pain services. 
For example, it recommends that staff who 
manage patients with pain should be adequately 
trained. The National Council of Hospice 
and Specialist Palliative Care Services issued 
Guidance for Managing Cancer Pain in Adults, 
2003. This describes the nature of cancer pain 
as well as the aims and principles of cancer pain 
management. It also sets out practical guidance, 
such as alternative routes for administration of 
painkilling medication.

Cancer care

The NHS Cancer Plan: A plan for investment, 99	

a plan for reform, 2000, sets out the National 
Service Framework for cancer care through 
prevention, screening, diagnosis, treatment 
and palliative care. It also set targets to reduce 
waiting times for all stages of the care pathway. 
The overall goal was that by 2005 no one should 
wait more than one month from urgent referral 
for suspected cancer to treatment.

Referral Guidelines for Suspected Cancer100	 , 
2000, explains that most GPs would see very 
few patients with cancer and that, even for 
the commonest cancers, a GP could expect 
to see only one or two cases a year. The 
document recognises the difficulties for GPs 
in differentiating ‘between patients whose 
symptoms may be due to cancer and the 
much larger number of patients with similar 
symptoms arising from other causes’. It says 
that for certain symptoms ‘it may be entirely 
appropriate for a GP to wait to see if the 
symptom resolves’.

Discharge from hospital

In January 2003 the Department of Health 101	

published comprehensive guidelines about 
discharging patients from hospital called 
Discharge from hospital: pathway, process and 
practice (Discharge from Hospital). The lengthy 
guidelines are in the form of a workbook 
and include principles for good practice as 
well as introducing a range of tools to assist 
professionals involved in the discharge process. 
Some key details from the document are set out 
at Annex B. Amongst the ‘key messages’ are:
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‘Ensure individuals and their carers are 
actively engaged in the planning and 
delivery of their care.

‘…

‘Agree, operate and performance manage 
a joint discharge policy that facilitates 
effective multidisciplinary working at ward 
level and between organisations.

‘On admission, identify those individuals 
who may have additional health, social 
and/or housing needs to be met before they 
can leave hospital and target them for extra 
support.

‘…

‘Consider how an integrated discharge 
planning team can be developed to provide 
specialist discharge planning support to the 
patient and multidisciplinary team.’

Appendices 5.6 and 5.7 of the guidelines 102	

specifically address the needs of people with 
learning disabilities, mental health problems 
or dementia. The importance of meeting the 
needs of these groups of patients by effective 
multidisciplinary and multi-agency working is 
threaded through the guidance.

Consent to treatment

A number of documents issued by professional 103	

bodies, including the General Medical Council’s 
document Seeking patients’ consent: the ethical 
considerations, 1998, and by the Government, 
including the Reference guide to consent for 
examination and treatment, 2001, set out the 
ethical and legal principles of managing patients 
who lack capacity to consent to investigations 

and treatment. Good practice in consent: 
Achieving the NHS Plan commitment to a 
patient-centred consent practice, 2001, focuses 
on the action necessary to ensure the guidance 
was reflected in day-to-day NHS practice. The 
document explains that:

‘A patient will lack capacity to consent to a 
particular intervention if he or she is:

unable to comprehend and retain •	
information material to the decision 
especially as to the consequences of 
having, or not having, the intervention in 
question: and/or

unable to use and weigh this information •	
in the decision-making process.’

Professional and government guidance available 104	

at the time of the events complained about is 
clear that:

no one can give or withhold consent to •	
treatment on behalf of someone who lacks 
the capacity to consent;

adults are assumed to have capacity to •	
consent, but where this is in doubt it is the 
responsibility of the healthcare team to 
assess whether a person is able to make an 
informed decision about the treatment;

where the patient lacks capacity to consent, •	
it is the responsibility of the healthcare team 
to decide whether to carry out investigations 
or treatment based on their assessment of 
the patient’s best interests;
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best interests should be assessed taking •	
account of the circumstances of each 
individual case and the assessment should 
not be confined to medical interests, but 
should include other welfare considerations. 
These additional considerations can include 
the patient’s known values and preferences, 
their wellbeing, religious and spiritual welfare, 
and quality of life;

there should be discussion and collaboration, •	
both with other health professionals and 
family and friends; 

where there is doubt, concern or •	
disagreement about specific decisions a 
second medical opinion should be sought 
and where agreement cannot be reached 
the High Court should be approached for a 
ruling; and

discussions, decisions and actions should  •	
be recorded.

The Department of Health also issued a 105	

guidance document, Seeking consent: working 
with people with learning disabilities (Seeking 
Consent), 2001. This reiterates the key principles 
outlined above with additional guidance 
specific to people with learning disabilities. The 
guidance reminds anyone who has responsibility 
for treating or caring for people with learning 
disabilities that:

‘[They] must never make assumptions that 
particular treatments are inappropriate just 
because the person has a learning disability. 
This is discriminatory and unlawful.’

With regard to best interest decisions, Seeking 106	

Consent makes the additional specific point that 
such decisions should:

‘… never include assumptions about the 
quality of life of someone with learning 
disabilities, or how that person values their 
life. In particular, [healthcare practitioners] 
should use the person’s ordinary life with 
their disability as the baseline from which 
to judge whether treatment will impose 
excessive burdens on them.’

But Seeking Consent also says:107	

‘… people who lack capacity to consent to 
or refuse a particular treatment option 
may still express willingness or unwillingness 
to co-operate with what is being offered. 
Such preferences should always be taken 
into account when deciding whether the 
proposed care or treatment is genuinely in 
the person’s best interests. For example, if, 
despite all reassurance, a patient becomes 
very distressed by a particular investigatory 
procedure, this will be an important factor 
to bear in mind when deciding if the 
procedure is really essential.’

Seeking Consent says the same ‘108	 broad 
principles’ apply to decisions about providing 
or withholding life-prolonging treatment for 
people who lack capacity to consent as apply to 
any other kind of treatment.

The British Medical Association published 109	

Withholding and Withdrawing Life-prolonging 
Medical Treatment: Guidance for decision 
making, 1999. This document says that where 
patients lack capacity and there is doubt  
about the benefit of treatment, that treatment 
should be provided on a trial basis and reviewed. 



26	 Six lives: the provision of public services to people with learning disabilities

Treatment can be withdrawn if review shows ‘the 
burdens of providing the treatment outweigh 
the benefits’.

The General Medical Council guidance 110	

Withholding and withdrawing life-prolonging 
treatments: Good practice in decision-making, 
2002, states that: 

‘Where it has been decided that a treatment 
is not in the best interests of the patient, 
there is no ethical or legal obligation to 
provide it and therefore no need to make 
a distinction between not starting the 
treatment and withdrawing it.

‘Where patients lack capacity to make 
decisions about treatment, and there is a 
reasonable degree of uncertainty about the 
appropriateness of providing a particular 
treatment, treatment which may be of some 
benefit to the patient should be started 
until a clearer assessment can be made. 
[Treatment] may be withdrawn at a later 
stage, if it is proving to be ineffective or too 
burdensome for the patient.’

Local policy at the Trust

At the time of the events complained about a 111	

Checklist for admitting patients with learning 
disabilities or specialist care needs was in use 
at the Trust. This was aimed at nursing staff and 
emphasised the importance of assessing and 
recording needs. It also stressed the importance 
of co-operation and negotiation with carers 
in drawing up a care plan. It said nurses should 
not expect carers to carry out the key caring 
activities such as feeding, washing and toileting.

A discharge policy was also in place. Its aim was 112	

to ‘assist staff in ensuring effective, timely and 
safe discharges from hospital for all patients, 
optimising patient and carer participation and 
satisfaction with all issues relating to discharge’. 
The policy emphasised the importance of 
multi-agency working and co-operation and 
included a statement that where community 
staff had been involved in care ‘they must 
be contacted and involved in the discharge 
process’. The policy highlighted the importance 
of clear communication, including discharge 
care planning, comprehensive discharge 
documentation and multi-agency planning 
meetings for those patients with complex needs. 
The policy also pointed up the role of the Patient 
Co-ordination Team in providing advice and 
assistance with complex discharges, including 
liaison with community services where necessary.

The Trust also had a 113	 Policy for Consent to 
Examination or Treatment which mirrored 
the Government’s Good practice in consent 
implementation guide and included guidance 
for healthcare staff on how to act when a 
patient lacked capacity to consent.

Complaint handling

NHS complaint handling

Prior to 2004 complaint handling in the NHS 114	

was subject to various Directions which required 
NHS trusts to have written procedures for 
dealing with complaints within their organisation 
(known as local resolution) and to operate the 
second element of the complaints procedure 
(independent review). Complaints against primary 
care providers were dealt with at the local level 
under practice-based complaints procedures 
required under the provider’s terms of service.
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However, on 30 July 2004 the 115	 NHS (Complaints) 
Regulations 2004 (the Regulations) came into 
force, and created the procedure applicable to 
this complaint. These Regulations made detailed 
provision for the handling of complaints at local 
level by NHS bodies and, if the complainant 
was dissatisfied with this local resolution, for 
the complaint to be given further consideration 
by the Healthcare Commission. Complaints 
against primary care providers continue to be 
dealt with at the local level by practice-based 
complaints procedures, but likewise move to the 
Healthcare Commission for the second stage of 
the process.

Complaints against NHS bodies
The Regulations (Regulation 3(2)) emphasise that 116	

complaint handling arrangements by NHS bodies 
at the local level must ensure that complaints 
are dealt with speedily and efficiently and 
that complainants are treated courteously and 
sympathetically and, as far as possible, involved 
in decisions about how their complaints are 
handled. The guidance issued by the Department 
of Health to support the Regulations emphasises 
that the procedures should be open, fair, flexible 
and conciliatory, and encourage communication 
on all sides, with the primary objective being to 
resolve the complaint satisfactorily while being 
fair to all parties. 

Part II 117	 of the Regulations (Regulations 3 to 13)  
sets out the statutory requirements for NHS 
bodies managing complaints at the local level 
and deals with such matters as who may make 
complaints, when they may be made and the 
matters which may be complained about. A 
dedicated complaints manager must be identified 
along with a senior person in the organisation 
to take responsibility for the local complaints 
process and for complying with the Regulations. 
Regulation 13 states that the response to the 

complaint, which must be signed by the Chief 
Executive where possible, must be sent to the 
complainant within 20 working days from when 
the complaint was made, unless the complainant 
agrees to a longer period. That response must 
also inform complainants of their right to refer 
the complaint to the Healthcare Commission. 

Complaints against GPs
Guidance to GPs is found in the 1996  118	

Practice-based Complaints Procedures. 
Guidance for General Practices. This is 
intended to be a good practice guide and sets 
out a model for a practice-based complaints 
procedure with sample resource leaflets and 
suggested forms. It is not intended to be 
prescriptive, so the only mandatory part of the 
guidance is that relating to the national criteria. 
These criteria, found in paragraph 3.1, are:

Practice-based procedures should be •	
managed by the practice.

One person should be nominated to •	
administer the procedure.

The procedure must be in writing and must •	
be publicised (and should include details of 
how to complain further).

Complaints should normally be •	
acknowledged within two working days and 
an explanation normally provided within ten 
working days.

The aim of the practice-based complaints 119	

procedure is to make the process more 
accessible, speedier and fairer to everyone and 
to try to resolve most complaints at practice 
level. Detailed procedures are expected to be 
workable, flexible and ‘user-friendly’ for patients 
and practices alike.
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Complaint handling by the Healthcare 
Commission

Complainants who are dissatisfied with the 120	

outcome of their complaint may ask the 
Healthcare Commission to consider the 
complaint, and Part III of the Regulations 
(Regulations 14 to 19) sets out the statutory 
requirements on the Healthcare Commission 
when considering complaints at this second level.

Regulation 16 states that the Healthcare 121	

Commission must assess the nature and 
substance of the complaint and decide as soon 
as it is reasonably practicable how it should 
be dealt with ‘having regard to’ a number of 
matters including the views of the complainant 
and the body or person complained against 
and any other relevant circumstances. There 
is a wide range of options available to the 
Healthcare Commission for dealing with the 
complaint, apart from investigating it, including 
taking no further action, referring the matter 
back to the body or person complained about 
with recommendations as to action to resolve 
the complaint, and referring the matter to a 
health regulatory body.

If the Healthcare Commission does decide  122	

to investigate, it must send the proposed terms 
of reference to the complainant and the body  
or person complained about (and any other  
body with an interest in the complaint) for 
comment. Once the investigation begins, the 
Healthcare Commission has a wide discretion in 
deciding how it will conduct the investigation 
(Regulation 17) and this may include taking 
such advice as seems to it to be required, and 
requesting (not demanding) the production of 
such information and documents as it considers 
necessary to enable it properly to consider 
the complaint. The Healthcare Commission 

has established its own internal standards for 
the handling of complaints and although, for 
example, the Regulations do not specify the 
type of advice to be taken the Healthcare 
Commission has acknowledged the need to  
seek appropriate guidance from a clinical  
adviser with relevant experience and expertise. 
Likewise, although the Regulations set no specific 
timescales for it to complete the investigatory 
process (Regulation 19 merely requires it to 
prepare a written report of its investigation 
‘as soon as is reasonably practicable’), the 
Healthcare Commission has said that it aims in 
the majority of cases to take no longer than six 
months to complete the process.

The report produced by the Healthcare 123	

Commission at the end of its investigation must 
summarise the nature and substance of the 
complaint, describe its investigations, summarise 
its conclusions, including any findings of fact, its 
opinion of the findings and the reasons for its 
opinion, and recommend what action should  
be taken and by whom to resolve the complaint  
or otherwise.
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Background

I have outlined the background to Mrs Kemp’s 124	

complaint in Section 1 of this report. I say more 
about the key events associated with each 
aspect of the complaint in the relevant sections 
which follow.

Non Hodgkins lymphoma

Information about the nature of Miss Kemp’s 125	

cancer is central to an understanding of her 
care and treatment and is relevant to my 
consideration of all aspects of Mrs Kemp’s 
complaint. Therefore, I now set out some clinical 
information about non Hodgkins lymphoma 
including characteristics, diagnosis, treatment 
and prognosis.5

Lymphoma is a cancer of the lymphatic system – 126	

the network of lymph glands and channels which  
occurs throughout the body. Lymph is a fluid 
which bathes all body cells. The lymphatic system  
is part of the immune system which helps the  
body keep free of infection. Cells within the 
lymph tissue are called lymphocytes and they are  
classified as T or B cells depending on microscopic  
appearance and function. More than 90% of non 
Hodgkins lymphomas arise from B cells.

The cause of the majority of non Hodgkins 127	

lymphomas is unknown. There are about 8,450 
new cases each year in the UK and the disease  
is more common in older adults. The average  
age of diagnosis is around 65 years. Classification 
of non Hodgkins lymphoma is complex but, 
when deciding about treatment, doctors usually  
group all cases as either indolent or low grade 
(slow progressing), or aggressive or high grade  
(rapidly progressing).

Many patients with non Hodgkins lymphoma 128	

have no symptoms at the time of diagnosis and 
the disease may be discovered because they 
have other investigations such as a routine chest 
X-ray. Patients with aggressive non Hodgkins 
lymphoma usually present with one or more 
enlarged, usually painless lymph nodes (glands) 
in the neck, collar bone area, armpit or groin. 
Later symptoms include recurrent fevers (greater 
than 38oC), drenching night sweats, weight loss 
(greater than 10% in six months) and severe and 
persistent fatigue.

The Referral Guidelines for Suspected Cancer129	 , 
2000, say a doctor who suspects a patient may 
have a lymphoma should make an urgent referral 
to a cancer specialist if: swollen lymph nodes 
have been present for more than six weeks; 
the liver and spleen are enlarged; or there is a 
constellation of three or more of the following 
symptoms – fatigue, night sweats, weight loss, 
itching, breathlessness, bruising, recurrent 
infection and bone pain. Usually a biopsy 
(removal of a small piece of tissue for laboratory 
analysis) is obtained from one or more of the 
affected nodes and a chest X-ray taken. Further 
scans and other investigations are usually 
performed if the biopsy shows a lymphoma.

Most non Hodgkins lymphomas are treated with 130	

various combinations of drugs (chemotherapy) 
or sometimes chemotherapy combined with 
radiation (radiotherapy). The most common 
combination of drug treatment for non Hodgkins 
lymphoma is CHOP (cyclophosphamide, 
hydroxydaunorubicin, vincristine and 
prednisolone) which may be combined with an 
antibody called rituximab (R-CHOP). It is usual 
to wait until all laboratory results are available 
before starting treatment because any delay is 
offset by planning the ideal treatment. 

Section 3: the investigation

5	 Non Hodgkins Lymphoma (NHL), Leukaemia Research 2006
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There is a range of possible side-effects of 131	

R-CHOP6, some of which are common and  
some of which occur occasionally. The common 
side-effects include fatigue, nausea and 
vomiting, hair loss, nerve problems and skin 
changes. A temporary drop in bone marrow 
function may occur and this increases the risk 
of contracting infections which can be life 
threatening. Reduced bone marrow function can 
also cause tiredness, breathlessness and bruising.

The prognosis for non Hodgkins lymphoma 132	

depends on the type and stage of the disease 
at the time of diagnosis. Doctors look at 
the combination of clinical features in each 
individual patient before suggesting the likely 
prognosis and recommending treatment.

The prognosis for cancer can be expressed using 133	

several parameters. These are:

cure (the likelihood of removing all traces  •	
of cancer);

survival (the percentage of patients who are •	
still alive at two years and five years);

mortality due to treatment (the percentage •	
of patients who die as a consequence of 
treatment); and

treatment response (the percentage of •	
patients who have any positive response  
to treatment).

Miss Kemp’s cancer

A limited amount of information is available 134	

about the nature of Miss Kemp’s particular 
cancer. She had undergone an ultrasound, a 
CT scan and a biopsy and the clinical team had 
seen the site of the tumour. What we know 
from these tests and investigations is that 
the tumour was a large B cell non Hodgkins 
lymphoma. The clinical team decided it was a 
high grade (aggressive) tumour. When they saw 
Miss Kemp’s groin they noted that the tumour 
had caused skin changes over an area of about 
5cm. Later they described this as ‘fungation’ – 
ulceration where the tumour breaks through the 
skin surface. They also found evidence that the 
tumour was diffuse (not limited to one location 
in the body), for example the lymph nodes in 
Miss Kemp’s groin were enlarged.

My Oncology Adviser agreed that the available 135	

information suggested the tumour was diffuse 
and aggressive. However, he noted that from 
the information available it was not possible to 
reach a definite conclusion about the tumour’s 
classification in the International Prognostic 
Index (a tool which predicts the probability 
of disease-free and overall survival based on a 
range of indicators).

One of the factors in deciding about treatment 136	

for non Hodgkins lymphoma is the evidence 
provided by the results of pathology tests. 
In Miss Kemp’s case the biopsy of the lump 
in her groin provided information about the 
cellular characteristics of the tumour. This is 
an area where my investigation has uncovered 
some uncertainty about the features of the 
tumour and the impact of those features on 
Miss Kemp’s prognosis. I have decided to set 
out the facts and different opinions about this 

6	Cancer Research UK www.cancerhelp.org.uk

www.cancerhelp.org.uk
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issue at this stage in my report in the interests 
of transparency and openness. However, for 
reasons which I go on to explain, I do not 
consider this information is material to my 
decision. Therefore, I do not make a finding 
related to this matter.

The initial results of the biopsy were available 137	

on 11 June 2004 and showed the tumour was 
probably a large B cell lymphoma. The specimen 
was sent to a Professor of Pathology for further 
analysis. The Professor of Pathology’s report 
confirmed the earlier findings about the nature 
of the tumour and included further detailed 
information about its cellular characteristics. This 
additional information included the finding that 
the specimen displayed angiocentricity (this is a 
descriptive term which means the tumour cells 
were grouped around blood vessels). However, 
he did not say whether or not this feature was 
significant in terms of Miss Kemp’s prognosis.

The Professor of Pathology’s formal written 138	

report is dated 30 June 2004, although it was  
not typed until 2 July 2004, which is a week after 
the decision not to treat Miss Kemp’s cancer 
had been made. It is not clear when the full 
pathology results became available to the clinical 
team of cancer specialists treating Miss Kemp.  
From additional information provided by the 
clinical team during my investigation it appears 
they had received a verbal report of the 
Professor of Pathology’s findings by 25 June 2004 
when the decision not to provide chemotherapy 
was made. However, there is no evidence of this 
in the health record. This means it is not possible 
to say for certain whether the full pathology 
results were available to the clinical team when 
they assessed Miss Kemp’s chances of survival. 
Consequently, it is not possible to say precisely 
what influence the Professor of Pathology’s 
findings had on that assessment.

That said, information provided by the clinical 139	

team in the course of my investigation suggests 
some prognostic significance was attached to 
the angiocentric features of the tumour. The 
Second Oncologist said angiocentricity had 
no impact on his assessment of Miss Kemp’s 
chances, but the Third Oncologist, who gave  
a second opinion on Miss Kemp’s case on  
25 June 2004, said:

‘… this was not a standard B cell lymphoma 
but instead came from a narrow subset 
called angiocentric lymphomas, which 
are rare. Sadly the likelihood of successful 
treatment from chemotherapy was much 
lower with this type of tumour, particularly 
in the presence of dissemination or spread 
and I gave the mother a figure of only 10% 
likelihood of successful treatment.’

Subsequently, the Third Oncologist said the 140	

estimate of 10% chance of successful treatment 
was ‘not based solely on the presence of 
angiocentricity’. He suggested that he lowered 
his estimate by 2 to 3%. He went on to assert 
that angiocentricity was one of a number of 
factors influencing his decision. These factors 
included the difficulties of administering 
chemotherapy and the potentially harmful 
consequences of the side-effects of the 
treatment in Miss Kemp’s case. He said:

‘The key factor in my view was that the 
indication of the latest histology at the time 
was that Emma had a much more aggressive 
type of lymphoma, with a lower response 
rate, than had previously been thought. I 
did want to give Mrs Kemp an idea of what 
this meant in broad percentage terms, and 
this is why I gave a figure of 10% for the likely 
success rate of treatment.’ 
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I considered it was important to try to establish 141	

the meaning and possible significance of the 
finding of angiocentricity in Miss Kemp’s tumour.

I sought advice from my Oncology Adviser and 142	

he told me that:

‘Although [the Professor of Pathology] did 
not confer any prognostic significance to 
this finding [of angiocentricity], the clinical 
team associated angiocentricity with a 
particularly poor prognosis. I am not aware 
of any such association in B cell lymphoma.

‘…

‘There are several variants of diffuse large  
B cell lymphoma described in the WHO  
[World Health Organisation] classification 
but angiocentric is not one of them  
and angiocentricity is not a recognised 
adverse prognostic feature in [this type  
of lymphoma].’

My Oncology Adviser also said he thought 143	

the Professor of Pathology’s additional finding 
of angiocentricity ‘weighed heavily with the 
clinical team’.

However, in the course of my investigation I 144	

also saw an opinion about this issue from a UK 
Professor of Cancer Medicine (not associated 
with the Trust) who acted as an independent 
adviser to the Trust (the Trust’s Independent 
Medical Adviser). He referred to the Professor 
of Pathology’s findings, quoted several research 
papers7 and concluded that:

‘The presence of angiocentric features with 
a very poor differentiation in a pattern 
suggestive of a mixed neoplastic cellular 
population type all confer a significantly 
poor prognosis.’

In the view of the Trust’s Independent Medical 145	

Adviser the Third Oncologist was correct 
to include the impact of the finding of 
angiocentricity in his estimate of Miss Kemp’s 
chances of survival. In fact he said:

‘[The Third Oncologist’s] second opinion  
was a particularly impressive analysis of  
the clinical situation.’

It is clear to me that even eminent experts 146	

in cancer hold different views about the 
prognostic significance of the detailed 
characteristics of the cells in Miss Kemp’s 
tumour. It is not for me as a lay Ombudsman to 
make a judgment about which of these views 
is right or wrong. I acknowledge the difference 
of expert opinion about the significance of the 
angiocentric features of Miss Kemp’s tumour. 
However, my decision in this case does not turn 
upon those differences because, as I go on to 
explain, the key issue from my perspective as 
a lay Ombudsman does not lie in the detail of 
the nature of the tumour. Rather, with regard to 
my assessment of decisions taken by the clinical 
team about Miss Kemp’s care and treatment, 
I apply a test of fairness and reasonableness, 
taking into account the circumstances of her 
particular case, not a test of perfection.

I now move on to my consideration of  147	

Mrs Kemp’s detailed complaints.

7	 Melnyk et al (1997), Takeshita et al (1996) and Armitage et al (1986)
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My investigation of the complaint against 
NEWDOC, Falkland Surgery and Eastfield 
House Surgery

Complaint (a): the actions of GPs between  
3 and 26 May 2004

Mrs Kemp is dissatisfied with the actions of 148	

various GPs from NEWDOC, Falkland Surgery 
and Eastfield House Surgery who saw her 
daughter between 3 and 26 May 2004. She 
says they did not recognise that Miss Kemp’s 
symptoms meant she was seriously ill and 
should have been admitted to hospital for 
investigations. She believes their actions 
resulted in delayed diagnosis and treatment.

Key events

As I have described in Section 1, Miss Kemp’s 149	

carers first became concerned about her in late 
April 2004. Her main symptoms were tiredness, 
unusual loss of appetite, bowel disturbances 
(first diarrhoea and later constipation) and 
weight loss. There were also signs of a possible 
urinary infection. From mid-May 2004 she 
developed intermittent abdominal pain.

Between 3 and 26 May 2004 Miss Kemp was 150	

seen on seven occasions by various GPs from 
NEWDOC, Falkland Surgery and Eastfield House 
Surgery because her carers and/or her mother 
were concerned about her. She also saw a 
community nurse on several occasions and had 
contact with staff from the Community Team 
for People with Learning Disabilities. On  
26 May 2004 staff from the Residential Home 
said she passed blood in her stool and was 
nauseous and pale. A community nurse arranged 
for an emergency appointment with a GP who 
decided Miss Kemp should be admitted to the 
Trust as an emergency for investigation.

A more detailed chronology of key events 151	

extracted from Miss Kemp’s health records and 
the Daily Diary is provided at Annex C.

Mrs Kemp’s recollections and views

In discussion with my investigator, Mrs Kemp 152	

said she was dissatisfied with the actions of the 
GPs who saw her daughter because she thought 
they were not doing enough to establish what 
was wrong with her or to help her. However, 
she said the Fifth GP seemed to take her 
daughter’s symptoms seriously and started 
investigating them by ordering a barium meal 
and a blood test. She also said the Fifth GP had 
tried to address Miss Kemp’s nutritional state by 
prescribing a fortified drink. She said the Fifth 
GP was very good at looking for alternative ways 
of treating her daughter.

Mrs Kemp questioned why the GPs did not 153	

suspect her daughter had cancer and why they 
did not refer her more quickly for an expert 
opinion. However, she told my investigator that 
the lump in Miss Kemp’s groin was not visible 
until the evening of 26 May 2004 (when  
Miss Kemp was admitted to the Trust) when her 
carers noticed it and drew it to the attention of 
hospital doctors.

The advice of my Professional Adviser

My GP Adviser considered the consultations 154	

which took place between 3 and 26 May 2004. 
He found that the consultations with the 
First GP on 3 May 2004 and the Third GP on 
6 May 2004 were appropriate and reasonable. 
He commented that although the Fourth GP 
(who saw Miss Kemp on 10 May 2004) did not 
suggest any action or follow-up, her actions 
were not unreasonable as the symptoms had 
been present for a little over a week and there 
was a suggestion that Miss Kemp was somewhat 



34	 Six lives: the provision of public services to people with learning disabilities

improved. My GP Adviser found that there was 
no indication during these consultations that 
hospital admission was necessary or that the 
GPs treated Miss Kemp less favourably with 
regard to her learning disabilities.

My GP Adviser considered that the Fifth  155	

GP’s actions when he saw Miss Kemp on  
13 May 2004, including his request for blood 
tests and a barium swallow, and his plan to 
review in two weeks, were reasonable. He also 
noted that the Fifth GP advised his colleagues 
in the X-ray department that they would need 
to make special arrangements for the barium 
swallow to meet Miss Kemp’s particular needs 
and this was good practice on the Fifth GP’s 
part. My GP Adviser also noted that the results 
of the blood tests requested by the Fifth GP 
showed only minor abnormalities, which were 
not diagnostic of lymphoma.

My GP Adviser said that because the Sixth GP 156	

received an urgent request to see Miss Kemp 
on 18 May 2004 she made adjustments to her 
normal working pattern and visited her in the 
evening in the Residential Home. My GP Adviser 
said the Sixth GP’s actions, records, diagnosis 
and treatment plan were reasonable and there 
was no indication to admit Miss Kemp to 
hospital at this time.

My GP Adviser noted that the Seventh GP saw 157	

Miss Kemp on 22 May 2004, examined her and 
found a swelling in her abdomen, above her 
pubic area, which he thought was faeces. He 
recommended she should go to hospital for 
further treatment. It appears Miss Kemp refused 
this suggestion and, in the light of this, my  
GP Adviser said the Seventh GP’s plan to arrange  
for a community nurse to administer an enema 
was reasonable. 

With regard to the consultation with the Third 158	

GP on 26 May 2004, my GP Adviser said that 
although the Third GP had no definite diagnosis 
she acted in Miss Kemp’s best interests by 
arranging for her to be admitted to hospital.

In summary, my GP Adviser found no evidence 159	

that Miss Kemp had received unreasonable 
care and treatment from GPs who saw her 
between 3 and 26 May 2004 or that she had 
received less favourable treatment for reasons 
related to her learning disability. He said the 
symptoms of lymphoma are not specific and 
that although Miss Kemp had loss of appetite, 
some abdominal pain and a disturbance in 
her bowel function, there is no record that 
she had any other relevant symptoms (such as 
enlarged lymph nodes, recurrent fevers, night 
sweats or severe fatigue) prior to 26 May 2004. 
Furthermore, he said the blood tests taken by 
the Fifth GP did not indicate any problems. He 
concluded that, given these circumstances, the 
GPs who saw Miss Kemp had no reason to refer 
her to hospital any sooner and no reason to 
suspect she had cancer. 

My findings

Mrs Kemp believes the care and treatment 160	

provided by GPs who saw her daughter between 
3 and 26 May 2004 was inadequate. She believes 
that had they acted differently, in particular 
taken more account of Miss Kemp’s symptoms 
and referred her for investigations in hospital, 
the cancer would have been detected earlier 
leading to earlier diagnosis and treatment.

I can understand why Mrs Kemp finds it difficult 161	

to accept that her daughter was found to have 
a tumour in her groin on 26 May 2004 when 
none of the GPs who had seen Miss Kemp in the 
preceding three weeks had found any evidence 



	 Part four: the complaint made by Mrs Kemp	 35

of cancer or had taken any specific steps to 
find out if her symptoms were being caused by 
cancer. In that time Miss Kemp had been seen 
by six different GPs on seven occasions and by a 
community nurse.

In reaching my decision I have considered 162	

contemporaneous evidence in Miss Kemp’s 
health records and the Daily Diary as well as 
Mrs Kemp’s recollections and views. I have also 
considered the actions and attitudes of the GPs 
in the light of guidance and standards applicable 
at the time, in particular Good Medical Practice, 
which sets out duties and responsibilities of 
doctors and essential elements of good clinical 
care and practice, and Once a Day, which 
reminds primary care providers about their 
responsibilities when referring people with 
learning disabilities to hospital. In addition, I 
have considered the Referral Guidelines for 
Suspected Cancer, which are intended to 
help GPs identify who would require urgent 
assessment by specialist doctors because they 
are most at risk of cancer.

I have taken account of the advice of my  163	

GP Adviser who, having made a detailed study 
of the contemporaneous evidence about  
Miss Kemp’s condition and her consultations 
with GPs, concluded that their actions and 
attitudes were appropriate and reasonable. 
I note that Miss Kemp did not have any of 
the features of disease which the Referral 
Guidelines for Suspected Cancer list as requiring 
urgent referral to a specialist doctor. I also note 
that Mrs Kemp said the lump in her daughter’s 
groin was not visible until she was admitted 
to hospital on 26 May 2004. I have also taken 
account of the GP Adviser’s opinion that, given 
Miss Kemp’s non-specific symptoms, none of 
the GPs could reasonably have been expected 
to suspect that Miss Kemp had cancer. 

The complaint against NEWDOC, Falkland Surgery 
and Eastfield House Surgery: my conclusion

I have studied the evidence about Mrs Kemp’s 164	

complaint against the GPs. I have considered the 
complainant’s recollections and views, and taken 
account of the opinion of my GP Adviser. I am 
satisfied that there is no reason to criticise the 
service provided by the GPs who saw Miss Kemp 
between 3 and 26 May 2004. The evidence and 
my GP Adviser’s opinion suggest they acted in 
line with professional and national guidelines. 
I found evidence that several of the GPs, 
particularly the Fifth GP and the Sixth GP, made 
reasonable adjustments to their practice with 
regard to Miss Kemp’s learning disabilities. I also 
note that Mrs Kemp was complimentary about 
the Fifth GP’s actions in this regard. 

There is no evidence to suggest the GPs involved 165	

in Miss Kemp’s care at the time of the events 
complained about treated her less favourably 
for reasons related to her learning disabilities. I 
find no evidence of service failure in the care 
and treatment they provided. 

Therefore, I166	  do not uphold Mrs Kemp’s 
complaint against the GPs.
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My investigation of the complaint against 
the Trust

Complaints (b), (c) and (d): Miss Kemp’s care 
and treatment, including investigations, 
nutrition, hydration, pain relief and cancer 
treatment

I have considered these aspects of the complaint  167	

together because the key issues and available 
evidence are fundamentally linked.

Mrs Kemp believes her daughter’s death was 168	

avoidable. She complains about the way in 
which diagnostic investigations were undertaken 
between 26 May and 4 June 2004 and the length 
of time taken to investigate and diagnose 
her daughter’s condition. She also believes 
assumptions were made about Miss Kemp and 
she was offered a less favourable service for 
reasons related to her learning disability.  
Mrs Kemp questions the decision not to provide 
her daughter with cancer treatment. She is also 
dissatisfied with the level of general nursing care 
and the way in which Miss Kemp was discharged 
on 7 June 2004. Mrs Kemp also complains about 
the care and treatment provided with respect to 
nutrition, hydration and pain relief. 

Key events

The basic facts about Miss Kemp’s care and 169	

treatment during her visits to the Trust are 
set out in Section 1 above. More detailed 
chronologies of key events between 26 May and 
7 June 2004 and between 23 and 28 June 2004 
are provided at Annex D and Annex E. 

Sequence of clinical events

I now summarise the sequence of key clinical 170	

events from 26 May 2004, when Miss Kemp  
was first admitted to the Trust, to 25 June 2004, 
when the decision was made not to treat  
her cancer.

On 26 May 2004 Miss Kemp was admitted to the 171	

Trust. She was found to have a lump in her groin. 
On 27 May 2004 she underwent an ultrasound 
scan. After a Bank Holiday weekend, on  
2 June 2004, a CT scan was attempted, but  
Miss Kemp was unable to co-operate. The CT 
scan was successfully performed on 3 June 2004  
and it confirmed the presence of a lump in her 
groin. The lump was biopsied on 4 June 2004  
by a general surgeon (the Consultant Surgeon) 
who requested urgent histology tests 
(laboratory analysis of cells in the tissue sample). 
He considered information available to him at 
the time (including blood tests) and thought 
the lump might be an ovarian cancer. Therefore, 
he referred Miss Kemp to a gynaecologist. He 
decided Miss Kemp was fit to go home as no 
further treatment decisions would be made 
until the biopsy result was available.

On 28 May 2004 contact had been made 172	

between Miss Kemp’s carers and the Community 
Team for People with Learning Disabilities and 
the potential need for additional support for 
Miss Kemp and her family had been identified. 
After liaison on 4 June 2004 between Mrs Kemp,  
the Trust’s nurses, the Community Team for 
People with Learning Disabilities and the 
Residential Home the decision was made that 
Miss Kemp would stay in hospital over the 
weekend and be discharged to her mother’s 
home on 7 June 2004.
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The written histology result on the biopsy, 173	

which indicated a probable large B cell 
lymphoma, was available on 11 June 2004. On  
15 June 2004 a gynaecology multidisciplinary 
team meeting decided that, in the light of 
the initial histology result, a referral should be 
made to the First Oncologist. On 17 June 2004 
a fax was sent to Mrs Kemp’s GP, the Fifth GP, 
informing him of the likely diagnosis and asking 
him to tell Mrs Kemp that her daughter probably 
had malignant disease before she attended an 
out-patient appointment with the First and 
Second Oncologists the following day. The Fifth 
GP discussed the provisional diagnosis with  
Mrs Kemp on the morning of 18 June 2004.

At the out-patient appointment on  174	

18 June 2004 Mrs Kemp and her daughter met 
the First and Second Oncologists and the 
Clinical Nurse Specialist. 

The Second Oncologist wrote a summary 175	

immediately after the appointment. He 
included Miss Kemp’s social and medical history 
and summaries of the available histology and 
radiology results. In particular, he noted the 
extensive lymphadenopathy (swollen lymph 
nodes) and the presence of scar tissue at the 
base of her right lung. He considered the 
evidence of the scan was consistent with high 
grade non Hodgkins lymphoma. He concluded:

‘There will be MAJOR problems in treating 
this patient. She will need a [general 
anaesthetic] for CT scan of chest, bone 
marrow and probably a Hickman line 
[an intravenous cannula for drug and fluid 
infusions], but before organising this we need 
to have widespread discussions.

‘I [spoke] with [colleagues in paediatric 
oncology]. And we are following up their 
suggestions. In summary we will need to 
have a case conference about her involving 
legal department as well as medical, nursing, 
social services, GP, and family contributions. 
Further approaches will be made to other 
Centres nearby (Oxford, Bristol) and  
further discussion with her mother will  
be undertaken.’

On 23 June 2004 the Second Oncologist wrote 176	

to the Fifth GP explaining how a patient with 
non Hodgkins lymphoma would normally 
be offered further investigations, including 
a CT scan of the chest and a bone marrow 
examination, to stage the disease (determine 
the current state and likely progress of the 
condition) before starting chemotherapy.  
He wrote:

‘With her severe learning disability, her 
unwillingness to be examined and needle 
aversion, and her inclination to be very 
vocal when things are not going well for her 
we have a major problem in offering her 
treatment be it radical or palliative.’

He said he intended to organise a case 177	

conference to decide on the best way forward 
and concluded by writing that attempts had 
been made to contact other centres including 
Bristol and Oxford to see if anywhere could 
‘meet her needs’ but without success. He 
mentioned that Mrs Kemp would like her 
daughter treated at the Royal Marsden Hospital 
and that he would contact them to see if they 
could help.
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On the evening of 23 June 2004 Miss Kemp 178	

returned to the Trust as an emergency because 
her carers were concerned she was not drinking 
and she was or could become dehydrated.  
The Second Oncologist saw Miss Kemp that 
evening and arranged for her to be admitted 
to the Second Ward. He saw her again before 
8.30am the following morning and again in 
the afternoon and made further attempts to 
contact the Royal Marsden Hospital and Social 
Services. He also spoke to Miss Kemp’s father on 
the telephone.

On 25 June 2004 the nurses recorded that  179	

Miss Kemp was refusing food. They completed 
a nutritional risk assessment tool which showed 
she was at medium risk. Three care plans were 
written relating to personal hygiene, hydration 
and nutrition. 

On the same day the Second Oncologist 180	

discussed the position with the Trust’s Solicitors 
and asked for advice from the Trust’s Consultant 
in Palliative Care. He spoke to Mrs Kemp and 
explained that he thought chemotherapy would 
not be appropriate for Miss Kemp and suggested 
palliative care should be instigated. He wrote 
in the health record that ‘radical treatment is 
virtually doomed to failure and would actually 
add to Emma’s distress’. He contacted the 
Rainbow Room regarding palliative care and 
established that a place would be available 
for her there on 28 June 2004. Subsequently 
he asked a colleague, the Third Oncologist, to 
provide a second opinion on his decision.

At around 6.00pm on 25 June 2004 the Third 181	

Oncologist saw Miss Kemp and wrote his 
opinion in the health record. He noted that he 
had discussed the situation with the Second 
Oncologist and the Clinical Nurse Specialist.  
He wrote:

‘I believe there are 3 major issues in deciding 
whether active anti-lymphoma treatment is 
indicated. 1) the chances of benefit to the pt 
[patient]. 2) the chances of harming the pt 
[patient]. 3) the chances of causing distress 
by the giving of active treatment.

‘I understand that the chances of cure 
for this condition are less than 10% if full 
active support and care can be offered. 
Due to Emma’s learning difficulties it 
would cause the pt [patient] considerable 
and unwarranted distress to manage the 
consequences of intensive chemotherapy. 
The chances of causing harm, or indeed 
death, as a result of treatment are  
therefore high.

‘In my opinion, the correct management of 
this difficult situation is to offer palliative 
treatment to alleviate distress, [and]  
relieve suffering.

‘An intensive approach to treatment is not 
warranted, [and] would be detrimental to 
the pts [patient’s] well-being.’

Mrs Kemp was persuaded by the Third 182	

Oncologist’s second opinion and agreed with the 
Second Oncologist’s proposal that her daughter 
should not be treated with chemotherapy, but 
should receive palliative care only. 

On 28 June 2004 the Third Oncologist wrote to 183	

the Fifth GP saying:

‘The prognosis from [Miss Kemp’s] condition  
is extremely poor with only an approximately  
10% chance of cure with intensive 
chemotherapy and full supportive care.
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‘In view of Emma’s learning difficulties it has 
been felt by both doctors and nurses that 
the likely side effects of treatment would 
outweigh possible benefits, and that in 
essence her malignancy should be regarded 
as untreatable …

‘I have explained the rationale for our 
decisions in detail to Emma’s mother and 
grandparents who are in agreement with our 
treatment plan.’

Legal action

I now summarise the key points of actions 184	

taken by Miss Kemp’s legal representative (the 
Legal Representative) and the Trust’s Legal 
Department on 24 and 25 June 2004. This 
evidence is taken from papers provided by the 
Trust’s Legal Department and by an external 
solicitor who was engaged to deal with the case 
on behalf of the Trust (the Trust’s Solicitor).

During the morning of 24 June 2004 the Legal 185	

Representative contacted the Trust’s Legal 
Department. A file note made in the Trust’s 
Legal Department says the Legal Representative 
said: Miss Kemp was dehydrated and needed 
treatment for this; the Second Oncologist was 
not providing this treatment because he was 
not prepared to override her wishes; the Second 
Oncologist planned to discharge her; and he 
was refusing to speak to the social worker 
responsible for Miss Kemp’s care. The Trust’s 
Legal Department tried to contact the Second 
Oncologist but he was not available. 

At around 3.45pm on 24 June 2004 the Legal  186	

Representative faxed the Trust’s Legal Department  
saying that ‘unless re-hydration begins tomorrow  
morning we are instructed to make an 
application to the High Court for a declaration  
regarding [Miss Kemp’s] best interests’. 

During the morning of 25 June 2004 the Legal 187	

Representative contacted the Trust’s Legal 
Department and asked if Miss Kemp had been 
rehydrated. The Trust’s Solicitor was contacted 
and she telephoned the Legal Representative 
asking to be told about all the issues which 
were of concern to Mrs Kemp with a view to 
discussion and resolution. The key matters 
raised were: dehydration; lack of pain relief;  
the standard of accommodation; and that  
Mrs Kemp wanted her daughter treated at the 
Royal Marsden Hospital or their opinion sought 
on her cancer treatment.

The Trust’s Solicitor spoke with the Second 188	

Oncologist and found that he was waiting 
to speak with doctors at the Royal Marsden 
Hospital. The Trust’s Solicitor recorded that the 
Second Oncologist said the clinical team had 
decided not to instigate chemotherapy because 
this would not be in Miss Kemp’s best interests 
and, in these circumstances, he did not think 
hydrating her intravenously would be in her  
best interests. 

During the afternoon of 25 June 2004 the 189	

Trust’s Solicitor received advice from a barrister 
that a meeting should take place between the 
clinical team and Mrs Kemp and that it would 
be best to obtain a second clinical opinion. The 
Trust’s Solicitor contacted the Official Solicitor. 
The Official Solicitor acts for people who 
lack mental capacity, cannot properly manage 
their own affairs and are unable to represent 
themselves. The Trust’s Solicitor recorded that 
the Official Solicitor said a court declaration 
should be sought regarding Miss Kemp’s best 
interests with regard to treatment. However, 
shortly after this conversation, the Trust’s 
Solicitor received a message from the Second 
Oncologist which said he had spoken to  
Mrs Kemp and they had agreed that palliative 
care was appropriate for her daughter. The 
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Trust’s Solicitor recorded her subsequent 
telephone contact with the Official Solicitor 
who said that, in the circumstances, the Trust 
would not now be expected to obtain a court 
declaration regarding Miss Kemp’s best interests.

The Trust’s Solicitor contacted the Second 190	

Oncologist who confirmed that he had 
discussed the situation with Mrs Kemp and she 
had agreed that palliative care was the best 
course of action. He also said he would be 
asking a colleague to provide a second opinion.

At around 3.00pm on 25 June 2004 the Legal 191	

Representative contacted the Trust’s Solicitor. 
The Trust’s Solicitor’s note of the conversation 
records that the Legal Representative said the 
Second Oncologist had altered his assessment 
of Miss Kemp’s survival with chemotherapy  
from 50% (the figure which Mrs Kemp says  
she was given at the out-patient appointment  
of 18 June 2004) to 10% and, therefore,  
Mrs Kemp wanted a second opinion, preferably 
from the Royal Marsden Hospital. Following 
further discussion between the legal teams, and 
including the Second Oncologist, an agreement 
was reached and a summary faxed to the 
Legal Representative. The fax summarised the 
agreement as follows:

‘1. The Trust facilitates, as far as possible, 
your client’s transfer to the Rainbow Room 
at Newbury.

2. Palliative care be implemented and 
maintained for your client, by the Trust.

3. A second opinion be obtained on your 
client’s behalf and disclosed to/discussed 
with your client’s mother.

4. Your client’s treatment be reviewed in 
light of the said second opinion and, so far 
as possible, agreement reached between  
the Trust and your client’s mother as to  
the further management of your client,  
if necessary.

It is agreed that this course is in your client’s 
best interests.’

On 30 June 2004 the Legal Representative wrote 192	

to the Trust’s Solicitor confirming the terms of 
the agreement and, in particular, noting that  
Mrs Kemp had agreed her daughter should be 
given palliative care only.

Mrs Kemp’s recollections and views, including 
information from the Daily Diary and the Diary of 
Events from April 2004

Investigations during the first admission
Mrs Kemp told my investigator that during 193	

the first admission the Trust’s clinical staff did 
not listen to Miss Kemp’s family and carers. 
She said she warned staff that her daughter 
would be frightened of the scanning equipment 
and would not comply without a general 
anaesthetic, but this was not taken on board by 
the clinical team. Mrs Kemp also said she was 
given the impression that the CT scan would 
be carried out under general anaesthetic and 
she thought the doctors should have taken the 
opportunity to carry out the biopsy at the same 
time. Overall, she said the way the investigations 
were carried out increased the opportunity for 
her daughter to become anxious and frightened, 
there was no appreciation of her needs and 
investigations were not modified to take 
account of those needs.
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Nutrition, hydration, pain relief and nursing care
During the first admission (26 May to 7 June 2004)  194	

entries in the Daily Diary clearly show that  
Miss Kemp was eating very little. However, on 
most days there are entries which suggest she 
was drinking reasonably well. There are details 
of the various types of fluid she drank as well as 
some information about the volume she drank. 
There are three entries which suggest Miss Kemp 
was in some pain, although it is not clear where 
she felt the pain or how severe it was. The fact 
that she was offered paracetamol on various 
occasions is recorded. Sometimes this was given 
to her in drinks.

Mrs Kemp recalled that when her daughter was 195	

in hospital she and the carers were largely left 
to care for Miss Kemp on their own. She told 
my investigator there was no discussion about 
the role the carers would play while she was 
in hospital and it was just assumed the carers 
would attend to her needs. With regard to 
helping her daughter to eat, Mrs Kemp said food 
was left for her, but no attempt was made to 
help her eat it. She was left to try and persuade 
her daughter to eat. Mrs Kemp said there was 
no understanding of Miss Kemp’s needs in this 
respect. She said she contacted a solicitor 
because she was concerned about the lack of 
care and treatment her daughter was receiving.

Discharge arrangements
Mrs Kemp told my investigator that she was 196	

not informed about the plan to discharge her 
daughter on 7 June 2004 until the last minute. 
She said she had to arrange the transport herself 
and when she arrived at the Trust to collect her 
daughter, nurses offered her no help. She said 
the nurses offered no advice about managing her 
daughter’s eating and drinking or her pain relief.

The out-patient appointment of 18 June 2004
Mrs Kemp has given her account of what 197	

she was told, and her understanding of the 
situation following the oncology out-patient 
appointment on 18 June 2004. In the Diary of 
Events from April 2004 Mrs Kemp wrote:

‘Saw [the First Oncologist] and [the Second 
Oncologist] with Emma and Nan. We were 
told Emma had lymphoma B1 and 50% chance 
with treatment, but they decided she would 
not co-operate. [The Second Oncologist] said 
that if she had been a normal 26 year old 
they would not hesitate. [The First Oncologist] 
said she was going on holiday and I was 
advised to take my week’s holiday as [there 
was] no rush to decide on things … There was 
no advice given to us [regarding] Emma’s care 
or pain killing solutions.’

When my investigator met Mrs Kemp, she said 198	

she was told her daughter might have a 50% 
chance of survival if she underwent active cancer 
treatment, but that the oncologists thought  
such treatment would be distressing because of  
Miss Kemp’s learning disability. Mrs Kemp  
said she suggested her daughter could be an  
in-patient and possibly be sedated for the 
duration of the cancer treatment. However, 
according to Mrs Kemp, she was told this would 
not be possible at the Trust, and there were no  
in-patient facilities for cancer patients to remain  
in hospital throughout their treatment. Mrs Kemp 
said the Second Oncologist told her he would 
not hesitate to treat Miss Kemp if she did not 
have a learning disability.

However, Mrs Kemp explained that the First 199	

Oncologist told her no decisions had to be 
made immediately, and it would be alright for 
her to continue with her planned holiday to 
Cornwall. She said the impression given to her 
at the end of the appointment was not that of a 
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hopeless situation. She left with the impression 
that the oncologists would make efforts to find 
a facility that could treat her daughter’s cancer. 
Mrs Kemp also said Emma was ‘just sent home’ 
after the appointment, despite the fact that 
she was still not eating and drinking, and was 
‘obviously unwell’.

Admission on 23 June 2004
Mrs Kemp told my investigator she thought 200	

the GP wanted her daughter to be admitted 
to the Trust on 23 June 2004 because she was 
dehydrated and in a critical condition. She 
thought her daughter was ‘critical’ at this stage 
because she was not eating or drinking.

In the Diary of Events from 2004 Mrs Kemp 201	

recorded her concerns about the Second 
Oncologist’s attitude and actions when  
Miss Kemp was in the Clinical Decision Unit 
during the evening of 23 June 2004 before she 
was transferred to the Second Ward. She said 
he was ‘rude’ and she was annoyed that he had 
contacted her former husband, Miss Kemp’s 
father. She also recorded her dissatisfaction with 
the lack of treatment for her daughter’s pain 
and noted that she had contacted a solicitor 
about this. Mrs Kemp told my investigator 
that the Second Oncologist told her to take 
her daughter home because there was nothing 
more he could do. She said it was only when 
she would not take her daughter home that the 
Second Oncologist found her a bed.

The decision not to treat Miss Kemp’s cancer
Mrs Kemp told my investigator that her main 202	

priority in instructing solicitors to act on  
25 June 2004 was to obtain improved care 
and pain relief for her daughter. However, she 
said the threatened legal action resulted in an 
agreement between her and the Trust that  
Miss Kemp would be transferred to the Rainbow 
Room and palliative care would be started. Also  

there was agreement that a second opinion would  
be sought and the decision about treatment 
would be reviewed in the light of that opinion.

Mrs Kemp said that on 25 June 2004 the Third 203	

Oncologist had explained that:

‘Emma now only had a 10% chance of 
survival with treatment. This was now 
considered to be cruel as the cancer had 
advanced and the only thing was palliative 
care treatment. We were told expectancy 
would be 2 days to 2 months at the most.’

Mrs Kemp also said she had agreed at the time 204	

that with only a 10% chance of survival, active 
cancer treatment and the distress that treatment 
would cause was not in her daughter’s best 
interests. However, she said that even at this 
stage she was reluctant to accept that cancer 
treatment should not at least be attempted. 

Mrs Kemp told my investigator that at the time 205	

the decision not to treat her daughter was taken 
Miss Kemp’s condition had deteriorated because 
the Trust had refused to attend to her nutrition 
and hydration needs. In her view it was this 
physical deterioration which prompted the Third 
Oncologist to put her daughter’s chances of 
survival at only 10%. She said Trust staff used her 
daughter’s inability to consent as an excuse for 
not treating her. They did not consider whether 
more flexible options existed to treat her cancer. 
She said the reason why the Trust did not treat 
the cancer was simply because of her daughter’s 
learning disability. In her view, further steps 
should have been taken to stage the cancer 
because without this information the doctors 
could not be sure of her chances of survival. 
She said she thought it would have been worth 
trying treatment because if it had not worked or 
if her daughter could not have coped with it, the 
outcome would have been the same.
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Mrs Kemp also said her daughter’s condition 206	

improved significantly when she was at the 
Rainbow Room and doctors there asked the 
oncologists at the Trust to reconsider their 
decision not to treat her. Mrs Kemp said the Trust’s 
doctors refused to reconsider their decision.

Statements and additional information from  
Trust staff

In response to Mrs Kemp’s complaint to my 207	

Office, the Trust provided statements, from 
key staff involved in Miss Kemp’s care and 
treatment. I have decided not to reproduce 
these lengthy detailed documents in full, but 
to set out information from the statements 
which is particularly relevant to the specific 
matters complained about. My investigators 
also met Trust staff during the investigation and 
information from the meetings is included below. 

The Consultant Surgeon
The Consultant Surgeon provided a statement 208	

dated 20 September 2007, but did not meet 
with my investigators.

The Consultant Surgeon explained that he had 209	

been a consultant surgeon at the Trust since 2001 
specialising in breast surgery and skin lesions.

The Consultant Surgeon described how he  210	

had become involved with Miss Kemp’s care 
when she was admitted as an emergency on  
26 May 2004, when he was consultant on call. 
He also described how doctors on his team had 
encountered difficulty assessing and treating 
Miss Kemp because she would not allow them 
to examine her or perform tests. He noted 
that, having obtained advice from the Trust’s 
Legal Department, he had proceeded with 
investigations, a CT scan and a biopsy, which he 
considered were in Miss Kemp’s best interests.

The Consultant Surgeon recalled that before he 211	

took the biopsy he explained the procedure to 
Miss Kemp’s carer who explained to her what 
was going to happen. He said that he ‘worked 
to preoccupy her and obscure the site so she 
could not see precisely what was being done’ 
and following administration of local anaesthetic 
she did not resist the biopsy.

With regard to discharging Miss Kemp on  212	

7 June 2004, the Consultant Surgeon said ‘as 
there was no immediate need for intervention 
or surgery it would be best for her to be in 
a home environment until the results were 
received’.

The First Oncologist
The First Oncologist provided a statement dated 213	

19 October 2007 and met my investigators on  
15 May 2008.

The First Oncologist explained that she had 214	

been a consultant in oncology since 1991 and 
that since 2001, lymphoma had been one of her 
specialist areas and she is the Trust’s principal 
specialist in that disease. 

Referring to the out-patient appointment of 215	

18 June 2004, which she recalled lasted 60 to 
90 minutes, the First Oncologist described 
the difficulty of assessing Miss Kemp because 
she did not want to undress, lie down or be 
touched. She said she thought this was because 
Miss Kemp was anxious and frightened and did 
not know what the doctors were going to do. 
She said there was no evidence that Miss Kemp 
was physically unwell or dehydrated and she did 
not get the impression that she was in pain. She 
added that the lymphoma would not necessarily 
have caused pain.
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The First Oncologist said that from the 216	

information which was available at that time 
she considered Miss Kemp had a ‘large diffuse 
B cell non-Hodgkins lymphoma’ which was at 
‘least stage II B but probably would be more 
advanced than that’.

The First Oncologist said it was clear that there 217	

would be problems in diagnosing and treating 
Miss Kemp. She described the chemotherapy 
which would comprise six three-weekly cycles 
of infusions of four drugs and high dose oral 
steroids and other drugs. She said each infusion 
could take several hours. She listed the side-effects 
of treatment including nausea, vomiting, bone 
marrow suppression (which can give rise to 
infections) and hair loss as well as longer term 
complications, such as heart problems.

With regard to Mrs Kemp’s recollection that the 218	

doctors initially told her that Miss Kemp had a 
50% chance of cure, the First Oncologist said:

‘I have no specific recollection of precisely 
what I said but I am likely to have said 
something rather different regarding 
prognosis. I am likely to have told her that  
if this were a straightforward lymphoma  
the chances of survival at 5 years are 
between 40% and 50% but that we would 
need to carry out further investigations in 
order to stage the disease.’

With regard to treatment options, the First 219	

Oncologist said:

‘There was a real question of the 
practicalities of the situation and I can 
recall that we were concerned about what 
treatment would be feasible in light of this. 
This is particularly the case if one has a 
patient who cannot swallow tablets, will  

not accept injections, and where the options 
for treatment are in reality very limited.’

The First Oncologist also said:220	

‘… I believe that Emma had problems that 
were almost unique and I think it is doubtful 
that anywhere in the UK would have had 
the facilities that would have allowed her 
care to have been managed in any better 
way. The limiting factor was her inability 
to tolerate injections, investigations or 
indeed any intervention, whilst her disease 
progressed.’

In terms of the decision about further 221	

treatment, the First Oncologist said:

‘When I left on that day [18 June 2004] there 
was certainly no decision as to whether we 
were or were not going to treat. The decision 
that had been taken was that we need to 
investigate this further; this is going to be 
a difficult problem and therefore we need 
to make sure we have all the resources at 
our disposal and need to see how Emma is 
getting on.’ 

The Second Oncologist
The Second Oncologist provided a statement 222	

dated 19 October 2007 and met my investigators 
on 15 May 2008.

The Second Oncologist explained that he had 223	

been a consultant in clinical oncology since 1994 
and that, at the time of the events complained 
about, lymphoma was one of his specialist areas. 

He had first heard about Miss Kemp at the 224	

routine multidisciplinary meeting on 15 June 2004, 
where the consensus was that the groin lump 
was probably a large B cell lymphoma.  
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He said he went beyond what he would 
normally do by organising the joint out-patient 
appointment with the First Oncologist on 
18 June 2004. It was not normally his job to 
organise out-patient appointments but he said 
it had appeared that the diagnostic pathway for 
Miss Kemp had been ‘somewhat traumatic’ up 
to that point. He had discussed Miss Kemp with 
the First Oncologist because she was the lead 
consultant for lymphoma care, but he agreed 
to be involved in the case because the First 
Oncologist was due to go on leave.

The Second Oncologist explained that at the 225	

clinic appointment of 18 June 2004 it was clear 
that Miss Kemp:

‘… could not understand why we wanted 
to look at her groin, or why we needed to 
examine and investigate her condition; in 
reality her capacity to participate in decision 
making about her treatment was non 
existent or very limited. Notwithstanding 
this she was clearly able to express her 
objection to medical interventions of any 
sort and this was clearly something that we 
very much need to take into account.’

He said the appointment had lasted about 226	

90 minutes (his normal clinic appointments 
lasted 40 minutes) and much of the time had 
been spent persuading Miss Kemp to allow the 
doctors to look at the area which had been 
biopsied. When he saw the area, he recognised 
signs of malignant disease. He said there was  
no indication Miss Kemp was in pain and that 
had there been any suggestion she was in pain, 
for example had Mrs Kemp said her daughter 
was in pain, he would have prescribed a  
stronger painkiller than the paracetamol she  
was receiving.

The Second Oncologist also explained that the 227	

purpose of the clinic was to assess the extent of 
Miss Kemp’s illness and ‘her physical and mental 
reaction to the illness’. The aim was to make an 
interim management plan, pending availability of 
more information about the biopsy and further 
investigations. He said it was important to get as 
much information as possible before deciding 
on treatment.

The Second Oncologist described how 228	

he and the First Oncologist had discussed 
the investigations and treatment which 
would normally be required to treat a B cell 
lymphoma and the dangers that these would 
pose, in particular the risk of infection. He 
recalled discussing the difficulties of providing 
chemotherapy for Miss Kemp as the usual  
out-patient setting would not be appropriate 
for her. He also recalled discussing whether 
drugs could be given orally instead of the 
normal intravenous route, but noted that oral 
preparations would have provided ‘inadequate 
treatment against the tumour’. He also 
confirmed that he and his team had contacted 
cancer centres in Oxford, Bristol, Southampton 
and in the London area (including the Royal 
Marsden Hospital) seeking help and advice  
on treatment.

The Second Oncologist recalled that the 229	

doctors ‘did explain the various treatment 
options to Mrs Kemp, and what treatment 
[they] would like to offer her daughter, and 
the likely problems’. He agreed with the First 
Oncologist’s suggestion that survival rates of 
up to 40% are possible in some types of high 
grade non Hodgkins lymphoma, but he did not 
recall saying that the doctors would not hesitate 
to treat Miss Kemp if she did not have learning 
disabilities. He said:
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‘It is wholly wrong to suggest that we had 
in some way given up on Emma’s treatment 
at that appointment particularly as we 
awaited further details about the type of 
her tumour & its final pathology.’

He added that on 18 June 2004 the doctors did 230	

not discuss all the issues of possible risks and 
alternative treatments with Mrs Kemp because 
the Trust staff were aware that they needed 
to find out what resources they were going to 
need to sort out the challenges of Miss Kemp’s 
needs. The Second Oncologist said after the 
appointment they began investigating to get 
information. At that time they expected that 
within ten days or so they would have gathered 
enough information for a reasonable decision 
to be made about Miss Kemp’s treatment and to 
have a plan of action. 

In relation to the evening of 23 June 2004 231	

when Miss Kemp was readmitted to the Trust, 
the Second Oncologist described how he had 
finished work for the day, but had returned 
to the Trust when he heard she had been sent 
in as an emergency by a GP. He said he had 
come back to the hospital because he was 
concerned about her, in particular he thought 
she would have been seen by staff who did not 
know her and she may have been admitted to 
an unsuitable environment. He said he knew 
the busy atmosphere of the Clinical Decision 
Unit would be distressing for Miss Kemp and 
he hoped he would be able to facilitate her 
care. He also said he had had no intention 
to discharge Miss Kemp the following day. 
Rather, he would have intended to ensure that 
a ‘satisfactory management plan would be 
agreed’ before considering discharging her. 

The Second Oncologist said the decisions about 232	

pain and hydration overnight on 23 June 2004 
were based on what Miss Kemp needed at the 
time. He added that there was no question 
whatever that treatment for pain was withheld, 
because the drugs Miss Kemp was taking already 
were written on her hospital drug chart and pain 
relieving drugs were offered. He said Miss Kemp 
was offered water to drink and at times she  
took sips and that there is no question that  
Miss Kemp was not offered hydration or that it 
was withheld. He added that there was no reason 
to set up an intravenous infusion overnight 
because Miss Kemp was not in a collapsed state 
from dehydration. He said he accepted  
Miss Kemp was not drinking enough, but this  
did not mean she was dehydrated. He said  
what he wanted to do was ensure Miss Kemp 
was in a quieter environment and he hoped that 
overnight she would settle down to some degree 
so staff could monitor how much fluid was going 
in and out and, maybe with the co-operation 
of the carer, she could be persuaded to have a 
blood test. 

The Second Oncologist recalled seeing  233	

Miss Kemp on the morning of 24 June 2004  
and spending 90 minutes with her and her 
carer that afternoon, during which he tried to 
assess her condition and talked with her about 
her social circumstances. As a result of that 
discussion he telephoned Miss Kemp’s father 
to discuss the situation and the problems of 
treating her. He also attempted (unsuccessfully) 
to contact Social Services because he believed 
a case conference was due to take place 
specifically about social and legal matters.
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The Second Oncologist described the difficulties 234	

he encountered in trying to liaise with the Trust’s 
Solicitor while attending to his clinical work on 
25 June 2004. He described the ‘succession of 
telephone calls’ about legal matters which he 
received while he was conducting an oncology 
out-patient clinic. He said that at one point he 
was involved in conversations on three separate 
telephone lines and he felt under pressure from 
the Trust’s Solicitor to provide ‘concrete detailed 
clinical information, when in fact the situation 
with respect to firm diagnosis and possible 
alternatives for her care were fluid, and we were 
still in the course of gathering information’. 

At the same time as he was dealing with the 235	

Trust’s Solicitor and managing his out-patient 
clinic, the Second Oncologist was also following 
up his request for advice and help from the 
Royal Marsden Hospital. He remembered talking 
to a doctor from the Royal Marsden Hospital 
who told him the Professor of Radiotherapy 
there had said they could not help with  
Miss Kemp’s care and treatment. The Second 
Oncologist said:

‘I had consulted widely throughout the 
south of England to try and find a venue 
where there was appropriate resource and 
expertise to provide a further assessment of 
Emma and explore any treatment options, 
but I had been unable to find anyone who 
was able to offer anything further to assist.’

The Second Oncologist said that on 25 June 2004  236	

he knew Miss Kemp had high grade  
non Hodgkins lymphoma requiring R-CHOP 
treatment and that normally the chances of 
survival with treatment were one in three. 
However, he considered the side-effects 
and potential hazards of this treatment were 
significantly higher than average because of  

Miss Kemp’s inability to accurately report 
symptoms. The Second Oncologist explained 
that monitoring Miss Kemp during treatment 
would have been difficult. For example, he was 
unable to examine her abdomen at any time 
through her illness. He said:

‘… we knew it was a high grade lymphoma 
for which the treatment was R-CHOP 
and therefore the constraints around us 
were whether we could give the treatment 
safely and whether it would be in her best 
interests. We concluded that giving it was 
fraught with danger and therefore … we 
weren’t going to get her through it.’

The Second Oncologist said the subtype of 237	

lymphoma did not make a difference to him in 
terms of consideration of treatment. He added 
that the finding of angiocentricity did not affect 
the decision to treat because this decision 
was based on the potential complications of 
treatment rather than the response rate.  
He added: 

‘If a colleague of mine says that they 
consider a particular subtype of lymphoma 
to have a slightly worse prognosis or better 
prognosis, it doesn’t necessarily alter 
whether you should try to treat. The figure 
I have for high grade lymphoma response 
and successful outcome is about a third 
of patients, or 27 per cent of patients do 
well, potentially. I reckon the circumstances 
surrounding the difficulties of treating Emma 
reduce that by about two-thirds, hence the 
figure I reached of about ten per cent.’ 
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The Second Oncologist also said:238	

‘I believe that the decision that was reached 
regarding treatment offered was the correct 
one, and that this was in Emma’s best 
interest. I have seen [the Third Oncologist’s] 
opinion … and I agree with his conclusions. 
Within the next week we had the definitive 
pathology results which confirmed that the 
outlook for Emma’s lymphoma was in fact 
worse than we had originally hoped. I should 
emphasise that no decision had been made 
not to offer definitive treatment to Emma 
Kemp prior to 25th June 2004.’

In relation to communication with Miss Kemp’s 239	

family, the Second Oncologist suggested it was 
regrettable that on 25 June 2004 Mrs Kemp’s 
concerns about clinical matters were being 
‘routed via solicitors’ and that he, himself, was 
receiving ‘various pieces of advice’ from the 
Trust’s Solicitor. He recalled being told that if a 
decision could not be reached straight away he 
might need to ‘go to court and appear before 
a judge’ and that the court had the power to 
instruct him to treat Miss Kemp. He said:

‘I felt that this would be unethical and 
completely ineffective and in effect an 
assault on Emma, given what we knew 
at the time and supported by my own 
observations.’

The Second Oncologist described how he 240	

was later able to speak with Mrs Kemp on the 
telephone to explore ‘the nature of Emma’s 
illness, the progression we might expect without 
treatment, the likely outcome and side effects 
of attempting to treat her along with the 
additional suffering and distress induced by  
the attempt to administer treatment’.

The Clinical Nurse Specialist
The Clinical Nurse Specialist provided a 241	

statement dated 19 October 2007 and met my 
investigator on 21 May 2008.

The Clinical Nurse Specialist explained that she 242	

had been in her current role for 6 years, had 
worked in haematology for 17 years and had 
worked with adults and children. She explained 
that an important part of her role was working 
with families. She said she saw all patients with 
newly-diagnosed high grade lymphomas.

The Clinical Nurse Specialist confirmed she had 243	

not met Miss Kemp during her first admission 
to the Trust. Referring to the out-patient 
appointment of 18 June 2004, the Clinical Nurse 
Specialist described how Miss Kemp did not 
take part in any discussion and, although she 
did not seem acutely unwell, she appeared 
‘withdrawn and frightened’. She also described 
how Miss Kemp resisted the doctors’ attempt 
to examine her and how she could only be 
persuaded to allow doctors to look at her groin, 
but not to touch her body. The Clinical Nurse 
Specialist said:

‘When I saw [Miss Kemp] there was no 
evidence to me that she was in pain. She 
appeared frightened and distressed but she 
wasn’t wincing or crying or holding herself 
in any way, and her mother didn’t say she 
was in any pain. She didn’t look dehydrated. 
She didn’t look unwell. Obviously she had a 
learning disability so her behaviour wasn’t 
what you would normally expect in a  
26 year old woman, but her mother implied 
that was normal behaviour for Emma.’
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The Clinical Nurse Specialist recalled that during 244	

the out-patient appointment the difficulties  
of treating Miss Kemp were openly discussed 
with Mrs Kemp. She said no final treatment plan 
was formulated because further information  
was needed before gathering appropriate 
people together to discuss how to manage  
Miss Kemp’s condition.

The Clinical Nurse Specialist explained that the 245	

plan following the out-patient appointment was 
that the Trust would organise a case conference 
with Miss Kemp’s family and carers. This would 
be arranged once the Trust had made enquiries 
about hospitals which might have facilities for 
people with severe learning disabilities and, 
from her recollection, when there was more 
information on the biopsy result. 

The Clinical Nurse Specialist added that when 246	

she saw Miss Kemp on 24 June 2004, she spoke 
to her carer about how much she had been 
drinking. She said the carer confirmed  
Miss Kemp had been drinking, but not very 
much, although she had passed urine. The 
Clinical Nurse Specialist explained that  
from this information and from looking at  
Miss Kemp she did not find any indication of 
clinical dehydration. She said Miss Kemp did 
not have sunken eyes, had not been fainting 
or falling over and did not appear to have a 
temperature which might have indicated clinical 
dehydration. She said:

‘We did consider an IV [intravenous] drip but 
we couldn’t take her pulse and we couldn’t 
get close enough to examine her, and she 
was still drinking and she had passed urine, 
so the distress caused by forcing her to have 
a cannula [a tube inserted into a vein for 
the drip], when at that time she was still 
drinking and had passed urine, seemed to 

be too strong. Also we were waiting to come 
up with a plan, so if the plan had been to 
sedate her … I wanted to do it all at once. I 
didn’t want to continually try and do things 
and make her more and more distressed, 
and because she wasn’t acutely unwell we 
didn’t give her IV fluids.’

The Clinical Nurse Specialist said she contacted 247	

the Trust’s Consultant Nurse in Palliative Care to 
develop a plan for pain relief to see if that would 
help Miss Kemp as she thought her sore mouth 
was stopping her drinking. She explained how 
Miss Kemp would not let her or the carer look 
into her mouth to examine it and she would not 
open her mouth. The Clinical Nurse Specialist 
said there was no indication to her that  
Miss Kemp had pain anywhere other than 
possibly pain in her mouth.  

The Consultant Nurse in Palliative Care saw  248	

Miss Kemp with the Clinical Nurse Specialist 
on 25 June 2004 and they devised a plan for a 
fentanyl (a strong painkiller) skin patch, which 
was prescribed as well as some pain relieving 
cream. They thought that if they treated any 
mouth pain Miss Kemp would be able to drink, 
which would be better than having to sedate 
her or set up a drip as Miss Kemp was not 
acutely unwell. The Clinical Nurse Specialist said 
that by the time Miss Kemp had been on the 
ward 24 hours she was really frightened and, in 
her opinion, distraction techniques, which she 
would usually have considered using to enable 
care to be given, would not have worked. 

The Clinical Nurse Specialist explained she was 249	

with Miss Kemp virtually all day on 25 June 2004 
supporting her and her carer. When she was 
not with Miss Kemp she was with the Second 
Oncologist or the Consultant Nurse in Palliative 
Care discussing possible care and treatment. 
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She said Miss Kemp’s care was her only clinical 
commitment that day. She did not see or have 
contact with Mrs Kemp or Miss Kemp’s father 
on that day, although she would normally have 
expected family to be present and involved 
in discussion in such a situation. Her only 
discussion was with the carer, whom she kept 
informed of what was happening. 

The Third Oncologist
The Third Oncologist provided a statement 250	

dated 12 July 2007 and met my investigators on 
15 May 2008.

The Third Oncologist explained that he had 251	

been a consultant in clinical oncology at the 
Trust since 1994, with a specialist interest in 
cancer of the gastrointestinal tract, head and 
neck, and lung. He said he had had experience 
of treating lymphomas, but at the time of the 
events complained about lymphomas were 
principally managed by the First Oncologist. 
However, he said he commonly gave second 
opinions within the oncology department.

The Third Oncologist said he had not been 252	

involved in Miss Kemp’s care before the Second 
Oncologist asked him to give a second opinion 
on 25 June 2004. He had been in London and 
returned to see Miss Kemp around 6.00pm. 
He was unaware at that time that the Legal 
Representative had been involved in asking for a 
second opinion.

The Third Oncologist described how he first 253	

discussed the case with the Second Oncologist 
and the Clinical Nurse Specialist before going 
to see Miss Kemp to try and get an idea of her 
level of pain and discomfort and how she might 
cope with treatment. He said he spent about 
20 minutes with Miss Kemp and her carer and 
found she would not even allow him to touch 
her hand. The Third Oncologist added: 

‘She was awake, she was walking round the 
room, she was not in any apparent distress, 
but as soon as you tried either to introduce 
yourself or touch her or say hello, let alone 
try and examine, she would shy away … ’

and

‘[She] was not displaying the classical clinical 
signs of dehydration in terms of dry skin, 
sunken eyes, dry cracked lips, or indeed the 
more advanced signs which would mean 
somebody can’t stand up due to their blood 
pressure and falling over.’

and 

‘She didn’t appear to be in any apparent 
distress physically, although she was 
certainly distressed at the prospect of 
contact with a stranger.’

He also described how he discussed the 254	

situation and his opinion with Miss Kemp’s 
grandparents and Mrs Kemp, and how he felt 
they all agreed with the decision to instigate 
palliative care. He also had conversations with 
Miss Kemp’s carer. 

With regard to weighing up the risks and 255	

benefits of treating Miss Kemp, the Third 
Oncologist said that, in view of Miss Kemp’s age, 
he was ‘inherently uncomfortable about the 
proposal that active cancer treatment could 
not be offered’. He also said:

‘It is important to understand that at 
that stage all that was known was that 
Emma was suffering from a high grade 
cell B lymphoma which, as a generic term, 
meant overall that there were a range of 
possible outcomes but that 50% [chance of 
survival with chemotherapy] represented a 
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reasonable broad view. By the time I became 
involved we had a verbal report on the 
biopsy (which was later confirmed) that 
this was not a standard B cell lymphoma 
but instead came from a narrow sub set 
called angiocentric lymphomas, which are 
rare. Sadly, the likelihood of successful 
treatment from chemotherapy was much 
lower with this type of tumour, particularly 
in the presence of dissemination or spread 
and I gave the mother a figure of only 10% 
likelihood of successful treatment.’

The Third Oncologist said the angiocentric 256	

features of the tumour had very little influence 
on the decision not to treat, adding that had 
he not known about the angiocentricity he 
would still have considered that a 10% chance 
of successful treatment was correct. He said the 
angiocentric features did not sway the decision 
not to treat as the decision was linked to his 
assessment of Miss Kemp, the assessment of the 
aggressiveness of the disease, the difficulties 
of providing treatment and, in his opinion very 
importantly, the implications for Miss Kemp if 
attempts were made to subject her to the sort 
of very intensive treatment required. The Third 
Oncologist explained that the 10% figure:

‘… was not a scientific statement, it’s an 
overall figure given to the carer, to the 
grandparents, to Emma’s mother, to try 
and make them understand what we 
were putting Emma through and for what 
purpose, were we to have given treatment.’

The Third Oncologist said his ‘257	 considered 
view’ was that ‘the harm involved in intensive 
treatment would outweigh likely benefits’. 
Although Miss Kemp was young and relatively 
physically fit he felt the chances of cure were 
small and there were risks of toxicity and 

infection which could lead to her death. He 
said he also considered the impact of other 
side-effects including diarrhoea, nausea, 
vomiting, hair loss and rarer complications as 
well as the problems of treating her. In his view, 
she would need repeated sedation or general 
anaesthetic for each intervention and, although 
this might be possible, he had never known 
intensive chemotherapy to be given ‘under 
such constraints’. He said he also considered 
the impact of harmful side-effects, and the 
difficulties and the potential harm of giving 
treatment, on Miss Kemp’s life during treatment. 

The Third Oncologist said the team did 258	

consider giving chemotherapy as a palliative 
measure but decided against this because the 
same chemotherapy would have to be given 
for palliation as for cure. Miss Kemp would 
have needed the same tests, anaesthetics and 
sedation, and the same level of interference. He 
said exactly the same problems of toxicity would 
have been involved and exactly the same risks. 

The Third Oncologist concluded:259	

‘Overall my view was that it would be 
extremely difficult, if not impossible, to 
provide her with intensive treatment, given 
the above situation, and we had to bear  
in mind that the chances of success were 
low. This resulted in the balance of benefit 
versus harm seeming to me to very much  
fall in favour of supportive and palliative 
care rather than intensive investigation  
and treatment.

‘My considered view was that we should 
attempt to make her life more comfortable 
on the basis that the prospects of harm 
and inherent difficulties of treatment 
outweighed any likely benefit.’
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Further comments by the Trust 

The Trust has commented that there is no 260	

clinical evidence that Miss Kemp was clinically 
dehydrated on or after her admission on  
23 June 2004. 

As I have previously said, during the course 261	

of my investigation a report on Miss Kemp’s 
care and treatment was produced by the 
Trust’s Independent Medical Adviser. The Trust 
provided me with a copy of that report and I set 
out some of the key points made by the Trust’s 
Independent Medical Adviser below.

The Trust’s Independent Medical Adviser said 262	

Miss Kemp had a complex tumour which was 
an extremely rare subclass of non Hodgkins 
lymphoma. He said the treatment of such a 
tumour would be R-CHOP chemotherapy and 
this involved a complex mixture of five drugs 
given in cycles every three weeks for a minimum 
of six cycles. He noted that the drugs are toxic 
and can cause a range of serious side-effects. 

The Trust’s Independent Medical Adviser said:263	

‘In my opinion the correct series of 
investigations were carried out within a very 
limited time frame by the surgical admission 
team. The care Emma received during this 
period was excellent by any standards.

‘…

‘The correct diagnosis of a complex B cell 
lymphoma was made after the biopsy had 
been reviewed by local pathologists and the 
lymphoma expert at Oxford. There was no 
significant delay in obtaining the relevant 
complex immunohistochemical analysis. An 
unusual B cell lymphoma with angiocentric 
features was confirmed by the external 
expert at Oxford who specialises in these 
types of tumours.

‘…

‘This was an aggressive lymphoma. The 
standard treatment is R-CHOP … The 
tumour was unusual but as it was positive 
for CD20 [a specific test result] the use of 
R-CHOP would in my opinion have been the 
first choice of therapy. 

‘…

‘The average cure rate for patients with  
B cell lymphoma is around 40%. The presence 
of angiocentric features with a very poor 
differentiation pattern suggestive of a 
mixed neoplastic cellular population type all 
confer a significantly poorer prognosis.

‘I therefore conclude from my review of 
the literature and the pathology reports 
available to the Reading consultants that 
Emma’s chances of cure with optimal 
chemotherapy were at a 10% level. However, 
the schedule of drugs is complex and 
requires considerable cooperation from the 
patient to administer. If drugs are missed or 
given out of sequence the results would be 
significantly poorer. 

‘…
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‘I believe [the decision not to actively 
treat the tumour] was a very reasonable 
decision given all the circumstances. It 
was taken with considerable thought 
and much discussion and with the whole 
patient care team. Furthermore the views 
of Emma’s mother were, according to the 
notes, adequately sought. The process was 
in no way rushed. [The Third Oncologist’s] 
second opinion was a particularly impressive 
analysis of the clinical situation. On the 
balance of probability Emma would have 
been unlikely to survive her lymphoma 
whether treated or not, so the outcome 
would have been the same whatever 
decision had been made.’ 

The Trust’s Independent Medical Adviser 264	

concluded: 

‘I believe the staff at the Trust acted entirely 
appropriately throughout their encounter 
with Emma and her family. They reached a 
rapid diagnosis and sought outside opinions 
in relation to her management. 

‘The decision not to treat Emma actively was 
not an easy one for those involved and was 
only made after much thought, discussion 
and consideration and also involvement of 
the family. I believe it was the correct choice 
considering the likely poor outcome, the 
difficulty in administering chemotherapy, 
its toxicity … and the suffering and distress 
that it would inevitably cause to a very 
vulnerable member of our society.’ 

Information from the Rainbow Room
The Chief Executive of the Primary Care  265	

Trust responded to my enquiries concerning 
Miss Kemp’s condition while she was in the 
Rainbow Room. He said:

‘From the medical notes, it is evident 
that Miss Kemp’s condition varied daily. 
However, overall there was no significant 
improvement in Miss Kemp’s condition 
whilst on Highclere Ward [the location of the 
Rainbow Room].’

The Chief Executive of the Primary Care Trust 266	

also said:

‘Miss Kemp was looked after by … a GP 
with a specialist interest in Palliative Care 
and also … a Palliative Care Consultant 
from the local Hospice. I can confirm there 
was an entry made in the medical notes 
that [the Third Oncologist], Consultant 
Oncologist at the RBH [the Trust], contacted 
the ward to discuss Miss Kemp’s condition. 
However, there is no evidence that the ward 
contacted the oncologists at the RBH to 
request a review of their decision not to 
provide chemotherapy for Miss Kemp.’

The advice of my Professional Advisers

The advice of my Oncology Adviser
My Oncology Adviser said there was no doubt 267	

that Miss Kemp lacked capacity to understand 
her illness or to weigh up the advantages and 
disadvantages of receiving or refusing treatment.
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With regard to the time taken to obtain a 268	

diagnosis, my Oncology Adviser said this was 
reasonable and within national guidelines 
although he thought the doctors could have 
expedited the investigations as Miss Kemp was 
a vulnerable adult. He also said that, bearing in 
mind the challenges of managing Miss Kemp,  
the investigations were carried out in a 
reasonable way.

With regard to nutrition, hydration and pain 269	

relief my Oncology Adviser said:

‘My view is that timely provision of 
hydration, nutrition and pain relief is 
basic medical care and appropriate in 
any circumstances. Not only are these 
interventions appropriate in their own 
right (relief of suffering) but may lead to 
an improvement in patient behaviour/
co-operation and provide reassurance to 
a distressed relative who sees that their 
loved one is being cared for and made to 
feel better. I should add that the provision 
of these basic needs does not undermine a 
future decision not to intervene further once 
additional information about the underlying 
disease process has been obtained.’

In addition, my Oncology Adviser said  270	

he recognised the difficulties in treating  
Miss Kemp but said improving her hydration 
status and relieving her pain would not have 
taken more than 48 hours, although improving 
her nutritional status could have taken longer.

He also said:271	

‘Initially Miss Kemp would have required 
significant sedation to allow an intravenous 
line … to be inserted for re-hydration and 
pain relief to be commenced. These two 

measures might have caused her to feel 
significantly better so that she felt able to 
take some light food.

‘ …

‘Although treatment of Miss Kemp was never 
going to be straightforward, relief of pain, 
hunger and thirst would have in my view 
gone some way to re-assuring her that she 
was in a safe place and possibly made her 
management a little easier.’

My Oncology Adviser considered the way in 272	

which the Trust’s clinical team came to their 
decision about treating Miss Kemp. He said that 
the team were considering R-CHOP therapy 
and this was ‘entirely appropriate’. However, he 
expressed concerns about the way they reached 
their decision not to treat Miss Kemp. He said 
they decided against R-CHOP therapy:

‘… on the basis of four principal arguments. 
First, that it would be very difficult to 
administer treatment (I agree that it would 
have certainly not been easy), second 
that there was a low chance of benefit, 
third there was a real possibility of serious 
complications and fourth it would cause 
Miss Kemp an unjustified level of distress.’

and

‘… Although this was an extremely difficult 
clinical situation and I am reviewing with the 
benefit of hindsight, I think that the decision 
not to proceed with active treatment for the 
lymphoma is questionable.’
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My Oncology Adviser said chemotherapy is the 273	

best way of relieving symptoms and improving 
a patient’s general condition even when cure 
is unlikely. He also said it was likely (but not 
guaranteed) that Miss Kemp’s overall condition 
may have improved with chemotherapy. He said:

‘Rather than creating unreasonable distress 
therefore my view is that treatment had a 
reasonable chance of relieving symptoms of 
disease and reducing her level of distress.’

My Oncology Adviser considered the weight 274	

which the clinical team attached to the 
potential problems and side-effects of giving 
Miss Kemp chemotherapy. He did not agree with 
their view that side-effects would be unduly 
burdensome for her. He said that although 
R-CHOP can be expected to cause side-effects, 
these are ‘predictable and manageable’ and 
‘can usually be dealt with effectively’, for 
example with drugs to control nausea and 
minimise the risk of infection, as well as more 
input from community services.

With regard to the most appropriate location 275	

for treatment, my Oncology Adviser confirmed 
that R-CHOP is usually given as an out-patient 
treatment and that it would have been difficult 
to provide Miss Kemp with chemotherapy in 
this setting because of her particular needs. He 
considered a large regional cancer centre should 
have been able to take Miss Kemp as a patient, 
or at least to offer the clinical team support. He 
said ‘there is no doubt that strenuous efforts 
were made by [the Second Oncologist] to enlist 
the help of specialists’ at regional centres and 
that no help was forthcoming. He added:

‘… the Trust were placed in the invidious 
position of being forced to continue looking 
after Miss Kemp when a major national 
oncology centre felt unable to do so.’

Turning to the issue of the estimated chance 276	

of effective treatment for Miss Kemp, my 
Oncology Adviser said:

‘For patients with previously untreated 
diffuse large B cell lymphoma the estimated 
2 year survival is 37% for patients under the 
age of 60 years in the so-called high risk 
group8 … and 59% for patients in the high 
intermediate risk group … Miss Kemp had 
not been fully staged and so it is not possible 
to know for certain which prognostic group 
she fell into although it seems unlikely to 
me that she had low intermediate or low 
risk disease (where the estimated 2 year 
survivals are 79% and 90% respectively). It 
should be remembered that a small number 
of patients (less than 5%) will die during 
treatment as a result of complications.

‘So, even if we assume Miss Kemp was in 
the worst prognostic group she had an 
estimated 2 year survival of 37% (and 5 year 
survival of 32%).’

In relation to Miss Kemp’s treatment my 277	

Oncology Adviser concluded:

‘I believe Miss Kemp’s death was potentially 
avoidable. It is impossible for guarantees of 
cure to be provided in these circumstances 
but if appropriate treatment and supportive 
medical care had proved possible in the 
correct specialist environment (a large regional 
Cancer Centre for example) there was a 
realistic chance of remission and even cure.

8	Shipp et al, New England Journal of Medicine, 1993
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‘Clearly her behavioural problems were 
extremely challenging and although 
interventions in best interest would in my 
view have been possible on two occasions 
(one, to correct dehydration/establish pain 
control and two, to administer the first cycle 
R-CHOP chemotherapy), if Miss Kemp’s level 
of co-operation had not improved following 
these I think it would have been extremely 
difficult and probably impossible for  
nursing/medical staff to subsequently 
continue treating her apparently against  
her will.

‘So, in my view, initial treatment of 
dehydration and pain followed by cycle 1 of 
chemotherapy would have been reasonable 
under the principle of best interest. If 
however these measures failed to improve 
her physical condition (relief of symptoms 
and initial shrinkage of tumour) or she 
remained resolutely opposed to treatment 
as evidenced by continuing unco-operative 
behaviour it would have then been 
appropriate to withdraw to a position of 
palliative care.’

My Oncology Adviser added: 278	

‘I believe that some doctors would have 
acted in the same way as the Reading team 
and others would have acted to intervene 
along the lines I have suggested – so in 
that sense what happened falls within a 
spectrum of reasonable clinical opinion.’ 

My Oncology Adviser also looked at the way in 279	

which Miss Kemp was discharged on 7 June 2004. 
He said that ‘providing appropriate support and 
advice had been provided, the decision of the 
clinical team was reasonable’. 

The advice of my Learning Disability Adviser
My Learning Disability Adviser reflected  280	

on how attempts to communicate with  
Miss Kemp impacted on the care and treatment  
she received. She said there was evidence of 
some appropriate attempts to communicate 
with Miss Kemp, for example with regard to 
the biopsy, but there was no evidence of a 
consistent approach. She said there should  
have been an assessment of Miss Kemp’s 
communication needs and a plan to meet those 
needs, but she found no evidence of this. In 
particular, she said more could have been done 
to assess whether Miss Kemp was in pain, for 
example by asking her carers how she expressed 
pain or how she might cope with different  
painkilling preparations.

My Learning Disability Adviser also said the 281	

fact that Miss Kemp was reported to have 
a ‘needle phobia’ had a negative impact on 
management of her hydration in hospital. She 
pointed to several episodes when Miss Kemp 
had, with appropriate measures in place such as 
anaesthetic cream, tolerated needles for blood 
taking, drug injections and the biopsy. Overall, 
she thought assumptions about Miss Kemp’s 
‘needle phobia’ ‘deterred staff from trying 
more imaginative ways of working … to give 
treatment which would have been given to a 
person without such difficulties’.

My Learning Disability Adviser remarked that 282	

the measures taken by the Consultant Surgeon 
when he carried out the biopsy were ‘sensitive, 
mindful of [Miss Kemp’s] particular needs and 
excellent practice’. She also said that had ‘such 
principles and flexibility’ been applied to other 
procedures and treatments ‘things could have 
gone much better’.
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Based on her reading of evidence about  283	

Miss Kemp, my Learning Disability Adviser 
said it was clear that Miss Kemp did not have 
capacity to consent in respect of the decision 
about whether or not she should receive 
chemotherapy. She said that, therefore, it was 
correct for the clinical team to make a decision 
in Miss Kemp’s best interests. She said ideally a 
formal best interests meeting should have been 
convened when a full discussion could have 
taken place.

My Learning Disability Adviser said that had 284	

such a meeting taken place the option of trying 
one course of treatment could have been more 
fully considered. She said she thought it would 
have been ‘difficult but not impossible’ to 
deliver this treatment. She acknowledged that 
she had had limited experience of cancer care 
or chemotherapy, but from her experience of 
working with people with learning disability she 
thought Miss Kemp:

‘… could probably have been supported to 
have at least one course of chemotherapy 
as an in-patient with appropriate 
monitoring and input from people who 
knew her well and preferably advice or 
input from a learning disability specialist; 
appropriate adjustments to the usual way 
of doing things could have been made to 
make administration of the treatment easier 
or safer for Emma.’

However, she also said she considered  285	

doctors had acted in what they believed 
to be Miss Kemp’s best interests given their 
understanding of the situation at the time and 
the pressures they were under. She told me the 
oncologists’ decision was ‘within the realms’ of 
reasonable clinical practice.

My Learning Disability Adviser was clear that the 286	

decision not to treat Miss Kemp’s cancer did not 
mean she was treated less favourably for reasons 
related to her learning disability. She said:

‘I do not believe that the decision not to 
offer Emma active treatment was affected 
by the fact that Emma had a learning 
disability in itself. It was, however, affected 
by the obvious difficulties which would 
have arisen from treating Emma actively, 
due to her communication difficulties, lack 
of understanding of the reasons for the 
treatment and hospital procedures generally 
and most importantly in my opinion, her 
inability and reluctance to report symptoms 
… all of which were associated with her 
learning disability.’

The advice of my Acute Nursing Adviser
Having reviewed health records for both 287	

admissions, my Acute Nursing Adviser said she 
could find no evidence from contemporaneous 
documentation that the nursing team 
developed effective plans to meet Miss Kemp’s 
hygiene, eating, drinking or pain relief needs.

My Acute Nursing Adviser acknowledged the 288	

practical difficulties of meeting Miss Kemp’s 
needs and the risks involved in using more 
invasive treatments, such as intravenous 
hydration. However, she said there could have 
been discussion and exploration of alternative 
methods of ensuring Miss Kemp was adequately 
hydrated, nourished and pain free. She pointed 
towards subcutaneous (under the skin) infusion 
of fluid which Miss Kemp may have found less 
distressing than an intravenous infusion, and the 
use of simple pain scoring tools using colours or 
faces to indicate feelings of pain.
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My Acute Nursing Adviser said it was reasonable 289	

to discharge Miss Kemp on 7 June 2004 because 
there was no evidence that she had acute 
problems, such as dehydration, which could 
not be managed in her home environment. 
However, she remarked on the poor discharge 
documentation which gave no indication of the 
care which Miss Kemp would need on discharge. 

My Acute Nursing Adviser said the Palliative 290	

Care Nurse who reviewed Miss Kemp on  
25 June 2004 gave reasonable and appropriate 
advice regarding pain and comfort and her 
recommendations were followed appropriately 
in the following days before Miss Kemp was 
transferred to the Rainbow Room.

My findings

When she was well, Miss Kemp has been 291	

described as an active, fun-loving person 
who cared about her family and friends and 
enjoyed many aspects of her busy life. However, 
when she became ill in early summer 2004, 
all the people caring for her, including her 
family, her carers and staff at the Trust, faced 
great difficulty in their attempts to meet her 
increasingly complex needs. Mrs Kemp says staff 
at the Trust did not make enough effort to meet 
those needs. 

Mrs Kemp believes that, through their actions 292	

and decisions about care and treatment for 
nutrition, hydration, pain relief, discharge 
arrangements and cancer, staff at the Trust 
treated her daughter less favourably for reasons 
related to her learning disabilities. Mrs Kemp 
believes that had different decisions been made, 
her daughter would not have died.

In Section 2 above I have set out the legislation 293	

and national and professional standards which 
should have guided Trust staff involved in  
Miss Kemp’s care. Of particular relevance are  
the Disability Discrimination Act 1995, the 
General Medical Council’s Good Medical 
Practice, the Nursing and Midwifery Council’s 
Code of Conduct, the Essence of Care 
benchmarks, Discharge from Hospital and the 
guidance in various documents about consent.

I have studied all the evidence available to me 294	

and carefully considered the opinions of my 
Professional Advisers. 

Mrs Kemp’s specific complaints about care  
and treatment
I now consider the different aspects of  295	

Mrs Kemp’s complaint about her daughter’s  
care and treatment.

Investigating Miss Kemp’s condition
First, I consider Mrs Kemp’s belief that doctors 296	

did not act quickly enough to diagnose 
her daughter’s cancer. I then consider her 
dissatisfaction with the way in which the 
diagnostic tests were carried out.

As I have said in Section 2 above, a key goal of 297	

the NHS Cancer Plan was that no one should wait  
longer than one month from urgent referral for 
suspected cancer to the beginning of treatment. 

We know from the Daily Diary and Miss Kemp’s 298	

consultations with GPs that, for several weeks 
before she was first admitted to the Trust on 
26 May 2004, she had been suffering from a 
group of non-specific symptoms, principally 
reduced appetite and weight loss. We have seen 
that these symptoms did not point doctors 
towards any particular disease. In fact, the 
Third GP sent her to the Trust as an emergency 
principally because she had a tender abdomen 
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and had apparently passed blood in her stool, 
not because he thought she might have cancer. 
Therefore, doctors at the Trust were faced with 
the problem of trying to find out why she was 
unwell. In these circumstances, it does not seem 
unreasonable that the doctors proceeded with 
a series of tests which progressively led them 
towards the diagnosis of cancer. 

I can understand why Mrs Kemp found the 299	

time when she was waiting for the biopsy result 
frustrating and difficult. I can only imagine  
the anxiety she must have felt knowing her 
daughter had a lump in her groin, but not 
knowing whether it was a cancer. However,  
only a fortnight passed between the point  
when the Consultant Surgeon first suspected  
Miss Kemp might have cancer and the 
provisional diagnosis and discussion about 
treatment in the First Oncologist’s clinic. During 
this time the specimen was analysed, provisional 
results were produced and these were discussed 
in a multidisciplinary meeting. After that,  
Miss Kemp’s case was referred to the First 
Oncologist and the out-patient appointment 
was arranged. 

I have considered the view of my Oncology 300	

Adviser that, overall, the time taken to 
investigate and diagnose Miss Kemp’s disease 
was reasonable, although he thought perhaps 
investigations could have been expedited 
given that Miss Kemp was a vulnerable 
person. However, it seems to me that the only 
investigation which took some time to arrange 
was the CT scan. I appreciate that this wait 
must have been frustrating and worrying for 
Mrs Kemp, but at that time it appears doctors 
had no evidence to suggest Miss Kemp needed 
an urgent scan. Therefore, I consider it was 
reasonable to arrange for her to have the next 
available slot when an anaesthetist would be 
available in X-ray.

I now turn to Mrs Kemp’s dissatisfaction with the 301	

way in which the investigations were carried out. 
I have found no evidence to suggest that the 
abdominal X-ray, the ultrasound or the biopsy 
caused Miss Kemp to become unduly distressed. 
I accept that Miss Kemp was unable to  
co-operate fully with the abdominal ultrasound 
but, in my view, it was not unreasonable for 
staff to assume she might co-operate with 
the procedure given she had allowed an 
abdominal X-ray to be taken on the previous 
day. I have considered the advice of my Learning 
Disability Adviser that the Consultant Surgeon’s 
management of the biopsy showed he was 
sensitive to Miss Kemp’s needs and appropriately 
adjusted his approach to take account of those 
needs. I agree with my Learning Disability 
Adviser that the Consultant Surgeon made 
reasonable adjustments which allowed him to 
carry out the biopsy successfully. 

It is not clear what arrangements had been  302	

put in place for sedating or anaesthetising  
Miss Kemp for the first CT scan, although 
Mrs Kemp was under the impression that 
her daughter was going to have a general 
anaesthetic. However, records show that for  
the first attempt on 2 June 2004 Miss Kemp had 
not been starved and no premedication had 
been given, so it seems likely that the plan was 
to try sedation in the first instance. In the event 
Miss Kemp could not be persuaded to enter 
the scanner at the first attempt. The scan was 
rearranged for the following day and successfully 
performed under a general anaesthetic.



60	 Six lives: the provision of public services to people with learning disabilities

Mrs Kemp feels a general anaesthetic should 303	

have been given at the first attempt to scan  
her daughter and that because it was not  
Miss Kemp was distressed unnecessarily and  
the scan was delayed. I accept that the plan 
doctors had made to enable the scan to be 
performed had not been clearly communicated 
to Mrs Kemp and this caused her anxiety. 
However, given the generally well-known risks  
of anaesthesia, it does not seem unreasonable 
to me that the less risky option of sedation 
should have been tried first.

There are two recorded instances of appropriate 304	

application of best interest principles in 
decisions about investigations and tests during 
Miss Kemp’s first admission to the Trust. These 
relate to the CT scan and the biopsy of the 
lump. In the knowledge that Miss Kemp had 
resisted a previous CT scan and did not like 
needles, the benefits of the investigations 
(diagnosing her disease, knowing more about 
the prognosis and making judgments about 
possible treatment) were weighed against 
factors including the distress the investigation 
would cause her. After discussion with the 
Trust’s Legal Department, Mrs Kemp and/or the 
carers, doctors decided that the balance was 
in favour of carrying out the investigations and 
appropriate adjustments were made to allow 
the investigations to go ahead. Anaesthesia was 
used for the CT scan, while painkilling cream and 
distraction techniques enabled the Consultant 
Surgeon to biopsy the lump. The best interest 
decisions were correctly recorded on Consent 
Form 4 as set out in Good practice in consent: 
Achieving the NHS Plan commitment to a 
patient-centred consent practice. 

Having considered the evidence and taken 305	

account of the advice of my Professional 
Advisers, in particular my Oncology Adviser 
who said that, given the circumstances, the 

investigations were carried out in a timely and 
reasonable way, I find no reason to criticise the 
Trust on this aspect of the complaint. Rather, 
I find that there was no undue delay in the 
investigation of Miss Kemp’s cancer and that 
the time taken to investigate and diagnose 
her condition was in line with the target in the 
Cancer Plan. 

Mrs Kemp has said the way the investigations 306	

were carried out showed Trust staff did not 
appreciate her daughter’s needs or adapt their 
practice to meet those needs. I accept that  
Miss Kemp found the various procedures 
frightening and that Mrs Kemp would have 
undoubtedly found her daughter’s anxiety 
distressing. However, having considered the 
evidence and the advice of my Professional 
Advisers, I find that, in the circumstances, 
the tests and examinations used to reach the 
diagnosis were on the whole carried out in a 
reasonable way. Best interest principles were 
appropriately applied and appropriate and 
reasonable adjustments were made to account 
for Miss Kemp’s particular needs. 

I find 307	 no evidence of service failure with regard 
to the time taken to investigate Miss Kemp’s 
cancer or the way in which those investigations 
were carried out.

Nutrition, hydration, pain relief and nursing care
I now consider the general care and treatment 308	

which Miss Kemp received when she was 
admitted to the Trust. I focus on hydration, 
nutrition, pain relief and nursing care because 
these are Mrs Kemp’s main areas of concern. 
Mrs Kemp maintains that Trust staff did not 
understand her daughter’s needs and did not 
do enough to help her. She said care of her 
daughter was left to her and the carers. She has 
suggested that at times the Trust refused to 
meet her daughter’s needs and that, as a result, 
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Miss Kemp’s physical condition deteriorated.  
Mrs Kemp believes this physical deterioration 
was one of the reasons why the Trust did not 
treat her daughter’s cancer. 

First, I consider Mrs Kemp’s complaints about 309	

nutrition and hydration. Mrs Kemp appears to 
have been particularly concerned about her 
daughter’s hydration. She was so concerned 
about this aspect of care and treatment that 
she sought legal help. In contrast, the Trust 
maintains there is no evidence that Miss Kemp 
was dehydrated.

Miss Kemp was first admitted to the Trust on 310	

26 May 2004 because she was not eating and 
because she was losing weight. There were also 
concerns about how much she was drinking. 
During this admission her health records and 
information from the Daily Diary clearly show 
that she was eating irregularly and then only 
small amounts. The health records do not 
indicate how much Miss Kemp was drinking, but 
the Daily Diary suggests that she was accepting 
a range of drinks throughout her stay. My 
Professional Advisers have not said there was 
any indication that she needed urgent treatment 
because she lacked food or fluid at this time. 

The reason for Miss Kemp’s second admission on 311	

23 June 2004 was principally her low fluid intake. 
The evidence suggests there were differences of 
opinion about whether or not Miss Kemp was 
clinically dehydrated on admission and over the 
following two days. The Trust’s clinical team has 
stressed that there is an important difference 
between clinical dehydration, which they 
say is a serious situation requiring immediate 
intervention with treatment such as intravenous 
fluids, and a situation where a person is simply  
not drinking enough, when emergency 
intervention is not required. 

On 23 June 2004 Mrs Kemp, Miss Kemp’s carers 312	

and the GP were very concerned about  
Miss Kemp’s low fluid intake. Mrs Kemp has  
said she considered her daughter was critically 
ill at this time and she understood this was the 
reason why the GP had arranged for her to be 
admitted. In contrast, the Second Oncologist 
has said that when he saw Miss Kemp on the 
evening of her admission he did not think 
she was dehydrated to a point where she 
needed emergency treatment. However, his 
contemporaneous note in the health record 
says that Miss Kemp was ‘dehydrated’. That 
said, his note also includes a remark about the 
need to work with the legal team and others 
the following morning to formulate a plan 
of treatment in Miss Kemp’s best interests. 
Although Mrs Kemp thought her daughter was 
critically ill on the evening of 23 June 2004, it is 
clear the Second Oncologist did not consider 
Miss Kemp was seriously ill or significantly 
dehydrated because he did not believe it was 
necessary to instigate emergency treatment.

The Clinical Nurse Specialist, who saw  313	

Miss Kemp in the morning of 24 June 2004,  
has said that, in her opinion, Miss Kemp did 
not show signs of clinical dehydration because, 
although her mouth was dry, she was taking 
some fluid and had passed urine. Like the 
Second Oncologist, the Clinical Nurse Specialist 
did not consider emergency action was needed 
to correct serious dehydration. Her plan, the 
implementation and outcome of which is noted 
in the health record, was to try and improve  
the condition of Miss Kemp’s mouth so she 
would find it easier to eat and drink. On  
25 June 2004 a nursing care plan was written 
relating to hydration and nutrition. 
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Trust staff have said that they did not, as  314	

Mrs Kemp believes, withhold hydration and 
nutrition for her daughter during her second 
admission. They say that their intention was to 
assess and monitor her needs and try to make 
more detailed assessments, and plan appropriate 
interventions once she was settled. 

It is clear from the limited evidence available 315	

that Miss Kemp’s fluid and nutrition intake 
was low during both admissions to the Trust. 
Furthermore, my Professional Advisers have told  
me staff could have been more proactive in their  
approach to assessing and meeting Miss Kemp’s 
hydration and nutrition needs. For example, 
there is no evidence that nurses used available 
tools, such as Essence of Care benchmarking, 
in their management of Miss Kemp’s nutrition. 
Furthermore, my Oncology Adviser has 
suggested that had staff been more proactive  
in management in this regard it is possible  
that Miss Kemp may have been better able to  
co-operate with other interventions.

That said, I have found no evidence to suggest 316	

that at any time Miss Kemp was critically ill 
due to dehydration and nutrition such that 
she needed urgent or emergency medical 
intervention. My Professional Advisers have not 
suggested that this was the case at any point in 
her stays at the Trust. 

I find that although Trust staff could have been 317	

more proactive in their approach to Miss Kemp’s 
nutrition and hydration, there is no evidence that 
at any time Miss Kemp’s condition was seriously 
compromised by lack of food or fluid, or that 
this led her to decline physically. Furthermore, 
there is no evidence that Trust staff refused to 
provide Miss Kemp with food or fluid. 

Although there were some shortcomings in 318	

the Trust’s approach to managing Miss Kemp’s 
nutrition and hydration, I find these do not 
amount to service failure. 

Secondly, I consider Mrs Kemp’s complaints 319	

about pain relief.

Mrs Kemp says the Trust did not pay sufficient 320	

attention to her daughter’s pain and did not 
provide adequate treatment to relieve it. She  
has expressed concerns about the way Trust 
staff approached this aspect of care and 
treatment during both admissions and at the 
out-patient appointment. 

I recognise that it may not have always been 321	

obvious whether Miss Kemp was in pain 
because, for example, she was not able to 
express pain in a way which clinicians would 
immediately recognise as indicating she was 
suffering discomfort. I also recognise that 
Mrs Kemp was best placed to know when her 
daughter was in pain and I acknowledge her view 
that Trust staff showed insufficient attention 
to Miss Kemp’s pain. In this regard, my Learning 
Disability Adviser told me staff did not always 
use resources available to them, such as the 
knowledge of her family and carers, to help 
them understand and meet Miss Kemp’s pain 
needs. I have seen no evidence that Trust staff 
made attempts, as they should have done, to 
find effective ways of assessing Miss Kemp’s 
need for pain relief. 

That said, I have seen no evidence that Trust 322	

staff ignored Miss Kemp’s pain needs. During the 
first admission the Daily Diary shows that there 
were some times when Miss Kemp appeared 
to be in pain. She was offered, and sometimes 
accepted, paracetamol to relieve her discomfort. 
I have found no evidence to suggest that 
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Miss Kemp was in severe pain during this first 
admission or that staff ignored her pain needs. 
At the out-patient appointment the clinical 
team have said there was no indication that  
Miss Kemp was in pain and they said they do  
not recall Mrs Kemp expressing concerns  
that her daughter was in pain. During the  
second admission there is again no record that  
Miss Kemp was suffering as a result of untreated 
pain or that the clinical team withheld pain 
relief, as Mrs Kemp has suggested. Actions 
which the team took at this time included, 
initially, provision of pain relief which had 
been prescribed by the GP and, subsequently, 
provision of alternative pain relief in the form 
of skin patches and cream. These were provided 
as a result of proactive pain management by the 
Clinical Nurse Specialist. In this regard, my Acute 
Nursing Adviser said the Consultant Nurse in 
Palliative Care gave reasonable and appropriate 
advice regarding pain and comfort and her 
recommendations were followed appropriately 
in the following days before Miss Kemp was 
transferred to the Rainbow Room.

Although there were some shortcomings in the 323	

Trust’s approach to managing Miss Kemp’s pain 
relief needs, I find these do not amount to 
service failure. 

Given that I do not apply a test of perfection, 324	

and whilst recognising that other approaches  
to support Miss Kemp may have been possible, 
I am satisfied that in the circumstances the care 
and treatment provided for Miss Kemp in terms 
of hydration, nutrition, pain relief and nursing did  
not fall significantly below a reasonable 
standard. 

Discharge from hospital on 7 June 2004
Mrs Kemp says it was not appropriate to 325	

discharge her daughter from hospital on  
7 June 2004 because she was dehydrated and not 
eating. She also says that discharge arrangements 
were inadequate and she was given no guidance 
on how to manage Miss Kemp’s nutrition, 
hydration and pain needs.

In considering this issue I have compared 326	

actions of Trust staff with national guidelines in 
Discharge from Hospital, the key points of which 
are set out at Annex B. I also note the Trust had 
its own discharge policy in place which reflected 
key aspects of the national guidelines.

My Professional Advisers said the Consultant 327	

Surgeon’s decision to discharge Miss Kemp 
following her biopsy was appropriate because 
she did not have any acute health problems 
which could not be managed adequately in  
the community. However, they also advised  
me that it was not appropriate to discharge  
Miss Kemp without proper discharge planning 
and they have commented on the poor 
discharge documentation in the health record. 
I note that the discharge information sent to 
community services gave no information or 
advice about nursing care.

The Trust has said that on 28 May 2004 there 328	

was contact between Miss Kemp’s carers and 
the Community Team for People with Learning 
Disabilities and as a result the potential need for 
additional support for Miss Kemp and her family 
was identified. Also, I note that although the 
Consultant Surgeon had said Miss Kemp could 
be discharged on Friday 4 June 2004, Miss Kemp 
was not discharged until the following Monday. 
Records show this was at least in part because 
Mrs Kemp was unhappy for her daughter to 
return to the Residential Home. As a result there 
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was some liaison between the Trust’s nurses, 
Mrs Kemp and the Community Team for People 
with Learning Disabilities about discharge 
arrangements. The outcome of the debate was 
that Miss Kemp was discharged to her mother’s 
home although Mrs Kemp has said, in the event, 
she did not know her daughter was going to be 
discharged until the last minute.

As I have said, national and local guidelines 329	

about discharge emphasise the importance of 
effective liaision, communication, multi-agency 
planning and documentation in ensuring safe, 
timely discharge. The importance of active 
involvement of families and carers is stressed.

I accept that Mrs Kemp was dissatisfied with 330	

the way in which arrangements were made for 
her daughter’s discharge. I also appreciate that 
she would inevitably have had concerns about 
caring for Miss Kemp who had been in hospital 
for two weeks and who needed more than the 
usual level of support with eating and drinking. 
Furthermore, I was concerned to note that there 
were deficiencies in discharge documentation, 
particularly regarding nursing care. That said,  
Miss Kemp was judged fit to be discharged 
and there is also evidence that staff at the 
Trust made some reasonable adjustments in 
their approach to discharging Miss Kemp. In 
particular, Miss Kemp was kept in hospital for 
more than two days to allow time for alternative 
accommodation arrangements to be discussed 
and during this time there was discussion with 
community services and Mrs Kemp. Although 
arrangements for Miss Kemp’s discharge were 
not ideal, I am not persuaded that, in the 
circumstances, they fell significantly below a 
reasonable standard. 

Although there were some shortcomings in 331	

the Trust’s approach to discharging Miss Kemp 
on 7 June 2004, I find these do not amount to 
service failure.

The decision not to treat Miss Kemp’s cancer  
with chemotherapy
I now turn to the decision taken by the First 332	

and Second Oncologist that chemotherapy was 
not in Miss Kemp’s best interests and, therefore, 
palliative care should be instigated. Mrs Kemp 
believes that Trust staff used her daughter’s 
inability to consent as an excuse not to treat 
her cancer. She says treatment should at least 
have been tried but the doctors did not treat 
Miss Kemp purely because she had learning 
disabilities. Therefore, in considering this aspect 
of the complaint, I am particularly concerned 
with the question of whether decisions made by 
the clinical team reflected assumptions related 
to Miss Kemp’s learning disability such that she 
received less favourable treatment. 

First, I consider whether the Second Oncologist 333	

and his team had made assumptions about 
Miss Kemp and decided she should not receive 
chemotherapy before making a full assessment 
of her best interests. In his statement the 
Second Oncologist strongly refuted that this 
was the case.

It is clear from the Second Oncologist’s 334	

note of the out-patient appointment and 
his subsequent letter to the Fifth GP that 
he recognised there would be considerable 
problems in treating Miss Kemp. In his letter to 
the Fifth GP of 23 June 2004 he said:

‘… we have a major problem in offering her 
treatment be it radical or palliative.’
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However, there is no suggestion in the records of 335	

that consultation or follow-up correspondence 
that either the First or Second Oncologist had 
already decided that Miss Kemp should not 
receive treatment. Rather, there is clear evidence 
that the Second Oncologist recognised the 
importance of working with Miss Kemp’s family 
and his colleagues (for example, his letter  
to the Fifth GP included the suggestion of a  
multi-agency case conference) to try and address  
the issues involved in providing appropriate  
care and treatment. Furthermore, 
contemporaneous evidence shows that after 
the out-patient appointment he and his team 
immediately set about finding out what facilities 
might be available elsewhere which could best 
provide for Miss Kemp’s needs. When Miss Kemp 
was readmitted on 23 June 2004, the need to 
make a decision about her treatment became 
more urgent and, as my Oncology Adviser has 
noted, the Second Oncologist made ‘strenuous 
efforts to enlist the help of specialists’ in major 
cancer centres. 

I find there is no evidence that the Second 336	

Oncologist had made assumptions about  
Miss Kemp related to her learning disability 
before events of 24 and 25 June 2004 when the 
best interest decision was made. Rather, the 
evidence suggests to me that he had recognised 
she had particular needs which would require 
a multi-agency approach and that the facilities 
available at the Trust were unlikely to be 
adequate to meet those needs.

I now turn to the way in which the Second and  
Third Oncologists made their decision regarding 
Miss Kemp’s best interests. In Section 2 of 
this report I have summarised guidance in 
documents such as Good practice in consent: 
Achieving the NHS Plan commitment to a 
patient-centred consent practice which sets 
out how clinicians should go about making best 

interest decisions. In essence, the guidance 
requires clinicians to take account of all relevant 
information and balance the benefits of 
treatment against the burdens of treatment.

Mrs Kemp does not dispute the fact that her 337	

daughter did not have the capacity to consent 
to treatment although she has questioned how 
doctors at the Trust established this. However, 
my Professional Advisers have said it would have 
been clear that Miss Kemp did not have capacity 
to consent and I consider it was reasonable 
for the clinical team to proceed on this basis 
without conducting and recording a formal 
assessment of capacity.

Contemporaneous evidence shows the Second 338	

Oncologist understood that once it had been 
established that Miss Kemp did not have the 
capacity to consent, the law required him to 
decide whether or not to give Miss Kemp 
chemotherapy, having regard to her best 
interests. To help him make that decision he 
asked the Third Oncologist to provide a second 
opinion and discussed the case with colleagues, 
including the Clinical Nurse Specialist and 
the Trust’s Palliative Care Consultant, as well 
as oncologists at major cancer centres. It is 
clear from the health record and subsequent 
statements that the Second and Third 
Oncologists knew that a number of factors, 
including Miss Kemp’s likely chance of survival 
with chemotherapy, the distress which treatment 
would cause her and the possible harm caused 
by the treatment itself and the side-effects of 
treatment, should be balanced carefully before 
they made a decision. There is evidence that 
both consultants also spent time discussing the 
situation with Miss Kemp’s family and carers and 
documented that discussion in the health record. 
This was in line with guidance in Good practice 
in consent: Achieving the NHS Plan commitment 
to a patient-centred consent practice.
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Mrs Kemp says she was told at the out-patient 339	

appointment of 18 June 2004 that her daughter 
had a 50% chance of survival if she underwent 
chemotherapy. There is no contemporaneous 
record of what the First and Second Oncologists 
told Mrs Kemp at this time and I have no reason  
to doubt what Mrs Kemp says. What the clinicians  
have said subsequently is that at the out-patient 
appointment they discussed treatment in broad 
terms with Mrs Kemp. The First Oncologist said 
she is likely to have told Mrs Kemp that for a 
‘straightforward lymphoma the chances of 
survival at 5 years are between 40% and 50%’, 
but that she could not give a more precise figure 
without further investigations. 

It is not possible to establish precisely what was 340	

said at the out-patient appointment. However, 
from the information I have seen and the advice 
I have received it is clear that, in reality, there 
is a range of evidence and opinion about the 
likelihood of survival from a large, diffuse  
B cell non Hodgkins lymphoma if a full course  
of chemotherapy is given. 

My Oncology Adviser said research indicates 341	

there is a range of possible outcomes from 
active treatment of the type of lymphoma 
which Miss Kemp had developed, depending on 
a variety of prognostic indicators. He also said it 
is not possible to be certain about Miss Kemp’s 
chances of survival, partly because there was no 
definitive information about the nature of the 
cancer and the stage to which it had developed 
by June 2004. However, he thought that, given 
what was known about Miss Kemp’s tumour, a 
full course of treatment could have resulted in a 
32 to 37% chance of her surviving. This matches 
reasonably closely with the estimates of one in 
three and 30 to 40% quoted by the First, Second 
and Third Oncologists in their responses to  
my enquiries. 

When making their decision about whether 342	

treatment was in Miss Kemp’s best interests 
the Second and Third Oncologists considered 
the likely distress and harm which treatment 
might cause her. Contemporaneous evidence, 
in particular the Third Oncologist’s note in the 
health record of 25 June 2004, indicates that the 
two consultants were particularly mindful and 
concerned about the likely harmful impact of 
the consequences of chemotherapy. The Third 
Oncologist recorded his opinion that it was 
likely the chemotherapy would cause Miss Kemp 
‘considerable and unwarranted distress’ and 
that the ‘chances of causing harm, or indeed 
death as a result of treatment’ were high. 
Subsequently, in their responses to my enquiries, 
the consultants have given further explanation 
about the nature of the distress and harm 
which they thought could have resulted from 
treating Miss Kemp. They explained that they 
were particularly concerned, not only with the 
potential detrimental impact of administering 
the treatment itself, which would have required 
Miss Kemp to be sedated or anaesthetised  
for prolonged periods over about six months,  
but also with the likely adverse impact of 
potential side-effects of treatment, particularly  
life-threatening infection. They said this was why 
they told Mrs Kemp that the overall chance of 
her daughter surviving even with treatment was 
around 10%. They also said they considered that 
giving a single cycle of treatment in an attempt 
to palliate Miss Kemp’s symptoms would have 
carried the same risks of distress and harm.

My Oncology Adviser took a different view. 343	

He acknowledged that there were likely to 
be potentially serious consequences and 
side-effects from administering R-CHOP 
chemotherapy. However, he said these problems 
could be predicted and dealt with using a range 
of available measures. He told me that, in his 
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view, the side-effects of R-CHOP chemotherapy 
would not have been unduly burdensome 
for Miss Kemp. He added that if appropriate 
treatment and medical care had proved possible 
in the correct specialised environment  
Miss Kemp would have had a realistic chance 
of remission or even cure. He said he would 
not have made the decision which the Second 
and Third Oncologists made and he would 
at least have tried to administer one cycle of 
chemotherapy. Although he did add the caveat 
that in his opinion, in the circumstances of this 
case, this could only have been done in a major 
cancer centre. Nonetheless, my Oncology 
Adviser accepted that the decision taken by the 
Second and Third Oncologists was within the 
spectrum of reasonable clinical decisions. 

My Learning Disability Adviser told me that, 344	

ideally, a formal best interests meeting should 
have been convened at which the possibility 
of treating Miss Kemp’s cancer could have 
been more fully discussed. She said such a 
meeting might have resulted in a decision to 
try to administer one cycle of chemotherapy; 
treatment which she thought would have been 
‘difficult but not impossible’. However, although 
she thought the decision not to treat Miss Kemp 
could have been made in a more considered way, 
my Learning Disability Adviser told me that, in 
the circumstances, she believed the doctors had 
acted in Miss Kemp’s best interests. She also told 
me that, in her view, the doctors’ decision was 
not affected by Miss Kemp’s learning disabilities 
per se.

I also note that the Trust’s Independent Medical 345	

Adviser said the decision not to treat Miss Kemp’s 
cancer was correct. He agreed with the Second 
and Third Oncologists about the potential 
harm and distress which chemotherapy would 
probably have caused Miss Kemp. He considered 

the risks of treatment outweighed the benefits 
and, in his view, Miss Kemp would have been 
unlikely to survive her cancer whether or not 
she received treatment. 

I am in no doubt that the decision which faced 346	

the Second and Third Oncologists was not 
easy. All the advice and opinion which I have 
seen confirms this. There is no dispute that the 
appropriate treatment for Miss Kemp’s cancer 
was R-CHOP and the only way that this could be 
administered was in several cycles of intensive 
treatment over a period of several months. The 
difficult question which they had to address 
was whether the benefits of treating Miss Kemp 
outweighed the potential harm and distress 
which that treatment might cause her.

As a lay Ombudsman it is not for me to  347	

have a clinical opinion about whether or not  
Miss Kemp should have received treatment for 
her cancer. The question I ask is whether, in all 
the circumstances, she received a reasonable 
standard of care and treatment.  

First, I find that the Second and Third 348	

Oncologists acted in line with relevant ethical, 
legal and professional guidance on how they 
should act in a situation where a patient lacks the 
capacity to consent to treatment. In particular, 
they consulted with a wide range of colleagues, 
weighed up the risks and benefits of treatment 
and involved Mrs Kemp in their decision.

Secondly, I find that in the circumstances 349	

the decision which the Second and Third 
Oncologists made was not unreasonable. In 
making this finding I have taken account of  
the fact that there are significant differences  
of opinion, even between clinical experts,  
on whether or not Miss Kemp should have  
been treated.
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Thirdly, I find there is no evidence that in making 350	

their decision the Second and Third Oncologists 
treated Miss Kemp less favourably with regard to 
her learning disabilities. That is not to say that, 
if Miss Kemp had not had learning disabilities, 
the decision in relation to her best interests 
would have been the same. Rather, that they 
considered the challenges that existed as 
a result of her learning disabilities, and the 
adjustments that could reasonably be made to 
address those challenges, and concluded that 
the risk of harm and distress that was likely 
to be caused by the treatment outweighed 
the benefit that was likely to be obtained. In 
different circumstances those assessments of 
risk and benefit might well have been different, 
but these were the circumstances that the 
Second and Third Oncologists were faced with 
in Miss Kemp’s case. 

Therefore, I 351	 do not find service failure with 
regard to the decision not to treat Miss Kemp’s 
cancer with chemotherapy. 

Care and treatment at the Trust: my conclusion

I have carefully considered Mrs Kemp’s 352	

complaints about the care and treatment 
provided for her daughter by the Trust. Having 
considered all the available evidence, including 
Mrs Kemp’s recollections and views, and taken 
account of the advice of my Professional 
Advisers, I conclude that:

(i) Miss Kemp’s condition was appropriately 
investigated and reasonable adjustments 
were made with regard to her learning 
disabilities to enable the investigations to 
take place; 

(ii) there were shortcomings in the way 
the Trust managed Miss Kemp’s needs for 
hydration, nutrition and pain relief and in 
the way in which it made arrangements for 
her discharge, but these failings were not so 
serious as to amount to service failure; and

(iii) the decision not to treat Miss Kemp’s 
cancer was made in an appropriate 
and reasonable way and was itself not 
unreasonable. 

I consider the standard of care and treatment 353	

provided for Miss Kemp by the Trust did not fall 
significantly below a reasonable standard in the 
circumstances. Therefore, I conclude there was 
no service failure in this regard.

Therefore, I 354	 do not uphold this aspect of  
Mrs Kemp’s complaint against the Trust.

Complaint (e): accommodation and facilities

As well as her dissatisfaction with the way 355	

the Trust managed her daughter’s care and 
treatment Mrs Kemp is unhappy about the 
accommodation and facilities provided during 
Miss Kemp’s second admission from 23 to  
28 June 2004. 

Key events

As I have previously described, on 23 June 2004 356	

Miss Kemp was sent to hospital from the Respite 
Home as an emergency by a GP. She was initially 
admitted to the Clinical Decision Unit where 
patients are assessed before being discharged 
or transferred to other areas of the Trust. 
Records show there was discussion between the 
Second Oncologist and community services. As 
a result, the Respite Home agreed to look after 
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Miss Kemp if they could find additional staff. 
However, additional staff could not be found 
and a decision was taken that she should stay in 
hospital. The Second Oncologist felt Miss Kemp 
would be distressed in the busy atmosphere of 
the Clinical Decision Unit, so he arranged for her 
to go to a single room on the Second Ward. She 
stayed in that room until she was transferred to 
the Rainbow Room on 28 June 2004.

Mrs Kemp’s recollections and views

Mrs Kemp told my investigator that she  357	

believed her daughter was critically ill when she 
was admitted to the Trust on 23 June 2004. She  
also said it was only when she refused to take  
Miss Kemp home that the Second Oncologist 
took action to find her the room on the  
Second Ward. 

Mrs Kemp was dissatisfied about various aspects 358	

of the single room. She contacted the Legal 
Representative and a letter was written to the 
Trust setting out Mrs Kemp’s areas of concern. 
This letter formed part of Mrs Kemp’s complaint 
to the Trust which I consider in more detail later 
in the report. An entry in Mrs Kemp’s Diary of 
Events from April 2004 sums up how she felt 
about the accommodation:

‘You entered the room via a store cupboard, 
there was no peace. There was no bed for 
me or the carer. The blinds did not work on 
the window and there was no plug in the 
sink (which was just hanging on the wall). 
Despite repeated requests by family to staff 
they did not find Emma a shower.’

Subsequently, Mrs Kemp has questioned why her  359	

daughter was admitted to a general medical ward,  
rather than a specialist adult oncology ward.

The Trust’s position

The Second Oncologist has described how  360	

he returned to the Trust after he had finished 
work for the day because he heard about  
Miss Kemp’s admission and knew he was best 
placed to review her condition and decide about 
her ongoing care. He saw her in the Clinical 
Decision Unit and realised that this would not 
be the best environment for her because it was 
hot, noisy and busy. He said he knew it would 
be difficult to protect Miss Kemp’s dignity and 
that of her family and carer if she stayed there. 
Therefore, he organised a single room for her, 
which happened to be the only one available 
in the Trust at that time. He said he had no 
intention of discharging her until a satisfactory 
management plan could be arranged.

The Trust has explained that when Miss Kemp 361	

was admitted on the evening of 23 June 2004 
the oncology ward was full and there were no 
single rooms available on that specialist ward. 
The most suitable single room which could be 
found was the one on the Second Ward, which 
was next to the oncology ward. An alternative 
bed in a four-bedded bay on an orthopaedic 
ward was considered inappropriate as it was 
elsewhere in the hospital, a quarter of a mile 
away from the oncology ward. 

The advice of the Professional Advisers

My Oncology Adviser said, given Miss Kemp 362	

had been diagnosed as having advanced cancer, 
the most appropriate location for her would 
have been a single room on an adult oncology 
or haematology ward with specialist staff and 
facilities. He said even after the decision had 
been taken not to instigate chemotherapy, the 
expertise of oncology trained nurses would have 
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been beneficial. He felt Miss Kemp should have 
been moved to a single room on the oncology 
ward at the earliest opportunity.

My Acute Nursing Adviser said it was preferable 363	

for Miss Kemp to be moved from the busy 
Clinical Decision Unit to a single room even 
when that room was not an ideal location for 
her. However, she considered Miss Kemp should 
have been moved to an oncology ward at the 
first available opportunity.

My findings

There remains a difference of opinion between 364	

Mrs Kemp and the Second Oncologist about 
events on the evening of 23 June 2004.  
Mrs Kemp has said the Second Oncologist  
only admitted her daughter because she 
refused to take her home, whereas the Second 
Oncologist maintains he wanted to put a plan  
in place before discharging her. The health 
record shows that the Second Oncologist did 
explore the possibility of Miss Kemp returning 
to the Respite Home and, therefore, he was 
certainly considering whether she could be 
discharged. However, the Respite Home could 
not find additional staff and the Second 
Oncologist recognised that the Clinical Decision 
Unit was not a suitable environment for  
Miss Kemp, so he made special arrangements  
for her to be admitted to a single room on  
a ward. 

There is evidence that the Second Oncologist 365	

was prepared to discharge Miss Kemp to the 
Respite Home if additional staff could be found 
and, to this extent, I accept Mrs Kemp’s assertion 
that the Second Oncologist was prepared to 
discharge her daughter on the evening of  
23 June 2004. However, I am persuaded that 
when it became clear that Miss Kemp could not 
be safely discharged, the Second Oncologist did 

recognise she needed more space, quiet and 
privacy than would be provided on the Clinical 
Decision Unit and took action to find a more 
suitable environment.

I can fully understand why Mrs Kemp was 366	

dissatisfied with the accommodation and 
facilities provided for her daughter during the 
second admission. I have no reason to doubt 
her description of the environment where 
Miss Kemp spent five nights before she was 
transferred to the Rainbow Room. I can only 
imagine how difficult and frustrating this 
situation was for Miss Kemp, her mother and  
her carers. 

I have considered the advice of my Oncology 367	

Adviser and my Acute Nursing Adviser that 
it would have been preferable if Miss Kemp 
had been admitted to a single room in a 
specialist ward. I have also considered my 
Oncology Adviser’s view that, even though 
no suitable room was immediately available, 
Miss Kemp should have been moved to such 
accommodation as soon as possible. However, 
it seems no such room became available before 
she left the Trust on 28 June 2004. 

Accommodation and facilities at the Trust:  
my conclusion

There are aspects of events on the evening of 368	

23 June 2004 which remain unresolved. While 
I do not doubt Mrs Kemp’s version of events, I 
conclude that the Second Oncologist did make 
reasonable adjustments to try and manage 
what was undoubtedly a difficult situation. 
In particular, he came back to the hospital 
outside his normal working hours and, once it 
was clear that Miss Kemp could not be safely 
discharged, he made efforts to find her suitable 
accommodation in the hospital.
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In terms of the accommodation which was 369	

provided, I accept that the oncology ward 
was full, a suitable single room on a specialist 
ward was not available and a single room on a 
general ward was more appropriate than a bed 
in the Clinical Decision Unit. I note Trust staff 
have said that by choosing a single room near 
the oncology ward for Miss Kemp they were 
attempting to make appropriate arrangements 
for her, her family and her carer. 

Having considered the evidence, including 370	

Mrs Kemp’s recollections and views, and taken 
account of the advice of my Professional 
Advisers I conclude that the standard of 
accommodation and facilities during Miss Kemp’s  
second admission were not ideal but, in all  
the circumstances, this does not amount to 
service failure.

Therefore, I 371	 do not uphold this aspect of  
Mrs Kemp’s complaint against the Trust.

Complaint (f): complaint handling by  
the Trust

Mrs Kemp remains dissatisfied with the way the 372	

Trust handled her complaint.

Key events

On 8 July 2004 Mrs Kemp wrote to the then 373	

Leader of the Opposition outlining her concerns 
about the care and treatment her daughter had 
received at the Trust. She raised several specific 
issues all of which related to her daughter’s care 
and treatment at the Trust between 26 May and 
28 June 2004. The key matters she complained 
about related to: poor nursing care during the 
first admission; delay in arranging a CT scan; the 
decision to discharge Miss Kemp on 7 June 2004 
and to send her home after the out-patient 

appointment of 18 June 2004; the Second 
Oncologist’s reluctance to readmit Miss Kemp 
on 23 June 2004 when she was dehydrated and 
in pain; accommodation and facilities during the 
second admission; lack of attention to nutrition 
and hydration; and the decision not to treat  
Miss Kemp’s cancer.

This letter was sent on to Mrs Kemp’s own 374	

constituency MP, who sent it to the Trust on  
28 July 2004.

The Legal Representative had also written a 375	

letter to the Trust’s Solicitor on 30 June 2004 
which was forwarded to the Trust on 7 July 2004.  
This set out why the accommodation and 
facilities provided during the second admission 
were inadequate. The points she raised included: 
problems with the furniture and fittings; 
the shower did not work and alternative 
arrangements were not made; the anteroom was 
used as a storage area; facilities for the carers 
were inadequate; and it was noisy at night.

On 1 September 2004 Mrs Kemp sent the Trust 376	

a copy of her Diary of Events from April 2004 
which gave a more detailed chronological 
account of her concerns. In addition to the 
points raised in her letter of 8 July 2004 and the 
Legal Representative’s letter of 30 June 2004,  
she complained about: lack of concern shown 
by Trust staff about Miss Kemp’s distress  
and pain during her first admission; the way  
Miss Kemp was prepared for and taken to the  
CT scan on 2 June 2004; the wait to hear the 
result of the biopsy and what to do next; the lack 
of advice about care or pain relief during the 
out-patient appointment on 18 June 2004; the 
Second Oncologist’s attitude on 23 June 2004; 
the lack of consideration shown by Trust staff 
for Miss Kemp’s anxiety throughout her hospital 
experience; and the lack of facilities available for 
Miss Kemp to receive treatment for her cancer.
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The Trust’s Complaints Co-ordinator collated 377	

comments from the First Oncologist, the Lead 
Sister for the Second Ward, the Consultant 
Surgeon, and the Head of Legal Services 
and Corporate Risk. The Second Oncologist 
declined to provide a response to the complaint 
explaining that he regarded it as ‘malicious’ 
and that Emma was actually under the First 
Oncologist’s care. The Third Oncologist was only 
involved to the extent that he approved a draft 
of the Trust’s final response. 

On 7 September 2004 the Deputy Chief 378	

Executive responded to Mrs Kemp (via her  
MP) on behalf of the Trust. The letter set out 
the sequence of events as they related to the 
points of complaint and said that: Miss Kemp 
was reluctant to be examined and refused tests 
and interventions; a CT scan was obtained  
under sedation on 2 June 2004; the Consultant 
Surgeon had discharged Miss Kemp because she 
had no acute symptoms and there was  
no plan for immediate treatment; and the 
Second Oncologist had spent many hours with  
Miss Kemp on 24 June 2004. 

In relation to Miss Kemp’s cancer, the Trust 379	

said that: ‘under normal circumstances’ a 
patient with a high grade B cell non Hodgkin’s 
lymphoma ‘would have a 40% chance of cure 
with chemotherapy’; chemotherapy can only be 
delivered intravenously; an adult oncology ward 
was not an appropriate place for Miss Kemp, but 
facilities were not available at other trusts; and 
after discussion about Miss Kemp’s treatment  
on 25 June 2004 a ‘successful conclusion’  
was reached.

Responding to Mrs Kemp’s complaints about 380	

the failure to meet Miss Kemp’s nutrition and 
hydration needs the Trust said:

‘At all times we recognise[d] that if 
Emma continued to refuse to drink or 
eat, and refused all approach[es] to 
provide intravenous hydration, she would 
deteriorate. However, we found ourselves in 
a very difficult position. As you are aware 
it is not possible in law to force treatment 
upon patients. In this case Emma [was] 
clearly unable to consent to that treatment 
and there is not another party who can 
consent. In the absence of a Declaration to 
Treat, which was being actively considered, 
in such a situation we are only able to 
instigate life saving treatment. Had we not 
been able to reach agreement on her care 
and she had deteriorated significantly, we 
would have been able to impose such care.’

and

‘… we are unable to impose treatment of 
any nature upon an individual who is clearly 
unable to give informed consent, and indeed 
in Emma’s case, who has dissented by her 
behaviour in an obvious and sometimes 
violent manner.’

Trust records show that these specific 381	

paragraphs were drafted by the Head of Legal 
Services and Corporate Risk.

The Trust apologised for the standard of 382	

accommodation and facilities provided during 
the second admission and advised Mrs Kemp 
to write back to the Trust, or approach the 
Healthcare Commission if she was dissatisfied 
with the response.

On 20 October 2004 Mrs Kemp wrote to 383	

the Trust saying she was dissatisfied with the 
response to her complaint, and that she had 
written to the Healthcare Commission. She 
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said she did not agree with some of the Trust’s 
explanation and she enclosed a second copy 
of the Diary of Events from April 2004. In 
particular, she said Miss Kemp refused to be 
examined because she was frightened and she 
was never violent as the Trust had said.

On 11 November 2004 the Trust responded 384	

apologising for the use of the term ‘violent’, 
accepting that this was an incorrect description 
of Emma’s behaviour. It also said it had tried to 
address all the issues mentioned in Mrs Kemp’s 
Diary of Events from April 2004 in its response 
dated 7 September 2004.

The Trust’s position

The Trust has accepted that the response to  385	

Mrs Kemp’s complaint did not address all the 
matters she raised and, in particular, the Chief 
Executive has accepted that the section which 
dealt with legal issues was ‘incomplete’, and did 
not fully set out the correct legal position.

The Trust also informed me that since the 386	

events complained about it has ‘fully reviewed 
and amended’ its complaints policy.

My findings

Mrs Kemp complained to the Trust in  387	

June 2004 when procedures for handling 
complaints against the NHS were set out in 
various Directions, as I have explained in  
Section 2 of this report. However, by the time 
the Trust responded in September 2004 the 
Regulations which I have also described in 
Section 2 had been in force for over a month. 
Therefore, I have compared the Trust’s actions 
with the requirements of the Regulations. 

I find the Trust’s Complaints Co-ordinator acted 388	

reasonably in seeking comments from Trust 
staff involved and her action in this regard was 
in line with the Regulations. However, I find it 
entirely unacceptable that the Trust did not 
question the fact that the Second Oncologist 
had declined to participate in the complaints 
process. Instead, the Trust allowed the First 
Oncologist to respond to the complaint even 
though she had not been involved in the key 
events complained about. The Trust should have 
explored the Second Oncologist’s reluctance  
to co-operate with the complaints process  
more fully.

I am not satisfied that the Trust’s responses 389	

adequately addressed the issues raised by  
Mrs Kemp. 

The Regulations require the body complained 390	

about to make sure they understand the nature 
of the complaint, identify the issues of the 
complaint and address all the key issues in a 
clear way which is easy for the complainant  
to understand.

As I have explained, Mrs Kemp’s complaint to 391	

the Trust arrived between 30 June and  
1 September 2004 in three separate letters: 
the letter from the Legal Representative about 
accommodation and facilities on the Second 
Ward; Mrs Kemp’s letter to the then Leader of 
the Opposition; and the Diary of Events from 
April 2004. The Trust did not act in line with 
the Regulations because it did not establish the 
precise nature of the issues of complaint. Had 
it contacted Mrs Kemp to clarify exactly what 
she was complaining about it is more likely that 
the response would have gone at least some way 
towards addressing her concerns. As it was, the 
response left many matters either completely or 
partially unanswered. For example, the response 
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did not address Mrs Kemp’s specific concerns 
about lack of preparation for the CT scan, the 
time taken to provide the biopsy results, the 
lack of consideration for Miss Kemp’s anxiety, or  
Mrs Kemp’s concern that Emma was simply 
sent home after the out-patient appointment 
without advice about her ongoing care or the 
management of her pain. The Trust’s letter 
contained only partial responses to some 
issues, including discharge arrangements and 
accommodation and facilities on the Second Ward.

In addition, the Trust glossed over some  392	

issues including Mrs Kemp’s specific complaint 
about the Second Oncologist’s attitude on  
23 June 2004, simply saying he had spent a long 
time with Miss Kemp and managed to find her a 
single room. The response also contained factual 
inaccuracies, including the date of the CT scan 
and the date of the second admission.

I was especially concerned that the Trust did not 393	

identify that Mrs Kemp’s primary concern was 
the decision not to treat Miss Kemp’s cancer. 
This meant the response to this aspect of the 
complaint was wholly inadequate. The Trust’s 
Complaints Co-ordinator should have assembled 
information, such as statements from the 
Second and Third Consultants, which allowed 
her to explain the reason why they decided 
it was not in Miss Kemp’s best interests to 
instigate chemotherapy. She did not do this and 
consequently the response was limited, weak 
and vague. 

I also find there were errors in the explanations 394	

given by the Trust about the legal and ethical 
principles about providing care and treatment 
for people who lack capacity to consent, 
despite the fact that these are clearly set out in 
documents available at the time. I have set out 
the correct legal position in Section 2 of this 

report. I am especially concerned that evidence 
in the complaint letter suggests the Head of 
Legal Services and Corporate Risk and the 
Deputy Chief Executive did not understand the 
legal position correctly.

The Trust’s inaccurate and inadequate explanation 395	

probably led Mrs Kemp and Mencap to believe, 
at least in part, that the Trust had not treated 
Miss Kemp’s cancer because she could not 
consent to treatment. In their report Death by 
indifference, 2007, Mencap summarised  
Miss Kemp’s case as follows:

‘Emma died of cancer on 25 July 2004, aged 
just 26. She had a severe learning disability, 
which meant that she sometimes exhibited 
challenging behaviour and had difficulty in 
communicating how she felt. The hospital 
delayed treating her because they said she 
would not co-operate with treatment and 
therefore could not consent to treatment.’

Complaint handling by the Trust: my conclusion

I conclude that there were major failings in the 396	

way the Trust handled Mrs Kemp’s complaint. 
Specifically, the Trust: 

i.	 failed to ensure it understood the  
	 complaint correctly; 

ii.	 failed to adequately address all the  
	 issues raised; 

iii.	 failed to obtain sufficient relevant  
	 evidence; 

iv.	 failed to ensure that key individuals,  
	 in particular the Second Oncologist,  
	 participated in the investigation and  
	 contributed to the response; 



	 Part four: the complaint made by Mrs Kemp	 75

v.	 failed to provide a factually accurate  
	 response; and 

vi.	provided inaccurate and misleading  
	 information about the legal and ethical  
	 position regarding adults who lack  
	 capacity to consent. 

In these respects the Trust failed to comply 397	

fully with the applicable Regulations. Its 
actions did not accord with principles of 
good administration and it did not provide an 
appropriate or adequate remedy. These failings 
meant the Trust missed the opportunity to 
explain the reasons why the clinical team had 
made the decision not to treat Miss Kemp’s 
cancer and to explain further why it considered 
this decision was in her best interests.  

These failings amount to 398	 maladministration. 
However, I have found no evidence which 
indicates that the Trust’s maladministration in 
handling Mrs Kemp’s complaint was for disability 
related reasons. Mrs Kemp has had to pursue 
her complaint over many years in order to 
obtain the explanations she sought and this 
undoubtedly caused her distress. This was an 
injustice which arose in consequence of the 
maladministration I identified.

Therefore, I 399	 uphold Mrs Kemp’s complaint about 
complaint handling by the Trust.

Recent action by the Trust

In information provided during my investigation, 400	

the Trust’s Chief Executive described actions which 
the Trust has taken since the events complained 
about which are aimed at addressing issues raised 
in the course of the complaints process.

She said that in June 2006 the Trust formed a 401	

Learning and Multi-Disability Working Group 
with the aims of ‘improving care delivery for 
all patients with learning disabilities, raising 
awareness within the Trust and developing 
appropriate systems’. She described some 
of the work of the group which includes: 
reviewing a risk assessment tool; developing a 
business case for employing a specialist learning 
disabilities liaison nurse; developing training 
materials and setting up resource links; and 
involving service users in the everyday running 
of the hospital.

The Chief Executive also described 402	 Information 
about me documentation which has been 
developed in liaison with a community learning 
disabilities nurse and how sessions related to 
learning disabilities have been introduced as part 
of the induction programme for healthcare staff.

During the investigation the Trust has accepted 403	

that the response to Mrs Kemp’s complaint was 
not complete. In particular, it said the paragraph 
of the response which dealt with legal issues  
was ‘incomplete’, and did not set out the ‘full 
legal position’. 

The Chief Executive confirmed that the 404	

complaints policy has been reviewed in the 
light of feedback from complainants and a new 
policy has been developed which focuses on 
timely and effective local resolution.

The Chief Executive also said she hoped to  405	

meet with Mrs Kemp when my investigation  
is complete.
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My recommendation

I note that after the Healthcare Commission 406	

identified failures in the Trust’s complaint handling 
the Trust apologised to Mrs Kemp for those 
failings. I also note the recent actions by the 
Trust to review and improve its complaints 
process. Furthermore, the Chief Executive 
has offered to meet with Mrs Kemp after my 
investigation. I consider the Trust has provided 
appropriate remedy for the injustice I identified 
in my investigation of Mrs Kemp’s complaint 
about complaint handling by the Trust. The Trust’s 
actions were in line with my Principles for Remedy.

Therefore, I make 407	 no recommendation regarding 
this aspect of Mrs Kemp’s complaint against  
the Trust.

My investigation of the complaint against 
the Healthcare Commission

Complaint (g): the complaint against the 
Healthcare Commission

Mrs Kemp is dissatisfied with the way the 408	

Commission handled her complaint. She says 
the Commission’s review of her complaint 
took too long and did not provide her with the 
answers she sought. 

The basis for my determination of the complaint

The regulations and standards which apply 409	

to the Commission’s handling of complaints 
are set out in Section 2 of this report. When 
assessing the way in which the Commission 
handled Mrs Kemp’s complaint I have regard 
to those regulations and standards and to my 
own Principles of Good Administration and 
Principles for Remedy.

My jurisdiction and role 

Section 1 of this report sets out the basis of 410	

my jurisdiction in relation to complaints made 
to me that a person (or body) has sustained 
injustice or hardship in consequence of 
maladministration by the Commission in the 
exercise of its complaint handling function. 

When complaints have already been reviewed  411	

by the Commission, I do not normally carry  
out an investigation of the original 
complaint, but investigate the way in which 
the Commission has conducted its review. 
Specifically, I consider whether:

there were any flaws in the Commission’s •	
review process which makes the decision 
unsafe; 

the Commission’s decision at the end of  •	
the review process was reasonable; and

the service the Commission provided  •	
was reasonable and in line with its own 
service standards.

When I uphold a complaint about the 412	

Commission’s complaint handling, because I find 
the review process was flawed, or the decision 
unreasonable, I normally refer the complaint 
back to the Commission for it to remedy the 
failure by conducting a further review. 

My decision

For reasons given below, I 413	 do not uphold  
Mrs Kemp’s complaint about the Commission’s 
complaint handling.
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The Commission’s reviews

Key events
On 20 October 2004 Mrs Kemp complained to 414	

the Commission about the care and treatment 
provided to Miss Kemp. Her complaints included 
the time it had taken to diagnose her daughter’s 
cancer and the treatment which she received after 
the diagnosis of cancer had been made. Mrs Kemp 
also raised her concerns about the capability of 
nursing and medical staff to care for a patient 
with learning difficulties and she said staff were 
very insensitive and ‘had no idea how to handle 
[her] daughter’. Mrs Kemp referred to particular 
comments which she said had been made, for 
example, that ‘there is no point in treating 
someone with severe learning difficulties’.

During its review of her complaint, the 415	

Commission wrote to Mrs Kemp on five 
occasions to update her on progress and to 
apologise for the delay in concluding its review. 

The Commission’s first decision
On 21 December 2005 the Commission wrote to 416	

Mrs Kemp with its decision. No clinical advice 
had been sought as part of the Commission’s 
review. The Commission divided Mrs Kemp’s 
complaints into seven issues and decided to 
refer all but one of those issues back to the Trust 
for further local resolution. The Commission did 
not consider the Trust had provided an adequate 
response and some of the issues raised had not 
been raised with the Trust previously. The issue 
which the Commission did not refer back to the 
Trust was Mrs Kemp’s concern that the Trust had 
not offered her daughter different methods of 
chemotherapy. Having reviewed documentation 
from the Trust, the Commission’s Case Manager 
noted that the Trust had said that, although 
there were other methods of chemotherapy 
available, they were not administered because 
they needed to be given orally and Miss Kemp 

could not swallow. The Case Manager considered 
this to be a reasonable position and concluded 
that on this specific issue no further action on 
the Trust’s part was required. He also concluded 
that Miss Kemp’s CT scan was undertaken within 
an acceptable time limit. 

The Commission’s final decision
On 25 January 2006 Mencap contacted the 417	

Commission detailing their concerns about the 
Commission’s response of 21 December 2005. 
In their view, Mrs Kemp’s questions had not 
been answered and there had been no detailed 
investigation. They also expressed concern 
that no clinical advice had been sought when 
assurances had been given to the contrary. The 
Commission accepted the criticisms Mencap 
had made and agreed to reconsider Mrs Kemp’s 
complaint. The Commission wrote to Mencap 
in May 2006 to inform them that the case had 
been allocated to a Case Manager for review. 

During the review process, the Commission 418	

updated Mrs Kemp on progress on five occasions. 

As part of its review, the Commission had regard 419	

to the following information sources: 

Understanding the patient safety issues for •	
people with learning disabilities issued by 
the National Patient Safety Agency;

the Commission’s strategic plan for •	
2005-2008 which says the Commission is 
determined to make a difference for people 
with learning disabilities; 

Valuing People; and•	

the Department of Health’s core standards. •	
Specifically, that organisations challenge 
discrimination, promote equality and respect 
human rights. 
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The Commission obtained clinical advice from 420	

two professional advisers: a consultant in clinical 
oncology (the Commission’s Medical Adviser) 
and a registered nurse (the Commission’s 
Nursing Adviser). The Commission’s Medical 
Adviser concluded that: 

Miss Kemp had an aggressive form of •	
lymphoma with a low cure rate and poor 
prognosis; 

the time taken to make a diagnosis of cancer •	
was not unreasonable. The Trust did its best 
to ensure that the CT scan and the other 
investigations which were carried out as part 
of the diagnostic process were carried out in 
the shortest possible length of time; 

Miss Kemp’s symptoms were dealt with •	
appropriately;

following Miss Kemp’s diagnosis of cancer, •	
medical staff had considered all treatment 
paths appropriately and there were no other 
known treatment options which the Trust 
might have employed; 

all guidelines within the National Service •	
Framework for cancer had been appropriately 
followed; 

the Trust had sought the relevant expertise •	
and followed accepted practice to determine 
whether Miss Kemp had the mental capacity 
to provide consent; 

the Trust’s position that, in the light of  •	
Miss Kemp’s poor prognosis, radical treatment 
was neither feasible nor desirable, was 
reasonable; and

it was because of Miss Kemp’s problems •	
with communication and her needle phobia 
that she was treated differently, rather than 
because of her learning disabilities.

The Commission’s Nursing Adviser  421	

concluded that: 

there were no entries within the clinical •	
records which suggested that nursing staff 
provided inappropriate care. The notes 
indicated that staff sought support from a 
learning disability nurse particularly around 
discharge planning, nutritional assessments 
were undertaken and appropriate care plans 
were developed; 

there were a number of entries in the notes •	
which showed there was communication 
between staff and Miss Kemp’s family about 
how best to manage her care. However, there 
should have been better documentation 
about what Miss Kemp’s learning difficulties 
actually were. The Nursing Adviser would, 
for example, have expected nursing staff to 
have documented what Miss Kemp’s normal 
abilities and behaviours were and what a 
change to the norm would be; and

staff did as much as they were able to do to •	
help Miss Kemp understand and co-operate 
with treatment. In all the circumstances, 
nursing staff cared for Miss Kemp  
appropriately as a patient with learning 
difficulties. Miss Kemp did not receive a 
lower standard of care with regard to her 
learning difficulties.
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On 8 March 2007 the Commission issued 422	

its second decision. On the basis of the 
professional advice it received, the Commission 
decided that no further action was necessary 
in relation to Mrs Kemp’s central complaints 
about the time it had taken to diagnose her 
daughter’s cancer and the treatment which she 
received after the diagnosis of cancer had been 
made. The Commission did, however, make 
some recommendations to the Trust, including 
that the Trust should consider recruiting 
or training an existing nurse to specialise in 
learning disabilities, and that it should review 
the standard and appropriateness of the 
communication which took place between staff 
and Miss Kemp and Mrs Kemp, and disseminate 
any lessons learnt.

My professional advice

I asked my Professional Advisers for their views 423	

about the clinical advice which the Commission 
obtained. My Oncology Adviser said the clinical 
issues in this case were difficult. In his view, the 
Commission should have referred the case to a 
senior haemato-oncologist who had expertise 
of dealing with the management of complex 
lymphoma cases in a major centre. He disagreed 
with the Commission’s clinical advice in a 
number of respects.

My Acute Nursing Adviser said the Commission 424	

obtained nursing advice from a suitably qualified 
adviser who referred to appropriate practice 
standards. However, my Acute Nursing Adviser 
said her overall conclusion differed significantly 
from that of the Commission’s Nursing Adviser 
in that she did not feel that staff did everything 
they could to support Miss Kemp. 

My findings 

I have explained that I assess the way in which 425	

the Commission has conducted its review by 
considering the review process, the decision and 
whether the service provided was reasonable. 

I find that the process leading to the 426	

Commission’s first decision was flawed. The 
Commission concluded that, with the exception 
of one issue (the suitability of different methods 
of chemotherapy treatment), the Trust should 
take further action to resolve Mrs Kemp’s 
complaint. The Commission, therefore, referred 
all but one of Mrs Kemp’s complaints back to the 
Trust for further investigation. The Commission 
decided that Miss Kemp’s CT scan was performed 
within an acceptable time limit. 

The Regulations give the Commission the 427	

discretion to recommend that an NHS body 
take further action to resolve a complaint. I 
agree that, in this case, there was scope for the 
Trust to investigate matters further and I do not 
consider it was inappropriate that the Trust was 
given the opportunity to do this. 

I am, however, critical that in reaching this 428	

decision, the Commission did not seek any 
clinical advice, relying instead on a lay view. 
The Commission may take any advice which is 
needed for it to make a decision. I would expect 
that when the Commission reviews complaints 
which involve clinical matters, it would obtain 
appropriate advice from professional advisers 
with the relevant experience and expertise. 
Determinations about chemotherapy options 
and the timing of a CT scan clearly had a clinical 
focus and, to address those matters properly, 
it was necessary to have advice from a suitably 
qualified clinician. The Commission’s failure to 
do that renders its initial decision unreliable and 
unsafe. This was maladministration. 
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I turn now to the Commission’s second and final 429	

decision. I expect the Commission to obtain 
appropriate advice from professional advisers 
with the relevant experience and expertise. 
To inform its second review, the Commission 
sought advice from an oncologist. My Oncology 
Adviser considers the Commission should 
have sought advice from a haemato-oncologist 
who had expertise in dealing with complex 
lymphoma cases. I am, however, not persuaded 
that the Commission’s choice of adviser was 
wholly inappropriate. Oncology was the relevant 
specialty in this case, and the Commission was, 
in my view, entitled to expect the adviser it had 
appointed to say if he felt the matters he was 
being asked to consider fell outside his area of 
expertise. Furthermore, although my Oncology 
Adviser did not agree with all the advice 
provided by the Commission’s Medical Adviser 
this does not in itself make it wrong advice. As I 
have explained previously in this report, during 
my investigation I have seen a range of clinical 
opinion about Miss Kemp’s care and treatment.

My Acute Nursing Adviser has said that the 430	

Commission’s Nursing Adviser was appropriately 
qualified to provide advice and referred to 
appropriate practice standards. However, she 
expressed her concerns about the advice itself. 
Again, this does not in itself make it wrong advice.

The Commission’s second decision letter did 431	

contain some inaccuracies. However, on the 
whole I consider it:

was comprehensive and clear;•	

set out each complaint, referring to  •	
Mrs Kemp’s view of events (and Mencap’s 
view) as well as the facts from the health 
records;

referred to relevant standards;•	

referred to action taken by the Trust to •	
resolve the complaint; and

explained the rationale for each of its •	
decisions using the clinical advice it had 
received.

Overall, the Commission’s second response was 432	

reasonable and in line with the Regulations.

I do not find that the service which the 433	

Commission provided was poor. It took the 
Commission ten months to complete the first 
review and approximately a year to conclude 
the second review. I have said I do not think it 
was unreasonable for the Commission to have 
referred Mrs Kemp’s complaint back to the Trust 
in the first instance. The Commission’s service 
standard at the time was that, in the majority of 
cases, the review process should take no longer 
than six months. Whilst the Commission did 
not complete either of its reviews within the 
general service standard target, I do not think 
the time taken in either case was so long in the 
circumstances of such a complex and sensitive 
case as to constitute maladministration. 

I am also mindful that during both of its reviews, 434	

the Commission updated Mrs Kemp at regular 
intervals on the progress it was making with her 
complaint. One of the six Principles of Good 
Administration (referred to in Section 2 of this 
report) is that public bodies should be customer 
focused, and specifically that they should tell 
people if things are going to take longer than they 
had said they would. In its update letters, the 
Commission apologised for its delay, explained 
what stage it had reached in its review, and when 
Mrs Kemp could expect to hear from it next. This 
reflects good administrative practice.



	 Part four: the complaint made by Mrs Kemp	 81

I conclude that there were failings in the 435	

Commission’s handling of Mrs Kemp’s complaint 
in relation to the Commission’s first decision 
which amount to maladministration. I have 
found no maladministration by the Commission 
in the second decision. 

Injustice

There was injustice arising from the 436	

Commission’s maladministration in that its first 
decision did not provide Mrs Kemp with the 
review to which she was entitled. However, the 
Commission’s second review did address the 
matters she raised in a reasonable way and was 
not maladministrative. Furthermore, I found no 
service failure in the Commission’s handling of 
the complaint. I find no unremedied injustice 
relating to Mrs Kemp’s complaint against the 
Commission.

Therefore, I 437	 do not uphold Mrs Kemp’s 
complaint against the Commission. 
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Introduction

Mrs Kemp’s overarching complaint is that 438	

her daughter’s death was avoidable and that 
she was treated less favourably for disability 
related reasons. She has told me she has not 
had full answers to all her questions about 
Miss Kemp’s care and treatment and she hopes 
my investigation will provide her with those 
answers. She hopes other people will not go 
through the same experience as her daughter.  
In this final section of my report I address  
Mrs Kemp’s overarching complaint.

In assessing the actions of the Trust I have taken 439	

account of relevant legislation and related policy 
and administrative guidance as described in 
Section 2 of this report. I have taken account of 
available evidence and considered the advice of 
my Professional Advisers.

I have found no service failure in terms of  440	

the care and treatment provided to Miss Kemp 
by the GPs who saw her between 3 and  
26 May 2004. 

I have not upheld the complaints about the 441	

Trust’s diagnostic investigations, the decision not 
to treat Miss Kemp’s cancer with chemotherapy, 
the care and treatment she received, and the 
standard of accommodation and facilities.

I have upheld Mrs Kemp’s complaint about the 442	

way the Trust handled her complaint, but I have 
decided there is no outstanding injustice in this 
regard. 

I have found no evidence that Miss Kemp was 443	

treated less favourably by any of the bodies 
complained about for reasons related to  
her learning disabilities.

Was Miss Kemp’s death avoidable?

Mrs Kemp questions the decision not to treat 444	

her daughter’s cancer with chemotherapy. She 
believes that had this treatment been provided 
her daughter would not have died.

In considering whether to make a finding about 445	

avoidable death I assess whether the injustice 
or hardship complained about (in this case 
Miss Kemp’s death) arose in consequence of 
any service failure or maladministration I have 
identified.

Having considered all the evidence and taken 446	

account of Mrs Kemp’s recollections and views 
as well the clinical advice I have received, I have 
found no service failure or maladministration 
relating to the decision not to treat Miss Kemp’s 
cancer. On that basis, my finding is that  
Miss Kemp’s death did not arise in consequence 
of any service failure or maladministration. 
Therefore, I do not conclude that her death  
was avoidable. It will never be known whether 
Miss Kemp would have survived had she 
received chemotherapy, or whether the 
intensive treatment which this involved or  
the side-effects of that treatment would in fact 
have hastened her death, but these issues were 
not the subject of my investigation.

Mrs Kemp’s response to my draft report

Mrs Kemp was dissatisfied with the outcome 447	

of my investigation. Her response to my draft 
report contained many detailed points which 
I have addressed separately in liaison with 
Mencap. However, her dissatisfaction focused 
on my findings and conclusions about the 
actions of staff at the Trust, particularly with 
regard to her daughter’s care and treatment and 

Section 4: the Ombudsman’s final comments
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the decision not to provide chemotherapy.  
Mrs Kemp continues to strongly believe that 
Miss Kemp did not receive a reasonable standard 
of care, that she should have been treated with 
chemotherapy and that the decision not to 
treat her cancer was for reasons related to her 
learning disabilities. 

In her response Mrs Kemp said her daughter’s 448	

condition had improved significantly when she 
was at the Rainbow Room and as a result the 
doctors there asked the oncologists at the  
Trust to review its decision not to treat  
Miss Kemp’s cancer. Mrs Kemp said the 
oncologists had refused this request from the 
Rainbow Room. She asked me to investigate this 
issue. In response to Mrs Kemp’s request I made 
specific enquiries about Miss Kemp’s stay at 
the Rainbow Room. The information I received 
(which I have set out earlier in this report) did 
not support Mrs Kemp’s recollections, and 
therefore had no impact on my findings.

On behalf of Mrs Kemp, Mencap sent me 449	

some clinical advice which they had received 
about Miss Kemp’s care and treatment and 
specifically about the decision not to provide 
chemotherapy. The advice was provided to 
Mencap by two consultant psychiatrists, a 
consultant in palliative care and a Macmillan 
Nurse in Learning Disabilities. These clinicians 
had seen my draft report, but had not had 
access to all the evidence I had considered. 
I asked two of my Professional Advisers, 
Mrs Lowson and Dr Chandler, to assess the 
information provided by Mencap particularly in 
the light of Mrs Kemp’s comments on my draft 
report. Both Advisers told me they found no 
new evidence in the papers provided by Mencap 
which would cause me to doubt the findings 
and conclusions set out in my report. 

My concluding remarks

I acknowledge that Mrs Kemp does not agree 450	

with all of my findings and decisions. However, 
I can assure her that her views have been 
taken into account, her complaint has been 
thoroughly and impartially investigated and 
my conclusions have been drawn from careful 
consideration of the evidence, including the 
advice of independent professional advisers. I 
hope my report will draw what has been a long 
and complex complaints process to a close.

Ann Abraham 
Parliamentary and Health Service Ombudsman

March 2009
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Good Medical Practice, 2001:  
relevant sections

The duties of a doctor

‘Patients must be able to trust doctors with their 
lives and well-being. To justify that trust, we as 
a profession have a duty to maintain a good 
standard of practice and care and to show respect 
for human life. In particular as a doctor you must:

make the care of your patient your first •	
concern;

treat every patient politely and considerately;•	

respect patients’ dignity and privacy;•	

listen to patients and respect their views;•	

give patients information in a way they can •	
understand;

respect the rights of patients to be fully •	
involved in decisions about their care;

keep your professional knowledge and skills up •	
to date;

recognise the limits of your professional •	
competence;

be honest and trustworthy;•	

respect and protect confidential information;•	

make sure that your personal beliefs do not •	
prejudice your patients’ care;

act quickly to protect patients from risk if you •	
have good reason to believe that you or a 
colleague may not be fit to practise;

avoid abusing your position as a doctor; and•	

work with colleagues in the ways that best serve •	
patients’ interests.

In all these matters you must never discriminate 
unfairly against your patients or colleagues. And 
you must always be prepared to justify your 
actions to them.’

Providing a good standard of practice  
and care (sections 2 and 3)

‘Good clinical care must include:

an adequate assessment of the patient’s •	
conditions, based on the history and symptoms 
and, if necessary, an appropriate examination;

providing or arranging investigations or •	
treatment where necessary;

taking suitable and prompt action when •	
necessary;

referring the patient to another practitioner, •	
when indicated.

‘In providing care you must:

recognise and work within the limits of your •	
professional competence;

be willing to consult colleagues;•	

be competent when making diagnoses and •	
when giving or arranging treatment;

ANNEX A
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keep clear, accurate, legible and •	
contemporaneous patient records which report 
the relevant clinical findings, the decisions 
made, the information given to patients and 
any drugs or other treatment prescribed;

keep colleagues well informed when sharing the •	
care of patients;

provide the necessary care to alleviate pain  •	
and distress whether or not curative treatment  
is possible;

prescribe drugs or treatment, including repeat •	
prescriptions, only where you have adequate 
knowledge of the patient’s health and medical 
needs. You must not give or recommend to 
patients any investigation or treatment which 
you know is not in their best interests, nor 
withhold appropriate treatments or referral;

report adverse drug reactions as required  •	
under the relevant reporting scheme, and  
co-operate with requests for information from 
organisations monitoring the public health;

make efficient use of the resources available  •	
to you.’

Complaints and formal inquiries (section 30)

‘You must co-operate fully with any formal 
inquiry into the treatment of a patient and with 
any complaints procedure which applies to your 
work. You must give, to those who are entitled to 
ask for it, any relevant information in connection 
with an investigation into your own, or another 
health care professional’s conduct, performance 
or health.’

Working with colleagues (section 36)

‘Healthcare is increasingly provided by  
multi-disciplinary teams. Working in a team does 
not change your personal accountability for your 
professional conduct and the care you provide. 
When working in a team, you must:

respect the skills and contributions of your •	
colleagues;

…

communicate effectively with colleagues within •	
and outside the team.’
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Discharge from hospital: pathway, process 
and practice, 2003 

The ‘key messages’ for all agencies involved in 
admission and discharge were:

‘Understand your local community and balance •	
the range of services to meet health, housing 
and social needs.

Ensure individuals and their carers are actively •	
engaged in the planning and delivery of their 
care.

Recognise the important role carers play and •	
their own right for assessment and support.

Ensure effective communication between •	
primary, secondary and social care to ensure 
that prior to admission and on admission each 
individual receives the care and treatment  
they need.

Agree, operate and performance manage a •	
joint discharge policy that facilitates effective 
multidisciplinary working and between 
organisations.

On admission, identify those individuals who •	
may have additional health, social and/or 
housing needs to be met before they can leave 
hospital and target them for extra support.

At ward level, identify and train individuals •	
who can take on the role of care co-ordination 
in support of the multidisciplinary team and 
individual patients and their carers.

Consider how an integrated discharge planning •	
team can be developed to provide specialist 
discharge planning support to the patient and 
multidisciplinary team.

Ensure all patients are assessed for a period of •	
rehabilitation before any permanent decisions 
on care options are made.

Ensure that the funding decision for NHS •	
continuing care and care home placement are 
made in a way that does not delay someone’s 
discharge.’

The workbook contained two sections specifically 
about care for people with learning disabilities. 

Section 5.6 draws attention to some of the 
common problems experienced by people with 
learning disabilities in an acute hospital setting. 
These include communication, consent, open ward 
environments and:

‘the emphasis on rapid discharge limiting the 
time for thorough assessment and people’s full 
needs are not always identified or treated. They 
may return to the community, or institutional 
care, with needs still not met; and

‘care plans being made without vital information 
being obtained from those health, social care, 
family carers or housing services that are aware  
of their needs and current difficulties.’

Section 5.6 also draws attention to common 
difficulties for acute hospital services which may 
lead to incomplete and unrealistic discharge 
planning. These include poor links between acute 
and specialist mental health liaison services, delay 
in obtaining expert advice, and other patients’ 
feelings about patients displaying agitation or 
challenging behaviour. 

ANNEX B
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Section 5.6 includes suggestions for actions 
to be taken by commissioners, managers and 
practitioners to improve discharge planning for 
people with learning disabilities. It says that 
managers may wish to consider:

‘supporting the provision of training for acute 
staff in issues of consent, basic mental health, 
dealing with people who are confused and 
the impact of having a learning disability on 
physical functioning and communication;

‘developing protocols or guidelines for dealing 
with both emergency and planned admissions 
and presentations at A&E … ;

‘providing active support and time for 
practitioners from learning disability and 
mental health teams to support individuals 
when in acute and physical health care sector; 

…’

Practitioners may wish to consider:

‘ … looking at each patient as an individual 
and understanding the anxieties he or she 
may have and working with staff in specialist 
services to alleviate these;

‘actively seeking the involvement of families 
and/or professional health or social care staff.’

Section 5.7 reminds hospitals of best practice with 
regard to people with learning disabilities including: 
preparing for admission, through making contact 
with the patient, reducing patient anxiety and 
involving the community team and GPs; using the 
hospital workbook; for an emergency admission, 
supporting and contacting parents and carers, using 
the hospital handbook, considering waiting areas 
and possibly fast-tracking patients through A&E; 
and, for admission to the ward, providing ongoing 
support and extra time for communication.
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Community care from 3 to 26 May 2004: 
Summary of key events (from health records 
and the Daily Diary)

26 April to 1 May 2004
Miss Kemp was quiet and ‘off her food’. She had 
a ‘bad stomach’ and developed diarrhoea. Even 
when her appetite improved and she was feeling 
better she was ‘still not right’.

3 May 2004
Mrs Kemp took her daughter to see the GP because 
she was concerned about her unusually poor 
appetite and diarrhoea. It was a Bank Holiday and 
an out of hours service was provided by NEWDOC. 

The First GP recorded Miss Kemp’s poor appetite. 
She examined her abdomen and suggested that if 
her symptoms persisted she should have a barium 
swallow (where the patient swallows a fluid before 
X-rays are taken to show up the structure of the 
gullet). She advised Mrs Kemp to take her daughter 
to see her usual GP (the Second GP) at Falkland 
Surgery if her poor appetite persisted.

5 May 2004
In the Daily Diary Miss Kemp was noted to have 
lost 12 pounds in around ten days. A note made 
by the Community Team for People with Learning 
Disabilities suggested the weight loss might be due 
to anxiety associated with moving home. 

6 May 2004
Staff from the Residential Home took Miss Kemp 
to Falkland Surgery.

The Third GP recorded that Miss Kemp had been 
unwell for ten days, was off her food and seemed 
more tired than usual. She noted that Miss Kemp’s 
recent diarrhoea had now settled and she was 
not vomiting. She also noted that her carers did 
not think Miss Kemp was in pain. Her examination 
of Miss Kemp’s abdomen revealed no tenderness 

or lumps. She recorded that Miss Kemp was well 
hydrated and there were no mouth ulcers or oral 
soreness. She prescribed sachets of rehydration 
salts to help replace substances which Miss Kemp 
would have lost during her bouts of diarrhoea and 
asked for a urine sample to be taken for analysis. 

7 to 9 May 2004
On 7 May Miss Kemp refused to drink the 
rehydration salts or eat any meals, but she did drink 
milkshakes. She ate little while at home with her 
mother on 9 May.

10 May 2004
Staff from the Residential Home took Miss Kemp 
to Falkland Surgery.

The Fourth GP found nil of note in Miss Kemp’s 
urine specimen. She recorded that Miss Kemp 
was not drinking, had a poor appetite and was 
active but experiencing dizziness. She noted that 
Miss Kemp had been upset by a quarrel at the 
Day Centre in late April and questioned whether 
the symptoms were linked to this. She made no 
specific follow-up plan.

13 May 2004
Mrs Kemp was dissatisfied with the actions of the 
GPs from NEWDOC and Falkland Surgery so she 
took her daughter to Eastfield House Surgery.

The Fifth GP knew Miss Kemp well. He recorded 
that she had not been eating for three weeks  
and questioned whether she had a swallowing 
problem. He noted that he could not examine  
Miss Kemp but he prescribed high protein 
milkshake supplements, requested some blood 
tests and made a referral for a barium swallow. He 
wrote to the X-ray department noting that they 
would need to make special arrangements for the 
investigation to meet Miss Kemp’s needs. He asked 
to see Miss Kemp again in two weeks.

ANNEX C



	 Part four: the complaint made by Mrs Kemp	 89

14 to 16 May 2004
Miss Kemp attended her father’s wedding 
celebrations and a barbecue at her mother’s home. 
Although she did drink some fluid, she ate little 
at either event. However, on 16 May 2004 her 
grandparents said she had eaten better and passed 
a very hard stool.

18 May 2004
Staff at the Residential Home contacted a GP 
surgery because Miss Kemp indicated she had 
stomach pain.

The Sixth GP made a home visit. She recorded that: 
Miss Kemp had non-specific abdominal pain; she 
had been crying in pain earlier in the day; she had 
a poor appetite and low fluid intake; she was not 
vomiting; and at the time she saw her she was not 
in pain and was moving comfortably. She examined 
Miss Kemp’s abdomen, although she would not lie 
down for the examination, and found it soft and 
not tender. She concluded that she was probably 
constipated and planned to treat her with laxatives 
and oral fluids.

19 to 21 May 2004
Miss Kemp’s appetite improved and when 
encouraged she drank more fluid. She opened  
her bowels and told staff at the Residential Home 
she was feeling better. However, correspondence 
between staff from the Day Centre and the 
Community Team for People with Learning 
Disabilities shows continuing concern about  
Miss Kemp’s poor appetite and weight loss.

22 May 2004
Mrs Kemp took her daughter to the GP. It was a 
Saturday and an out of hours service was provided 
by NEWDOC.

The Seventh GP recorded that Miss Kemp had not 
been eating and had not had her bowels open 
properly for three weeks. He noted that she had 
been ‘rolling on the floor at times’. He examined 
her abdomen and felt a lump which he thought 
indicated constipation. He suggested admission to 
hospital but noted that Miss Kemp did not want 
this. He arranged for the community nurse to visit 
the next day to administer an enema.

During the evening Miss Kemp passed a large,  
hard stool.

23 to 25 May 2004
The community nurse suggested an oral  
laxative rather than an enema. Miss Kemp took 
some laxative but this did not work and on  
25 May 2004 the community nurse administered an  
enema which resulted in a large stool. Miss Kemp 
ate little but drank some fluid. Later, she opened 
her bowels naturally.

26 May 2004
Staff at the Residential Home became worried 
about Miss Kemp because she was nauseous and 
pale. They also recorded that she had passed  
‘a considerable amount of blood’ with her stool.  
They contacted the community nurse who 
arranged for an emergency appointment at 
Eastfield House Surgery.

The Third GP examined Miss Kemp and recorded 
that her lower abdomen was tender and she found  
no sign of piles. She decided that Miss Kemp should 
be admitted to hospital for further investigation.

Mrs Kemp and a member of staff from the 
Residential Home took Miss Kemp to the Trust.
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Admission to the Trust from 26 May to  
7 June 2004: summary of key events from 
Miss Kemp’s health records

26 May 2004
Miss Kemp arrived on the First Ward.

A junior doctor recorded her learning disability and 
her recent history of loss of appetite, constipation 
and weight loss. He noted that she was difficult 
to examine and she had refused blood tests and 
observations. He also noted it was difficult to 
tell whether she was in pain although she looked 
‘reasonably comfortable’. He identified a solid, 
fixed lump in her abdomen which he thought 
might be a hernia.

Another junior doctor also found it difficult to 
examine Miss Kemp but recorded the presence  
of a lump in her left groin. He thought it might  
be a hernia or an inflamed lymph node and 
suggested further tests including a CT scan and 
abdominal X-ray.

A registrar recorded that Miss Kemp was 
adequately hydrated and not in any obvious pain. 
Having reviewed the abdominal X-ray he thought 
the likely diagnosis was a hernia or inflamed lymph 
nodes. He asked for an ultrasound scan.

Nurses had difficulty in assessing Miss Kemp and 
recorded that they could not tell if she was in pain. 
Two nursing care plans were written relating to 
constipation and learning difficulties.

Miss Kemp’s Legal Representative contacted the 
First Ward and suggested that if she needed tests 
staff should contact the Trust’s legal team about 
acting in her best interests.

A staff nurse contacted the Trust’s Legal Department 
and recorded the advice she received which was 
staff were not to force any treatment but were 
to wait for the result of a CT scan before making 
treatment decisions in Miss Kemp’s best interests.

27 May 2004
An ultrasound was performed with difficulty 
because Miss Kemp would not lie down. The scan 
showed a lump in the groin, but more detailed 
information could not be seen.

28 May 2004
Doctors and nurses recorded that there were 
problems with investigations (such as taking blood) 
and observations. They did not think Miss Kemp 
was in pain.

A junior doctor saw Miss Kemp and her mother. He 
explained the difficulties in assessing Miss Kemp and 
arrangements which had been made for a CT scan 
on 2 June 2004. He recorded that Mrs Kemp was 
concerned about the wait and that he had explained 
Miss Kemp would need anaesthesia or sedation for 
the scan and this took more time to arrange.

A different junior doctor saw Miss Kemp in the 
afternoon and recorded Mrs Kemp’s concern about 
her daughter’s food and fluid intake. She recorded 
the plan to encourage oral fluids and liquid 
nutritional supplements with further review over 
the weekend. The junior doctor also discussed the 
scan with Mrs Kemp. He recorded that this would 
also provide an opportunity to take blood tests 
and establish an intravenous infusion.

There was also contact between the Mencap 
carers and the Community Team for People with 
Learning Disabilities, and the potential need for 
additional support for Miss Kemp and her family 
was identified.
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29 and 30 May 2004
A junior doctor recorded that Miss Kemp was not 
eating but she was drinking.

Nurses recorded that Miss Kemp was mobile and 
appeared comfortable but had refused all care, 
treatment or intervention from staff.

31 May 2004 Bank Holiday Monday
Nurses noted that Miss Kemp was complaining 
of pain and pointing to the lump. She was given 
paracetamol.

1 June 2004
Doctors noted that Miss Kemp was drinking and 
had eaten some light soft food.

Nurses recorded that Miss Kemp had been offered 
medication but she had refused.

2 June 2004
Miss Kemp was taken to have a CT scan but she 
refused and returned to the Ward.

A doctor recorded that the scan would be 
rearranged for the following day to be performed 
under general anaesthetic. She considered  
Miss Kemp lacked capacity to consent but the scan 
was in her best interests because of the need to 
reach a diagnosis.

3 June 2004
Nurses and doctors recorded that Miss Kemp was 
refusing care and that she was not eating. She was 
given oral sedative in a drink and local anaesthetic 
cream was applied to the back of her hand so an 
intravenous cannula could be inserted. A CT scan 
was performed under intravenous sedation and it 
showed a 9 x 6cm lump in her groin.

The Radiologist thought the lump seemed more 
like a lipoma (non cancerous fatty lump) or 
liposarcoma (tumour originating in soft tissue)  
than a lymphoma.

4 June 2004
Nurses recorded that overnight Miss Kemp had 
vomited and complained of abdominal pain but 
had refused any medication.

Doctors discussed the plan to biopsy the lump with 
Miss Kemp’s carers and suggested Miss Kemp might 
go home after the procedure. 

A junior doctor sought advice from the Trust’s 
Legal Department who advised her to proceed  
in Miss Kemp’s best interests. She considered  
Miss Kemp lacked capacity to consent but the 
biopsy was in her best interests because she might 
have a life-threatening disease and a diagnosis  
was needed to make decisions about treatment 
and prognosis.

The Consultant Surgeon performed the biopsy 
and said Miss Kemp could go home because 
she was not acutely ill and no treatment was 
needed. However, Mrs Kemp was not happy for 
her daughter to be discharged to the Residential 
Home. After liaison between nurses, Mrs Kemp, 
the Community Team for People with Learning 
Disabilities and the Residential Home it was 
decided that Miss Kemp would stay in hospital  
over the weekend.

5 and 6 June 2004
Nurses noted that Miss Kemp had not complained 
of pain but she was not eating. They wrote a care 
plan about nutrition.

7 June 2004
Miss Kemp was discharged to her mother’s home.
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Admission to the Trust from 23 June to  
28 June 2004: summary of key events

23 June 2004
Miss Kemp arrived at the Trust around 7.00pm 
and was taken to the Clinical Decision Unit. The 
reason for admission was recorded as lymphoma, 
persistent nausea and dehydration.

Nurses recorded that she was flushed and agitated 
and refusing to let them take observations.

A junior doctor noted that Miss Kemp had not 
been drinking and was dehydrated although she 
appeared well, alert and mobile.

The Second Oncologist saw Miss Kemp. He noted 
her diagnosis of non Hodgkin’s lymphoma and 
recorded that she was ‘dehydrated’ and had not 
been eating or drinking properly for about six 
weeks. He noted that legal and social services 
advice would be needed to formulate a plan of 
care but the immediate plan was ‘to find a safe 
place for Emma and her carer overnight’.

Records show that there was discussion with 
community services about where Miss Kemp should 
spend the night and it was initially agreed that she 
would return to the Respite Home. However, they 
could not find additional staff and around 10.45pm 
she was admitted to the Second Ward.

24 June 2004
The Second Oncologist and the Clinical Nurse 
Specialist saw Miss Kemp. The Second Oncologist 
wrote to the Royal Marsden Hospital asking for 
advice and assistance, and suggesting Miss Kemp 
should be transferred immediately if the Royal 
Marsden were able to accept her.

25 June 2004
Nurses recorded that Miss Kemp was refusing food.  
They completed a nutritional risk assessment tool  
which showed she was at medium risk so nutritional 
supplements should be provided and her intake  
should be monitored. Three care plans were written  
relating to personal hygiene, hydration and nutrition.

The Nurse Consultant from the Supportive and 
Palliative Care Team visited Miss Kemp during the 
afternoon. She made several suggestions about 
alternative ways of managing her symptoms using 
different drugs given by various routes.

The Second Oncologist discussed the position 
with the Trust’s Solicitor and asked for advice 
from the Trust’s Consultant in Palliative Care. He 
spoke to Mrs Kemp, explained that he thought 
chemotherapy would not be appropriate for  
Miss Kemp and suggested palliative care should 
be instigated. He wrote that ‘radical treatment is 
virtually doomed to failure and would actually 
add to Emma’s distress’. He contacted the Rainbow 
Room regarding palliative care. Subsequently, he 
asked the Third Oncologist to provide a second 
opinion on his decision.

The Third Oncologist saw Miss Kemp around 
6.00pm. He recorded that he had discussed the 
situation in detail with the Second Oncologist and 
the Clinical Nurse Specialist and that his opinion 
was that palliative care was appropriate. He also 
recorded his subsequent discussion with Mrs Kemp.

26 to 27 June 2004  
Miss Kemp began to receive pain relief via skin 
patches and gel and cream applied to her skin. She 
was described as ‘settled’ and ‘comfortable’ and 
she accepted sips of fluid.

28 June 2004
Miss Kemp was transferred to the Rainbow Room  
at Newbury.
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