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Executive Summary
EASTLEIGH SOUTHERN PARISHES OLDER PEOPLE’S FORUM (ESPOPF)
has surveyed the cancer care experience of older people living in six villages in semi-rural
Hampshire and has published a report entitled “Growth Negligence”. It is ESPOPF’s sixth
piece of research and it was conducted entirely by older people into the experiences of older
patients, carers, spouses and families.
The aim of the research was to gather evidence about older people’s experiences of cancer
care, as patients and carers, in order to inform policy and improve the experience of care
of older people affected by cancer. The research was commissioned by Macmillan Cancer
Support’s Inclusion Department.
Questionnaires were sent to 3,007 ESPOPF members and 515 were completed and returned.
Fourteen members requested interviews and these were conducted and recorded in the
interviewees’ homes. Two focus groups were convened.
The research revealed the following:
• ESPOPF members participating in the research are representative of the older population in
the southern parishes in terms of gender and deprivation, but the average age is older.
• Of the total number of respondents, about half reported no experience of cancer; about a
third were carers; about a quarter were or had been cancer patients; about one tenth were
both patients and carers.
• 235 respondents recorded 242 primary cancers, the commonest being breast, prostate
and colon.
• Although early diagnosis and treatment are crucial to survival, the research suggests that the
longest and most frequent delays in early diagnosis and treatment are caused by GPs’
mis-diagnoses and late referrals. Another cause of delay is patients not reporting symptoms,
for whatever reason. Rapid action usually follows emergency admissions and screening.
• The current age categories for national screening programmes would exclude most of the
respondents in this research, because they would be too old to qualify. Yet they are the
people most likely to develop cancer.
• Diagnoses and decisions about treatment are made invariably by consultants, who have
primary responsibility for patients’ medical care. Experience of hospital care ranges from
excellent to abysmal and the research is highly critical of the inability of hospitals to ensure
that patients eat and drink enough to aid their recovery. Suggested improvements are listed.
• Hospital discharge arrangements are criticised for lack of continuity of care and liaison
with GPs and primary care teams; lack of transport; inadequate knowledge of domestic
arrangements at home.
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• The reasons for survival, given by older people, range from support of family and friends,
treatment and personal qualities to good luck and faith. Having a spouse and a connection
with medical professionals are thought to be factors that assisted recovery.
• There seemed to be widespread ignorance of local practical support services, which, if they
are available, were not offered nor used.
• End of life care brought forth the most comments about unmet needs and an appreciation of
Hospice care.
A very wide range of experience of cancer care is reported in the research and described
vividly, especially in the interviews. It is difficult to imagine why there should be such a range.
However, fatal outcomes must influence recollections of experience and there is evidence that
feelings of loss, anger, guilt and distress last for decades. Obviously, grateful survivors and their
carers will tell a different story and praise the care they witnessed.
Recommendations are made to the Department of Health, NHS Commissioners, local
government and voluntary sector providers and health and social care professionals with a
view to securing higher standards of cancer care and sensitivity to the needs of older people.
It is felt that leaders should be appointed urgently to introduce concepts of equality, dignity
and respect for older people and to address the negligence outlined in this report, much of
which has been recently exposed by the Parliamentary and Health Service Ombudsman, Ann
Abraham. This research echoes her call for:
“An impetus towards real and urgent change, including listening to
older people, taking account of feedback from families and learning
from mistakes is needed… to turn the commitments in the NHS
Constitution into tangible reality.”1

“ Care and Compassion”, a report into 10 investigations into NHS Care of Older People,
by the Parliamentary and Health Service Ombudsman (February 2011)1
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Introduction
EASTLEIGH SOUTHERN PARISHES OLDER PEOPLE’S FORUM (ESPOPF)
was established on 18 July 2000.
Its objectives are:
• T o consult with older people (55+) in the southern parishes of Eastleigh and to promote
their benefit
• T o consult with statutory authorities on issues of concern to older people and to bring
unmet needs to their attention
• To bring issues of concern to older people to the attention of the wider public.
In December 2003, ESPOPF was invited by Help the Aged to undertake outreach training in
research method by the University of Teesside. Since then, ESPOPF has undertaken five pieces
of research that survey problems of older people with a view to influencing policy:
• “Sic transit…”, about the difficulties of hospital travel (2004);
• “Missing the Bus”, about travel concessions (2006);
• “Bleak Housing”, commissioned by Eastleigh Borough Council, about housing needs and
aspirations (2007);
• “Pills and Perils”, about repeat prescribing (2008);
• “In the Dark”, about information needs (2010).
The research has been acknowledged as “the authentic voice of older people”, influencing
policy and acting as a catalyst for improvements - though it is acknowledged that many of the
problems remain. All this research may be accessed on ESPOPF’s website, www.espopf.org.
In 2011, ESPOPF’s Hon. Secretary was nominated by AGE UK to serve on the Macmillan
Cancer Support Steering Group for a Pilot Project, ‘Improving Cancer Treatment, Assessment
and Support for Older People’. This led to an invitation to ESPOPF to conduct this research. A
protocol was agreed, in which Macmillan undertook to reimburse ESPOPF for all expenses and
fees incurred as volunteers in producing a survey of older people’s experience of cancer:

AIM
To gather evidence about older people’s experience of cancer, as patients and
carers, in order to inform policy and improve the experience of care of older
people affected by cancer; special attention to be directed to older people’s
support needs throughout all the stages of the cancer journey (early diagnosis,
treatment, survivorship, palliative and end of life care).
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Methodology
In March 2011, ESPOPF was invited by Macmillan Cancer Support’s Inclusion Department to
engage older people affected by cancer in order to research their experiences of cancer care,
focusing on the issues that are important to older people specifically. The ESPOPF committee
agreed that ESPOPF should accept the invitation. A protocol was agreed and a brainstorming
meeting to establish the issues for older people was convened. The research project was
advertised in the ESPOPF Newsletter and members were invited to participate as researchers
and participants.
Fourteen ESPOPF members (13 women and 1 man) attended the brainstorming meeting and
two representatives from Macmillan Cancer Support, Hazel Brodie and Vibha Sharma, were in
attendance. After that meeting, the Researchers’ team emerged. The group comprised three
members who had undergone the original research training; three members who had joined the
previous year; two new members both cancer patients. There were five women and three men.
At the first meeting of the Researchers, it was agreed that the survey tools should be
questionnaire, interviews, focus groups and, possibly, observation. Issues, previously identified
at the brainstorming meeting for the research, recorded on a flip-chart pad and arranged
into six sections, were discussed and accepted as the basis for the Questionnaire. A draft was
prepared by two researchers and, at the next meeting, this was piloted by the group.
The Questionnaire was then amended and piloted with twelve, additional, older people. It
was then realised that older people did not, as previously thought, fall into two categories:
patients and carers. A significant minority were both carers and patients, though the carers
did not always recognise themselves as such. The Questionnaire was then amended, so that all
the questions were available to everyone who had experience of cancer, in whatever capacity.
ESPOPF’s graphic designer, Colin Bowler of Tandem Design, gave his input and then the
document was printed.
Copies of the Questionnaire were delivered with the May 2011 ESPOPF Newsletter to 2,019
households. 1,031 single members received one copy each and 988 couples received two
copies. A total of 3,007 questionnaires was sent.
Invitations for interviews were included with the Questionnaires and 14 requests for interviews
were received. Most Researchers felt uneasy about interviewing respondents about medical
matters, most of which would require some specialised medical knowledge. One of the
Researchers is a retired GP and he agreed to interview cancer patients and carers, and another
member interviewed two Hospice volunteers. The interviews were conducted in members’
homes with a dictaphone to record the interviews. These were transferred to a desk-top
computer and transcribed by two volunteers with typing skills, from outside the Group . The
interviews fulfilled the ethical criteria of confidentiality and anonymity, and the interviewees
had a full understanding of the aims of the research and how the interviews would be used.
The interviews took place from June to September.
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By mid-July, 515 completed questionnaires had been received, a 17% response. One researcher
then inputted these records into two linked Microsoft Access documents, because 250 fields
were too many for one document. They were then copied into one Microsoft Excel document
for ease of calculation and the production of graphs. Colin Bowler began his design work of
enhancing the evidence, and he liaised with Macmillan Cancer Support, who provided many
photographs to include in the Report.
The graphs and comments were presented to the Researchers at regular meetings for comment
and discussion, as they became ready. The postcodes of the respondents were sent to the
Senior Public Health Specialist Information Analyst at NHS Hampshire to determine the degree
of deprivation of the respondents, compared with Eastleigh Southern Parishes’ older population
at large. Requests for information about practical support supplied locally to older people
experiencing cancer were sent to Eastleigh Borough Council and Hampshire County Council.
The early brainstorming session had attracted mostly female members and, to present a more
balanced view, an all-male focus group was convened of five members with cancer experience.
An interview with an Assistant Director of Public Health at the Hampshire NHS Primary Care
Trust to gather information about the National Screening Programme was conducted by three
researchers. Much of the qualitative evidence, in the form of Comments, that were extra to
responses to particular questions in the Questionnaire, interviews and focus groups, required
considerable time for editing and proof-reading, before the drafts could be passed to Colin
Bowler for enhancement and integration into the Report.
Eventually, most of the evidence in Draft Report form was presented to the researchers for a
discussion on Conclusions at a meeting in September. The meeting was attended by Hazel Brodie
of Macmillan and it was followed by a design presentation of the illustrated draft report by
Colin Bowler. The content of Discussion and the main Recommendations were discussed at
two further meetings in October and the title was agreed.
Two members finalised the research report, “Growth Negligence”, which was launched
in November 2011.
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Limitations of the study
• The sample of 3,007 ESPOPF members is not representative of the population of older
people in Eastleigh’s southern parishes, as a whole. ESPOPF members are a self-selected
group and the proportion of under-70s is smaller than in the population at large.
• Although the term ‘screening’ was defined in the Questionnaire, many respondents
thought that ‘screening’ was the same as ‘diagnostic investigation’.
• Most events described took place within the last 5 years, but a few happened 30 years
ago and it cannot be claimed that all reflect current experience and practice.
• Some respondents wrote about more than one cancer and respondents were both
patients and carers. It was sometimes unclear to which cancer the answers referred.
• Question 5.5 on Practical Support at Home was answered by a very small number of the
respondents and the reasons for this are unclear.

Ethical considerations
• Purpose of study explained fully to all participants.
• Questionnaires issued and analysed anonymously.
• Strict adherence to ethical standards.
• All quotations and interviews reproduced verbatim.
• All information stored anonymously.
• Executive Summary issued to all providers of information.
• Research report offered to all interviewees and respondents.
• Report available at launch, on ESPOPF website, at parish council offices and on request.

QUESTIONNAIRE
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ESPOPF
CONFIDENTIAL
CANCER CARE
SURVEY
May 2011
Macmillan Cancer Support has commissioned ESPOPF Researchers to take part in a
nation-wide project to improve the care and survival rates of older cancer patients in the
UK. We have been given the responsibility of researching older people’s experiences.
We hope to identify reasons why the UK survival rate from cancer in the older population
lags behind the rest of Europe and America.
We want to know if practical support for patients, spouses, partners and carers would
enhance recovery and survival.

How you can help
Everyone should complete and return Section 1 of this questionnaire.
If you have or have had cancer, or if you have ever looked after anyone
with cancer, in whatever capacity, please complete the other Sections as
appropriate.
If this questionnaire did not let you say everything you wanted to say
and you would like tell us more, please complete the green “Request for
Interview Form”.
Please put all the completed sheets in the FREEPOST envelope and post it.
ESPOPF Researchers
Orchard Hill, Salterns Lane, Bursledon
Southampton SO31 8DH
If you need larger print and/or help in filling up your questionnaire,

please ring David or Diane on Tel: 023 8040 3311

Thank you for your help which is greatly appreciated.

Please tick all boxes that apply
throughout this questionnaire.

QUESTIONNAIRE
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Findings questionnaires
The ESPOPF Researchers sent out 3,007 questionnaires with the May 2011 Newsletter to 1,031
members in single households and 1,976 members in double households. By 18th July, 515
members had completed their questionnaires, a response rate of 17% (515/3,007). There were
14 requests for interviews.

1. You and your awareness of cancer
1.1 Are you male or female? N=500
There were 500 replies to the question of which
39% (194/500) were male and 61% (306/500)
were female. 15 people did not reply.

MALES
194, 39%
FEMALES
306, 61%

1.2 How old are you? N= 463
There were 463 replies to this question. The average age of the respondents was 76 years.
Respondents in their late 70s formed the largest group (121), followed by respondents in their
early 70s (105) and respondents in their early 80s (88). 52 people did not reply.
140
121

120
Numbers of respondents

105
100

88

80
63
60
38

40
22
20
0

1
50-54

14

6
55-59

5
60-64

65-69

70-74

75-79

80-84

85-89

90-94

95-99

13

1.3 What is your postcode?
There were 501 replies to this question:
The postcodes identified the degrees of deprivation of the respondents.
14 people did not reply.

Percentage of total

Records from survey

Population Aged 55+

30%
25%
20%
15%
10%
5%
0%
1

2

3

4
5
6
Hampshire deprivation decile

7

8

9

“This graph shows the distribution of deprivation of the respondents, in blue, compared with
the distribution of the Southern Parishes population aged 55+ in orange. It allocates the
population according to deprivation deciles using the comparison based on Hampshire’s
pattern of deprivation. The respondents to the Survey have a distribution that is similar to that
of the Southern Parishes population”
Rob Whatley, Senior Public Health Specialist Information Analyst, NHS Hampshire.

14

1.4 Where is your practice surgery? N=507

180

171

160

Numbers of respondents

140
120

111
93

100
80
60

43
40

32

28

20

20
8

0
Hedge
End

Hound

West
End

1

Bitterne Woolston Botley Bursledon Locks
Other
(Soton) (Soton)
Heath
(Fareham)

There were 507 replies to this question. Hedge End surgeries had the highest number of
respondents (171), followed by Hound (Blackthorn Surgery) (111). Locks Heath had the fewest
(8). 8 people did not reply.

EASTLEIGH
West End
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Botley

SOUTHAMPTON
Bursledon
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HAMBLE
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N
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Yes

No or
no reply

1.5 D
 o you think you know enough
about cancer?

270

145

1.6 D
 o you know about the importance of
early detection?
Do know the common causes of cancer
(specified)?
Do you know that breast feeding, diet,
exercise can protect you?

500

15

460

55

390

125

1.7 W
 here would you go to find information about cancer?
N=743 searches
450
413
400

Numbers of searches

350
300
250
200
153

150

95

100

46

50
0

24

GP

Internet Macmillan

Nurse

Other

12

Age UK

There were 507 replies to this question. The majority of searches 55.6% (413/743) were to
GPs; 20.6% (153/743) were internet searches, and 12.8% (95/743) were to Macmillan Cancer
Support. 1.6% (12/743) searches were to Age UK.
Other sources of information were magazines (6), newspapers (4), books (4), Cancer Research
UK (4), Wessex Cancer Trust (3), health professional family members (2), friends and patients
(2), and one each of the following: TV, cancer nurse, Bulletin from “World Cancer Research
Fund”, King’s Fund Research. 8 people did not reply.
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1.8 H
 ave you ever been part of a screening programme?
N=290 respondents screened
100
90

% respondents screened by parish

80
70

68%
63%

63%

62%

60

58%

55%

54%

50
40
30

47%

19
out of
28

5
out of
8

20
out of
32

106
out of
171

25
out of
43

11
out of
20

60
out of
111

44
out of
93

Botley

Locks
Heath

Woolston

Hedge
End

Bitterne

Bursledon

Hound

West End

20
10
0

There are two screening tests
available for women (breast
and cervix) and one screening
test available for both men and
women (colo-rectal).

100
90
80
70
60
50
40
30
20
0

31.7%

Unscreened
63.9%

Screened

68.3%
36.1%
Females

Males

There were 506 respondents answering both this question and the question, “Where is your
practice surgery?”(1.4). The percentage uptake of screening was 57.3% (290/506), but varied
from parish to parish from 68% (19/28) in Botley to 47% (44/93) in West End. 9 people did
not reply to both questions.
This shows that 68.3% (209/306) of female respondents were screened, while 36.1% (70/194)
of male respondents were screened.
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Screening
Notes of an Interview with Dr Sallie Bacon,
Associate Director of Public Health, Hampshire PCT
Screening is the testing of apparently-healthy groups of people for early signs of disease.
The outcome of cancer treatment is usually better if diagnosis is early. It has been shown that
screening for some cancers is a cost-effective way of improving cancer outcomes. At present,
there are three cancer-screening programmes in England – breast, bowel (also known as colorectal) and cervical. These programmes involve different tests and are administered in different
ways to different age-groups. They are national programmes that must meet national quality
standards. Each screening programme is run separately and targets the people most likely to
benefit from early treatment.
An effective screening programme has to fulfil certain criteria:
• reliability (minimal false positive and negative test results);
• acceptability to patients;
• availability of effective treatment;
• availability of resources for both screening and treatment;
• cost-effectiveness.
These criteria are not met for prostate cancer screening, because a sufficiently reliable test is
not available.
The UK National Screening Committee advises the NHS about all aspects of screening and
supports the implementation of screening programmes. The Primary Care Trust agrees local
arrangements for the delivery of screening programmes and these vary according to programme,
but all include a process for identifying the target group of people from GP practice lists, inviting
them by post for screening and following up the results.
Cervical cancer screening call and recall is currently administered by the Patient and Practitioner
Services Agency. The test consists of a doctor or nurse, in the surgery or clinic, taking a sample
of cells from the neck of the womb: women aged 25-49 years every 3 years; 50-64 years
every 5 years. Patients are notified and reminded if necessary. Everyone in the right age range
(including defaulters) is recalled 3 or 5 years later.
Breast cancer screening is administered by one of the 80 breast-screening units in England
and Wales. The test consists of a mammogram and it is carried out in hospital or a mobile
unit: women aged 50-70 years every 3 years. Defaulters are sent for again and, if they still
default, they are recalled after 3 years. Women over 70 are encouraged to continue requesting
a mammogram every 3 years, but are not called automatically. By 2016, the programme will
include women aged 47-73.
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Bowel cancer screening is administered by one of the nine regional screening hubs, which sends
out invitations on behalf of 20 screening centres. The test consists of examining the stool on
three occasions for blood (faecal occult blood or FOB). It can be conducted entirely by post by
sending samples to the regional laboratory: men and women aged 60-69 years every 2 years.
Those over 70 can already request a test, and the routine programme is currently being
extended up to age of 75.
Statistics are collated, both centrally and locally, from local screening programme data.
Differences may be due to low take-up in deprived areas and in ethnic minority communities,
where the screening programmes may not be fully understood. The statistics show that
Eastleigh has an above national-average uptake of screening tests: 80.3% for breast screening
and 81.8% for cervical screening. These compare favourably with the national average of
76.0% and 79.2% respectively. GPs are not always routinely advised of their take-up rates in
comparison with other practices, though these are readily accessible, and it is recognised that
peer comparison is a powerful incentive to improvement.
Screening plays an important part in the early detection of cancer, by raising awareness through
publicity associated with screening programmes. It also helps to ensure that patients are
diagnosed and treated earlier. However, screening will not identify everyone who has cancer.
People, who have symptoms, should always consult their GPs, even if they have had normal
screening test results.

1.9/1.10 H
 ave you ever had experience of cancer as a patient?
Have you ever looked after someone with cancer? N=515
Neither
patient
nor carer
50.7%

Cancer patients
26.0%

Carers
33.8%
Of the 515 respondents, 50.7% (261/515) had no experience of cancer. The remaining 49.3%
consisted of 26.0% (134/515) cancer patients and 33.8% (174/515) carers. Of these 10.5%
(54/515) were both patients and carers.
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2. Diagnosis of cancer
2.1 Where did your cancer originate? N=242 cancers in 25 sites

Breast
Prostate
Colon
Skin
Lungs
Cervix
Ovary
Lymphoma
Bone
Bladder
Pancreas
Stomach
Kidney
Brain
Throat
Blood
Spine
Oesophagus
Uterus
Multiple
Duodenum
Ureter
Mouth
Jaw
Liver

53
35
33
29
20
11
7
6
6
6
5
5
4
3
3
3
3
2
2
1
1
1
1
1
1

Numbers of primary cancer sites

There were 254 respondents to this question. 261 respondents had no cancer and did not fill
in this section. In total, there were 242 primary cancers, 7 respondents having more than one
cancer. The commonest cancers were breast (53), prostate (35), colon (33).
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2.2 How was your cancer diagnosed? N=233
Emergency
24, 10%
Chance
26, 11%

Reporting
symptoms
144, 62%

There were 233 replies to this question.
Of these, 61.8% (144/233) were
diagnosed by reporting symptoms.
Of the others, 16.7% (39/233) were
diagnosed on screening; 11.2% (26/233)
by chance; 10.3% (24/233) in an
emergency. 282 people did not reply.

Screening
39, 17%

2.3 If the patient reported any symptoms, who were they
reported to?
If symptoms were reported, they were almost always reported to the GP, 91.7% (132/144).
However, 8.3% (12/144) respondents reported symptoms to a consultant and 0.7%
(1/144) respondents to a practice nurse.

2.4 Did anything prevent reporting symptoms? N=43

Caring
responsibilities
7%
Fear of
treatment
7%

Fear of
diagnosis
28%

Lack of
support
7%

Getting a GP
appointment
2%

Other
49%

There were 43 replies to this question.
Of these, 28% (12/43) feared the diagnosis,
7% (3/43) lacked support, had caring
responsibilities or feared treatment, and
2% (1/43) had difficulties with making a
GP appointment.
There were 23 other reasons: “unrecognised
symptoms” (5); “lack of awareness” (4);
“absence of symptoms” (3); “didn’t look
serious” (2); and 1 of each of the following:
“apathy”, “dentist said, ‘No problem’”,
“GP did not refer”, “dislike of hospitals”,
“lodger leaving in a few weeks”, “still
working”, “mis-diagnosis”, “difficult to see
on back under bra strap”, “shyness”.
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2.5 H
 ow long was it between the first symptoms and
the hospital treatment?
 he length of time varied from:
T
• first symptom to GP appointment,
• to first test,
• subsequent tests,
• wait for result,
• wait for hospital appointment,
• wait for hospital treatment.

2.7 W
 ere the tests
undertaken by the NHS?
N=208

1 day to 2 years
1 day to 2 years
1 day to 10 months
1 day to 6 weeks
1 day to 6 months
1 day to 16 weeks

 as the treatment
W
undertaken by the NHS?
N=210

Private
18, 8.7%

NHS
190, 91.3%

Tests

Private
14, 6.7%

NHS
196, 93.3%

Treatment

There were 208 replies to the question about tests and 210 replies to the question about
treatment: 8.7% respondents (18/208) used private providers for tests; 6.7% respondents
(14/210) used private providers for treatment.
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2.6 O
 lder people’s comments on delays in referral, diagnosis
and treatment
1

The most rapid response often follows emergency admissions:

“I was taken into hospital with an unexplained fracture of femur which turned out to
be secondary bone cancer. Breast cancer was the primary with no physical symptoms.”
80 years
“After emergency admission, all the tests required were done within the next 4 days.
I couldn’t have asked for better care and consideration from all concerned.” 76 years
“Symptoms not recognised by GP or patient. Diagnosis bungled by GP - ? water-works;
?prolapse; receptionist said result was negative for cancer, it wasn’t; delay in referral to
specialist; delay in results. Diagnosis eventually followed emergency hospital admission
on holiday.” 77 years
2

When the diagnosis is made during screening, there is always a rapid response:

“Consultant on hand when screened.” 81 years
“My wife had cancer after screening test. Consultant appointment and treatment was
within a few weeks.” 82 years
“This was a result of the breast screening programme and treatment/operation was all
done in about 2 weeks.” Age unknown
3

Unnecessary delay is sometimes caused by hospitals:

“Malignant melanoma dismissed as being ‘nothing to worry about’ by dermatologist
until senior partner was involved.” 75 years
“Paying cash to BUPA expedited diagnosis and treatment.” 84 years
“I would have waited 6 weeks but I had a cancellation due to someone going private.”
72 years
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“Wrong reading of MRI scan - thought it was a stroke so aspirins were given – this
putting back the biopsy for 5 weeks to get this (the aspirin) out of the system first.”
81 years
“I understood from specialist in the hospital that when I had a blood test before a
cataract operation they found I had leukaemia. No one told me! It was on the test
for going in for second operation 18 months later, that I was told I needed to see a
haematologist.” 85 years
“My daughter was told she had an ectopic pregnancy or stomach upset: hospital
discharged her. She had to go private and cancer was found on the X-ray.” 75 years
“If my doctor had not pushed the hospital the delay before the operation would have
been even longer.” 66 years
“Due to hospital losing blood test results, treatment was delayed until the cancer had
moved to the bones and become terminal.” 73 years
“Procedure undertaken at hospital – non-urgent, hence waiting time of 7 months.”
77 years
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4

The longest and most frequent delays were caused by General Practitioners:

“I would have liked to have received the results of the biopsy as soon as the doctor
received it but I was told to phone after 4 weeks. They had the result in 2 weeks.”
Age unknown
“The treatment was quick once I got to the hospital, but I saw three separate GPs for
8 months before I was sent to the hospital.” 67 years
“Wrongly treated for bleeding piles for about a year.” 80 years
“GP diagnosed sciatica and sent me to chiropractor which greatly increased the pain
I was in. Admitted right after seen.” 67 years
“Told a GP twice in the year 2000. Each time he advised, ‘Drink more water.’ In
May 2001, consulted another GP who referred me for a flow-test. (This resulted in
surgery).” 82 years
“GP failed to send to right consultant. As symptoms were getting worse, we elected to
use private insurance and got immediate diagnosis and operation. On re-occurrence,
4 years later, chemo treatment by NHS.” 65 years
“GP insisted it was piles for over a year.” 70 years
“The symptoms were misdiagnosed. Once identified as cancer, it was too late for
treatment.” 69 years

5

.......and dentists:

“Pre-operatively, never seen by GP, and dentist said, ‘No problem.’ Seen by 2 consultants
privately.” 69 years
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6

Sometimes the experience was good:

“Doctor recognised symptoms. Referred immediately.” 59 years
“Excellent speed and treatment by GPs and Princess Anne Hospital.” 74 years
“All treatment was very quickly seen to. Had wonderful nurses and doctors.” 69 years
“The whole experience was excellent from me finding the lump, GP, consultant, nurses
and recovery.” 75 years
“I have had 3 cancers and, once diagnosed, prompt action was taken by Southampton
Oncology Dept.” 69 years
“Screened – diagnosed – operated within 10 days (private hospital).” 73 years
“The GP was very thorough and so was the consultant. The mastectomy was done very
quickly. After-care was very good.” 73 years
7

Some experiences were heart-breaking:

“My husband cancelled the first two appointments I made for him with our GP as he
thought his symptoms were just ageing.” 73 years
“I took Dad to hospital for about a year. Then when the weight loss was very quick,
GP sent him for an X-ray that was done quickly.” 64 years
“Sent home from hospital twice because of snow – lack of beds and medical staff.” 80 years
“While we, my daughter and I, waited for my husband to come out of the cubicle he
was put into, they all went home because they forgot he was there.” 93 years
“My dear husband went to GP. I had to go back with him as he was unaware of
what was wrong. I had doctor out more than once. On one occasion I was told, ‘It
is Saturday’. I still have a note of apology from doctor. Must point out this was in
Andover.” 73 years
“No treatment given. My brother was afraid of the diagnosis. He was told that his
heart condition would kill him first. It didn’t.” 79 years
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3. Hospital treatment
3.1 W
 ho told you, as a patient, that the diagnosis was cancer?
N=225
180
160

157

Numbers of respondents
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Not
sure

GP

Registrar

Junior
doctor

There were 225 replies to this question. The majority, 69.8% (157/225), of respondents were
told by a consultant; 10.2% (23/225), were unsure; 10.2% (22/225) were told by a GP; 8.9%
(20/225) by a registrar; 1.3% (3/225) by a junior doctor. 280 people did not reply.
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3.2 H
 ow would you describe the person who told you the
diagnosis? N=470
180
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There were 470 descriptions of the people telling the patient the diagnosis of which 96.4%
(453/470) were favourable: honest, friendly, supportive, sympathetic, clear and patient and
3.6% (17/470) were unfavourable: awkward, confusing, embarrassed and evasive.
Other comments were: “thought I knew,” “just said it”, “professional”, “mentioned in passing
(by junior doctor)”, “straightforward”, “abrupt”, “There’s nothing that can be done.
Good-bye.”
Yes

No

No Reply

3.3 W
 as a friend or relative present?

149

71

71

3.4 Were the chances of recovery explained?

182

25

25

3.5 Were questions encouraged?

177

21

21
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3.6 What treatment was offered? N=294 treatments

Surgery

134

Radiotherapy

64

Chemotherapy

60

None

134

Implant

7

Other

5

0

50

100

150

There were 226 replies to this question. There were 294 treatments recorded, 72 respondents
having 2 or more different treatments. 59.3% (134/226) had undergone surgery; 28.3%
(64/226) had radiotherapy; 26.5% (60/226) had chemotherapy; 10.6% (24/226) had no
treatment; 3.1% (7/226) had implants. 289 people did not reply.
Other treatments were: “course of skin treatment”, “radiofrequency ablation”, “regular blood
transfusions”, “stent insertion”, “blood exchange”.

3.7 W
 hy was treatment not offered?
Health grounds (11); Frailty (4); Age (3)

3.8 W
 ho made the treatment decision?
Consultant (191); GP (7); Unspecified health professionals (6)

3.9 W
 ho else was involved?
You (106); Family (72); Carer (4); Other (2)
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3.10 W
 as treatment accepted by patient?
“Not accepted” (8)
“My mother refused pain medication as she was scared of being ‘put to sleep’.
She thought that is what happens in hospices”

3.11 R
 easons for non-acceptance

“Fear of admission” (4); other (4)
“He begged to come home. He eventually did.” “unlikely to be effective”
“beyond treatment” “diagnosis too late” “patient incapable of understanding”

3.12 W
 as treatment as in-patient or out-patient?
In-patient (56); out-patient (54); both (97)

3.13 Was treatment by NHS? (2.7)
NHS (196); private (14)

3.14 W
 as a specialist cancer nurse allocated?
Allocated (111); not allocated (93)

3.15/3.16 How would you rate your visit to hospital?

Rating

Visit as out-patient

Stay as in-patient

Good

119

98

Satisfactory

59

57

Poor

11

9

Did not answer question

326

351

Total

515

515
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3.17 Patient experience of treatment in hospital
Marks out of 10

No reply

1

2

Treated professionally

344

Cared for

350

1

In safe hands

354

1

Treated with dignity

350

Treated with respect

352

Compassionate

353

1

Treated as an individual

352

1

1

3

1

7

8

9

5

3

8

20

22 113

9.3

7

5

7

29

28

86

8.9

9

4

10

18

25

94

9.0

7

4

2

26

24

99

9.1

8

4

4

23

25

97

9.1

2

8

2

6

21

29

90

8.9

1

7

7

3

23

23

97

9.0

1
1
3

1

6

2

1

10

5

4

Average

On average, 351 people did not reply.
There were 164 replies on average in each category: there was little variation in the ratings
of the 7 categories of treatment, a score of 8.9 to 9.3, though there appears to be general
satisfaction in the replies.
Other comments were:
“once in cancer unit, good: poor in general ward” “[hospital] good: [hospice] none of these –
certainly not safe” “top marks for everyone except one surgeon”
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3.18a What are your general feelings about hospital treatment?
There were many positive responses and negative responses as well as mixed responses.
Positive replies
“Brilliant.” 80 years
“Medical treatment excellent.” 75 years
“Consultants in hospital have been superb.” 74 years
“I was treated superbly by a very close-knit team of professionals. This gave me
confidence and hope for the future.” 67 years
“Mum thought the specialist nurses at hospital were wonderful and patient.” 73 years
“Excellent care by all staff in the surgical ward for my post-operative care.” 81 years
“Very good in hospital. Could have been at home.” 83 years
“V good. Breast reconstruction at Salisbury.” 71 years
“Very good hospital treatment.” 74 years
“Hospital treatment very good. Didn’t have any need for drugs until on discharge
chemotherapy began.” 75 years
“Very good treatment and caring from doctors and staff at the hospital.” Age unknown
“Hospital treatment, good.” 71 years
“Ihave had good medical treatment when I have been in hospital and when I go for
infusion every 5 weeks specialist now every 3 months.” 85 years
“My hospital treatment could not have been better.” 80 years
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“My husband could not get treated anywhere better. He was looked after by all the
medical doctors, nurses, consultant.” Age unknown
“Explanation of risks involved.” Age unknown
“Initially – co-ordination between Hospital and Medical Practice.” 73 years
“My treatment was in two hospitals. In one, everything was of high standard, except
for poor access to loo. Excellent specialist nurse, surgeon inspired confidence.”
77 years
Negative replies
“Private hospital care very poor – had to make appointment to see Matron. Staff not
aware how to use vac pump.” 73 years
“Hospital care very poor.” 75 years
“I had to wash my husband in hospital using a hoist for the first time. Hygiene in
hospital poor.“ 80 years
“(Treatment) as an in-patient (4 times) was horrendous.” 73 years
“Hospital treatment was rushed.” 67 years
“My husband found it very noisy in the hospital.” 73 years
“Initially, not good: we were expected to cope.” 91 years
“Hospital treatment lacked respect; poor communication.” 69 years
“Lack of information at the hospital.” 70 years
“For the operation I was in a general ward so didn’t get any special care. Only when
transferred to breast cancer ward did I get more intense care. It took too long for
final results.” 67 years
“In hospital lacked support from the cancer support nurse.” 65 years
“Iand my family do not wish to go to that hospital again. They lost his glasses. They
were never found. From then on he.....” 93 years
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“My husband was admitted to hospital with thrombosis. He had complained of backache for about a week. Cancer was diagnosed within lungs. This all happened in 6
weeks in 1992. I can’t remember much detail. I felt very vulnerable and very much on
my own.” 73 years
“Didn’t like the assumption that first names were desirable.” Age unknown
“The operation was a little traumatic as the wound opened and I had to attend the
surgery for daily dressings. The radiotherapy treatment was very tiring due to waiting
for appointment and transport.” 73 years
“Hospital treatment was purely medical and all personal care, ie washing, shaving, oral
care etc. were done by me.” 73 years
Mixed replies
“Hospital treatment good, but, at times, patience was needed.” 79 years
“Very good when first diagnosed. Very bad when a secondary was diagnosed.” 73 years
“Very good. Treated with compassion and care at all times except on two occasions, a
hospital nurse very blunt, so I reported her.” 81 years
“Treatment was very good until the last operation when the urethra was removed.
Care was good but it was not spotted that the cancer had got into his hip-bone and
it was my insistence that something was wrong that got him re-admitted to hospital.
Sadly, he passed away 5 days later.” 62 years
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Hospital food
Fifteen respondents commented on the food in hospital; only one was positive:
“The hospital food was not very nice, so did not eat as I should.” 80 years
“After husband’s op. for colon cancer, unsuitable food was offered or go hungry!” 74 years
“Food not suitable for stomach surgery. Not given help to feed at breakfast. Lateness
in hospital in returning to bed. Inadequate family information provided.” 73 years
“Food was very poor.” 64, 65 & 75 years
“No food (meal) on two occasions due to being moved several times to different ward
from where ordered.” 80 years
“ Poor content and quality.” 67 years
“She didn’t think much of the food (21 years ago).” 65 years
“After removal of colon tumours, no dietary advice given. First meal offered was
salad!” 70 years
“Feeding difficult. Nurses had no time. We wanted to be there when diagnosed. Food
not available, very distressing.” 91 years
“Found it hard to give daughter anything to eat.” 75 years
“I cannot judge. He ate very little and I was offered nothing except an occasional
cup of tea” 79 years
“Food was OK .” 72 years
The Hospice
“Later care at hospice superb.” 91 years
“Hospital were unable to treat sickness caused by chemotherapy. They requested visit
from hospice doctor who changed drugs which was successful.” 80 years
“In the Hospice, they were more interested in the paper-work and planning than in
new patients. My husband arrived by ambulance after a fall that morning in the
hospital at 8.30 am and was left until 3.30 pm before a doctor could see him – then
sent back to the hospital for X-rays.” 81 years
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Home visits and treatment
“Treatment at home was excellent... “ 73 years
“She was so scared. I, as next-door neighbour, promised to look after her at home
so she did not have to go back to hospital. Her daughter-in-law came from London
every weekend to nurse her. Daughter-in-law had two teenage boys at school. She
was terrified and she was a brave lady. She had diarrhoea and told to clear it up
herself!” 66 years
“S.R. Nurses excellent; others fell short.” 62 years
“Have had 2 major operations and 2 chemo treatments and have not been referred
to a Macmillan nurse; have received no offer of emotional support at home since
diagnosis in 2008.” 66 years
Information
“ Dad died 3 weeks after I was told. We took the decision not to tell Dad. Dad never
came home after he went to hospital.” 64 years
“We were not told (who was involved in the decision). After some time, we were told
by a relative, that he had contracted a disease M.R.S.A.” 93 years
“I do remember that I was not given much info at home, eg diet etc.“ 75 years
“ Inadequate family information provided.” 73 years
“Information of waiting times, especially when consultant did not turn up at outpatients. I waited in corridor with three others for over an hour.” 73 years
“Not enough discussion.” 65 & 78 years
Counselling
“ For the Hodgkin’s, counselling was very bad. NHS Trust provided counselling” 69 years
“I cannot judge. He ate very little and had no comprehension of information or
counselling.” 79 years
“Accept any counselling offered - impress how helpful this is.” 65 & 67 years
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3.18 B A
 re you able to suggest any improvements eg food,
information, counselling?
Food
1 “Dietary information was not made available to me as carer of a patient without a
stomach. More diet information.” 67 years
2 “An all-encompassing pack of information for specific needs, ie vitamins required
and food to sustain energies.” 73 years
3 “Lack of choice when patient had difficulty eating. More information should be
available from ward rounds. Not offered: had to be asked.” 78 years
4 “Serious attention needs to be paid to cleanliness on ward and suitability of food.”
Age unknown
5 “It should be freshly cooked, not cooked miles away and then re-heated.” 76 years
6 “Food could be better and more appealing.” 60 years
7 “Old frail patients need help feeding.” 94 years
8 “Food definitely needs improving. I was in hospital for 9 days and hardly ate
anything. Being a diabetic caused trouble at times.” 79 years
9 “Improvements “ 87 years
10 “Better choice of food – don’t always want a proper meal.” 59 years
11 “The food was adequate, but there could have been more variety.” 77 years
12 “When patients are unable to feed themselves they should be assisted, instead of
nurses eating picked off food from patients’ plates as they passed.” 80 years

37

Information
1 “ A bit more info. would have been appreciated at the time of operation – it all
happened so quickly.” 81 years
2 “Could have done with more information and how to proceed afterwards.”
69, 76, 76 & 93 years
3 “Informing patients quickly of the results.” Age unknown
4 “Better information from consultant – had to rely on internet, eg Cancer UK, better
choice of operation, key-hole surgery did not remove all cancer.” 69 years
5 “Dietary information was not made available to me as carer of a patient without a
stomach. An all-encompassing pack of information for specific needs, ie vitamins
required and food to sustain energies was needed.” Age unknown
6 “Greater explanation (needed) on the chances of success between key-hole versus
open surgery.” Age unknown
7 “ Easy access to any information given without having to ask.” 67 years
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Counselling
1 “Professional counselling (I believe) is very important and should always be
available.” 79 years
2 “Sometimes felt as if on an assembly line. I think that counselling could have been
offered, particularly with radiotherapy problem. I was told what might happen but
was given no idea they could be there indefinitely.“ 65 years
Other improvements
1 “Better admission and discharge procedures” Age unknown
2 “Better consultation between various departments” 83 years
3 “More nursing care time.” 74 & 87 years
4 “Chemo. appointments in Outpatients took too long. Waiting-room always
overflowing. Perhaps, Appointments should be looked at.” 59 years
5 “Informing patients quickly of the results.” Age unknown
6 “Better attention to personal dignity.” 67 years
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Numbers of respondents

3.19 W
 ho made the decisions about future care at home? N=164
90
80
70
60
50
40
30
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15
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Other
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Don't
know

9

3

Social Physiotherapist
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There were 164 replies to this question: consultants were the biggest group 49.3% (81/164),
followed by GPs 17.0% (28/164); other unspecified professionals 17.0% (28/164); don’t know
9.1% (15/164); social worker 5.5% (9/164); physiotherapist 1.8% (3/164). 311 people did not reply.

3.20 H
 ospital discharge arrangements
Yes

No

No Reply

Was a Home from Hospital discharge pack offered?

71

76

368

Was a social worker allocated?

22

127

366

Was transport home provided?

30

128

357

Were enquiries made about support at home?

114

43

358

Availability of carer at home?

150

21

344

40

4. Medical support at home
Yes

No

No reply

4.1 Was medical support needed?

109

90

316

4.2 Were medical needs met?

121

10

384

4.3 W
 hat needs were not met?
“Problem with getting appointment at GPs for removal of stitches on date
specified by consultant.” 74 years
“More frequent care needed: not available.” 91 years
“Not enough time allocated – my sister and I had to travel to care for two weeks
and take time time off until our mother went into hospice.” 62 years
“How to treat my Mum at home - not shown how to do her medical needs.” 73 years
“Wife went home on a ‘Wait and see what happens’.” 66 years
“Problem to obtain carers.” 83 years
“Hospital to GP link – poor.“ 74 years
No reply

Community
nurse

GP

Hospital

4.4 W
 ho did you expect to
follow-up the medical
treatment?

382

33

57

42

4.5 Who

provided follow-up?

386

36

45

47

One respondent expected and received follow-up from a Macmillan nurse and another
respondent received follow up from the hospice.
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No reply

Yes

No

4.6 W
 ere you told what medical
support was available?

400

90

25

4.7 W
 as initial medication provided
by the hospital?

401

97

17

4.8 W
 as the purpose of the drugs
explained?

401

100

14

4.9 W
 ere possible side-effects
explained?

409

79

27

4.10 W
 ere there problems getting
medication?

399

4

112

4.11 W
 ere there problems taking
medication?

400

15

100

4.12 W
 as medical support?
Very good (42),

Good (45),

Adequate (16),

Poor (2)
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4.13 W
 hat were your general feelings about medical
support at home?
There were sixteen negative responses, covering lack of support and unfortunate
attitudes of medical professionals:
		
“Could have done with more at home.” 59 years
“No medical support at home except me.” Age unknown
“Medical support at home, none.” 71 years
“Nothing was offered.” 74 years
“None at home.” Age unknown
“Support at home non-existent and, as I am disabled, it was not easy.” Age unknown
“I wrote long letter at the time. I suffered at home through lack of support.” 65 years
“Private cancer care not completely covered. Problem to obtain carers.” 72 years
“Syringe-driver at home kept blocking – GP reluctant to come out, leaving husband for
hours with no medication.” 70 years
“Sufficient. Always in a rush.” 59 years
“At that time (1984), I felt that once diagnosed as incurable cancer, there was lack of
interest.” 79 years
“Impersonal.” 84 years
“Didn’t understand he was a paraplegic.” 72 years
“More consideration needed of psychological consequence of patient fearing death.“ 77 years
“I think there needs to be more compassion and understanding and less of the ‘You’re
the naughty patient/child’ attitude.” 82 years
“It was inevitable that health workers and care workers should be ever-present, so time for
being together of family was limited.” 78 years
“District nurses too large a group, so inconsistent care and knowledge. Had to push to
up visits. Returned home with bed sores that gradually got worse.” 78 years.
“Home support not required.” 74 years
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There were twenty-three very positive comments:
“Brilliant!” 80 years
“Excellent home support.” 85, 78 and 86 years Age unknown
“Home support and treatment very good.” 69 years
“Medical support at home very good.” 79 years
“Very good for my husband. I nursed him ‘til his death.” 78 years
“Very good and caring.“ 77 years
“Very good.” Age unknown, 81, 82, 89 and 71 years
“Support at home was great.” 73 years
“Home support good.” 76 years
“Good on the whole, once the routines were established.” 74 years
“Was looked after very well.” 76 years
“I felt all that was possible was done very well.” 99 years
“Very satisfied, felt that there was genuine concern about my individual case.” 76 years
“Could not have been better.” 68 years
“Medical support at home was much better (than hospital).” 69 years
“I had no worries and had phone numbers for questions and help.” 75 years
“By keeping on top of situation by constant challenging of the situation.” Age unknown
Six respondents were especially appreciative of individuals:
“Surgery did all they could so I would ring up for medication and collect it. They also
saw daughter-in-law at weekends to help her. They came to me on Christmas Day
(when she went into hospital) to check I was all right. They were terrific!” 66 years
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“GP is extremely good and approachable. Have no worries about using private health and
then getting support from local surgery.” 74 years
“Dermatology Dept. were (and still are) helpful and friendly.” 81 years
“Helpful and supportive at all times (other than contacting NHS Direct – lengthy
explanation to get emergency doctor).” 83 years
“Community nurses were great. I was involved in my treatment, but did develop a
haematoma half way through. Community nurse very good as she changed the
dressing.” 63 years
“Palliative Care Nurse good.” 79 years.
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4.14 If you are a cancer survivor or in remission, what has
helped you to come through?
Many comments were made and the answers are as shown in the following tables:
Knowledge Faith
4% 3%
Good fortune / luck
4%
Multiple reasons
5%

Family &
friends
24%

Early, swift diagnosis
6%
Miscellaneous
8%

Personal
qualities
20%

Treatment
10%
Support from
people
16%

Daughters
7%

Sons
7%

Spouses
40%

Friends
14%

Family
32%
1. Family and friends (28 comments)
“My family (daughter and family who live locally). I moved from my home town to
live with my daughter after being diagnosed with chronic lymphatic leukaemia
(2003).“ Age unknown
“My daughter’s perseverance.“ 95 years
“The support from my husband, two boys and close friends.” 63 years
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2. Personal qualities (20 comments)
Being positive (8):
“Positive attitude about getting life back.” 77 years
“A positive attitude from the start.” Age unknown
“The feeling that it was good to be alive.” 76 years
Being determined (6):
“My sheer bloody-mindedness in getting appointments at the surgery.” 84 years
“Being strong-minded and determined to improve and enjoy my life.” 75 years
“Determination to get better.” 62 years
Other qualities (6):
“Accepting the situation – following advice – medics did their best – I did as I was
told.” 87 years
“Keeping busy.” 80 years
“Perseverance.” 74 years
“Self belief.” 67, 69, 79 years
“Not feeling like a victim. Making my own decisions about post-operative care and
treatment.” Age unknown
“Will-power and the thought that I can still be useful to my family and community in my
voluntary work. Also being aware that some people are in a worse situation.” 73 years
3. Treatment (12 comments)
Speed and promptness (3) surgical skills (2)
“Cancer was malignant melanoma on back, which was removed.” 75 years
“The knowledge that, with a radical operation, my cancer could be cured without
further treatment.“ Age unknown
“The radiotherapy was just great.” 72 years
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4. Medical professionals (15 comments)
“People.” (6)
“Everyone was wonderful“ 72 years “skill and professionalism of hospital staff.“ 79 years
“My GP and cancer nurse. It is not a thing you can fight alone.” 67 years
“Consultant.“ 87 years
“Support” (4) “Check-ups” (5):
“Regular yearly check-ups with specialist for Bowen’s disease. Private health does not
pay for consultations after five years so I pay myself.” 74 years
“Bi-annual attendance at clinic. In recent years, closer relations between hospital
personnel and patients has developed. One feels that one can make contact at any
Time, if necessary.” 82 years
5. Early/quick diagnosis (7 comments )
“My cancer was diagnosed in an early stage. The tumour was destroyed and no further
treatment needed.” Age unknown
6. Multiple reasons (6 comments)
“Surgery, radiotherapy, PSA tests for 16 years, family, personal determination and the
care of the cancer support team and remaining positive.” 82 years
“Treatment, good friends and family support, Macmillan Nurse, Christian faith.” 73 years
“Good operation, good after care, good follow-up appointments, support of friends
and family, prayer.” 72 years
“Reasonably fit and healthy at onset, support of family, religious faith and supporting
prayer from many friends.” 75 years
“Excellent care. A strong faith. Family support. Positive thinking” 76 years
“Good wife, good GP and prayer.” 81 years
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7. Miscellaneous (7 comments)
“Breast cancer group at Southampton General Hospital at Macmillan Centre.” 71 years
“Joining an art class 4 days after removal of drain and joining a book club and lots of
good neighbours and friends.” 74 years
“Great care with diet and seeing consultant every 6-12 months for monitoring.” 89 years
“(Melanoma) Staying out of the sun.“ 74 years
“Hopefully, eating correct food and exercise every day and trying to keep as active as
possible, but finding most things a bit difficult because of pain etc.” Age unknown
“Other problems.” 91 years
“I have to look after my handicapped daughter and now look after my husband who
has bowel cancer, stoma, Parkinson’s and bladder problems.” 71 years
8. Luck or Good Fortune (5 comments)
“I feel I was lucky not to have a serious form of cancer – it was treatable.” 76 years
“The good fortune that my body reacted favourably to radiotherapy.” 78 years
9. Knowledge (5 comments)
“Being able to find information from the internet and to plug away, asking, asking
questions.” 69 years
“All questions answered.“ 79 years
“The knowledge of my cancer type and knowing that I would be looked after.“ 75 years
“Knowing that the cancer has been satisfactorily dealt with.” 77 years
10. Faith (4 mentions)
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4.15 W
 hat was your experience of further follow-up (appointments,
explanations, future programme, etc) ?
There were 12 very positive, general comments:
“Pretty good for about 11 years.” 89 years
“Excellent and am in remission of breast cancer at present.” 75 years
“Excellent.” 70 & 87 years “Just great.” 78 years “Very good.” 72 years
“Superb!” 90 years
“The follow-up for my Mum was very good at the hospital.” 73 years
“Good from Basingstoke (they are specialists for my condition, pseudo myxoma
peritonei).” Age unknown
“Good all round support.” 88 years
“Very satisfactory.” 75 years
“Good monitoring as out-patient for 3 years – fully recovered.” 68 years
Five respondents complimented particular individuals or groups:
“My husband was looked after by the navy at Haslar for more than 10 years. He
completely recovered.” 78 years
“Positive support from medical staff and at home.” 78 years
“Regular contact with hospital staff supportline.” 66 years
“The fact that diagnosis was speedy as was the key-hole surgery and the surgeon
was 100% certain that every part of my body was clear of cancer and no further
medication was necessary.” 87 years
“Very good helpful oncology nurse.” 87 years
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Seven respondents commented on their experience of communication:
“We were kept well-informed.” 81 years
“Appointments and explanations good.” 76 years
“I feel I don’t get clear information about my condition and the extreme fatigue I
suffer. But I do have the specialist sister to go to and the Macmillan Centre.” 85 years
“OK but needed regular prompts to get an understanding of each situation eg after 3
or 4 chemo treatments.” 81 years
“I cannot fault any professional people with my care and even now can still phone the
cancer nurses with questions I need answering.” 63 years
“Cancer Nurse explained everything.” 76 years
“A lot of information was held back from my Mum and Dad. They did not understand.
This was in 1990-1994 when Mum died. I hope it is better now.” 70 years
Twenty respondents were very appreciative of regular check-ups and
follow-up appointments:
“None regarding skin cancer except a few minutes check and talk with specialist
assistant at hospital every 6 months.” 81 years
“I still attend the hospital for check-ups at which I can still talk about any problems ie
pain, I am having which is then checked out.” 72 years
“Had regular check-ups for six months after going into into remission.” 87 years
“PSA tests carried out 6-monthly. No further treatment needed since 2003.” 74 years
“All the cancer tissue until May; similarly appointments for radio therapy and hormone
therapy.” 89 years
“V good. On-going medicals for 5 years. Out-patient appointments annually.” 71 years
“Regular contact with hospital, we are always advised to make appointments if my
husband or I (carer) have concerns.” 73 years

51

“Annual appointment at my own expense as this gives both me and wife reassurance.
Private health only pays for five years.” 74 years
“I had 5 yearly check-ups.” 62 years
“Really good, still on-going with check-ups but positive.” 76 years
“Follow-up appointment with consultant good.” 73 years
“All good. Future appointment given. Able to contact specialist nurse if needed.” 76 years
“Usually lucid regular appointments – family and friends helping with transport.” 75 years
“Regular follow-up appointments (cancer of bladder). 5 further admissions (mostly
day-surgery).” 76 years
“Follow-up appointments still going on. All very good.” 89 years
“All went extremely well and follow-up appointments made.” 85 years
“Follow-up appointments for a few years.” 78 years
“Follow-up every year - once a year.” 70 years
“Every 3 months for 3 years. Now every 12 months.” 74 years
“Some appointments needed chasing up but generally things were fine.” 73 years
There were six negative comments about follow-up appointments:
“Too long between appointments eg operation in January but consultant did not
admit to not getting all the cancer tissue until May; similarly appointments for
radiotherapy and hormone therapy” 69 years
“My follow-up appointment was cancelled and an appointment 4 months later given.
I had some problem from radiotherapy, so had to obtain advice from oncology nurse
who arranged an appointment with radiotherapy doctor.” 73 years
“Last appointments have been postponed three times.” 76 years
“No follow-up.” 76 years
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“Very limited follow-up. (Private hospital).” 73 years
“Not very re-assuring – cancellations.” 80 years
Eleven respondents reported miscellaneous problems, which included
long waiting times (3), excessive parking fees (1), doctor difficulties (5)
“Waiting times at out-patients too long for elderly lady in wheel chair.” 73 years
“Took too long – waiting time.” 59 years
“Long waits at the clinic.“ 67 years
“Mainly good, but some had long distances to travel and relied on friends, etc to take
them. Also, car parking fees are a disgrace.” 71 years
“Good but sometimes difficult to contact GP.” 69 years
“I never saw same doctor, consultant, surgeon twice.” 85 years
“Reluctance to take on a patient who had been operated on at another hospital.
Eventually taken on by a consultant friend of a GP. Had to push for further
colonoscopies. No automatic follow-up.” 77 years
“Initially fine, but when transferred to a different consultant, not so good. Didn’t seem
to like me making my own decisions. Declined further surgery and radiotherapy due
to not having support at home.” Age unknown
“While filling this form out, I began to realise that my husband’s death from cancer
of the bowel and liver was probably too long ago to count. He died in July 1988.
However, I’ll send it in and you can dispose of it if necessary. As you can read, I still
feel angry at the late diagnosis and lack of help from the GP and hospital.” 70 years
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5. Practical support at home
5.1 Are you or were you the cancer patient?

114

5.2 If so, did you have anyone to look after you?

99

5.3 Did you or do you look after the patient?

82

5.4 If so, was your care as a

2
37
3
82
1

• Friend?
• Relative?
• Paid carer?
• Spouse/partner?
• Health professional?

5.5 Practical support associated with cancer care

Rating of support services

How would you rate the support services you used on a scale of 1-5?
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Only 21 respondents rated the support services. This graph shows that, for the few who
completed this question, there was general satisfaction for many of the services. The Home
Library Service, lunch clubs and pet care were of particular value to some respondents, while
home helps and meals-on-wheels did not fare as well.
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What practical support services were you aware of?
39
39

Disability Aids
Blue Badge
Adaptations
Benefit Advice
Counselling
Good Neighbours
Physiotherapy
Paid Carer
Response Team
Transport
Meals-on-Wheels
Life Line
Exercise
Home Help
Rehabilitation
Lunch Club
Handyperson
Home Library Service
Falls
Gardening
Cooking
Pet Care
Befriending

31
25
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20
19
19
19
19
18
12
12
12
8
8
7
7
6
6

5

10

15

20

25

30

35

40

45

Practical support services
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% Males
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% Couples

75 respondents answered this question. 39 respondents were aware of disability aids and Blue
Badges and 31 were aware of adaptations. Only 6 respondents were aware of the pet care and
befriending services.
These numbers are not statistically significant and further analysis by gender and household
size shows no significant difference between the groups
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What practical support services were you offered?
20

Disability Aids
Adaptations
Blue Badge
Benefit Advice
Transport
Physiotherapy
Response Team
Counselling
Paid Carer
Exercise
Meals-on-Wheels
Life Line
Falls
Cooking
Pet Care
Lunch Club
Good Neighbours
Befriending
Home Library Service
Home Help
Handyperson
Rehabilitation
Gardening

17
15
15
11
11
9
9
8
7
5
5
5
4
3
3
3
3
2
2
2
1
0

5

10

15

20

25

Practical support services

0
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% Males

% Singles

% Couples

There were 82 replies to this question. 20 respondents were offered disability aids and 17
Disability adaptations. One respondent was offered rehabilitation and none was offered gardening.
These numbers are not statistically significant. However, further analysis by gender and
household size appears to show a marked difference in the numbers of services offered to the
groups. Females and single people were offered more services than were males and couples.
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What practical support services were used?
25

Blue Badge
Disability Aids
Adaptations
Benefit Advice
Transport
Physiotherapy
Response Team
Paid Carer
Life Line
Counselling
Exercise
Falls
Cooking
Pet Care
Home Help
Good Neighbours
Meals-on-Wheels
Lunch Club
Handyperson
Befriending
Rehabilitation
Home Library Service
Gardening

19
16
16
11
10
8
7
7
6
5
4
4
3
3
3
2
2
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2
1
1
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There were 49 replies to this question. 25 respondents were Blue Badge holders and 19 had
disability aids. Only one person used rehabilitation and the Home Library Service and none used gardening.
These numbers are not statistically significant. However, further analysis by gender and
household size appears to show a marked difference in the numbers of services used by the
groups. Females and single people used more services than males and couples.
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5.6 Who was this support co-ordinated by? N=105

50

47
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1

Agency

Myself

0
Family

No one

Other

Social
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Charity

There were 105 replies to this question: Most support, 44.8% (47/105) came from family,
there was no co-ordination in 31.5% (30/105), social workers provided co-ordination in 10.5%
(11/105). Other help came from: charity (3), Macmillan Cancer Support (3), GP (2), community
nurses (2), and 1 each of the following: wife, husband, cancer nurse, Wessex Cancer Trust,
hospital, hospice workers and HCC. 410 people did not reply.

5.7 W
 ould you have liked a directory of support?
Yes 82

No 44

No reply 389
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6. End of life care
6.1 In the final stages of the illness, where was the patient? N=89

38

Numbers of respondents

40
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5
At home
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1
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relatives

Rest/Nursing
Home

There were 89 replies to this question. Of those, the majority, 42.7% (38/89), died at home;
29.2 (26/89) died in hospital; 21.3% (19/89) died in a hospice; 5.6% (5/89) died with relatives
and 1.1% (1/89) in a home.

6.2 If the patient was admitted to a hospice, what was the length
of stay until the patient died?
Average stay 3 weeks and 2 days

Numbers of respondents

6.3 W
 hich people contributed to the end of life care generally?
N=179
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Patients received support from relatives: 44.2% (34/77); GP 36.4% (28/77); Macmillan or
Marie Curie Nurses 35.1% (27/77); community nurse 32.5% (25/77). Support was given
by a physiotherapist in 2.6% (2/77) of cases. Other support came from: “a very kind young
houseman”, “no support was given”, “hospice staff”, “Princess Mountbatten”, “Iain Rennie
nurse”, “ward staff”, “hospice staff were delightful and helpful”.

6.4 W
 as the care by professionals?
Very good 34

Good 30

Satisfactory 10

Poor 3

6.5 W
 ere you told of the likely outcome?
Yes 71

No 4

6.6 If the patient died at home, did you understand what to do?
Yes 37

No 3
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6.4 How did you find the care of professionals?
There were positive comments about care in hospital:
“Excellent service provided by all.” 65 years
“The hospital staff were very caring. Family could visit any time. Even after oncology
appointment, I was given the best. They made you feel that you were important.”
63 years
“Very good. Mainly in intensive care. Ian Rennie nurses superb.” 65 years
“Keeping appointments on time and giving early advice on likely changes in patient
condition.” 81 years
Five respondents made negative comments and one was mixed:
“Partner had bone cancer – hip bone replacement – chemotherapy for bone, lung and
brain cancer. Poor communication. Lack of respect for me as carer because I was not
blood relative or married to my partner.” 69 years
“Medicine left on the table – he did not know how, when or what he should do with
it.” 81 years
“Varied. Insistence on shaving patient who was near to death. Separate ward
provided. Very little information relayed to next of kin.” 77 years
“Rang bell to go to toilet. No-one came. Tried to get out of bed and fell. Had to crawl
into corridor to find some-one.” 79 years
“There was a shortage of staff so care was limited.” 73 years
“My husband after a short illness and going in for tests was diagnosed with bladder
cancer and that treatment would not work (cancer 10 years old). Except for my
diagnosis at the surgery when we repeatedly took water samples, gave anti-biotics.
Got worse and after repeated phone calls was fast-tracked to hospital for cystoscopy
and the test done. He had to go back into hospital the next day and stayed in for two
weeks.” 85 years
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“Varied: some were excellent; some just doing their jobs so no extra effort/care.” 78 years
There were positive comments on care at home:
“Everyone who cared for my husband at home was kind, compassionate and
professional. Assistance by nurse with day-to-day bed care.” 75 years
“NHS Response Unit sent. Very good. Carers to wash and dress him. Occupational
Therapist got us various grips and a stair lift.” 73 years
Seven respondents made comments about the care of professionals at the time of death:
“My mum was not bedded for 2 days before she died. She died on a day ward. There
was no bed for her.” 70 years
“Social Worker wanted to help more but was gently refused.” 66 years
“Kept pain-free and comfortable at the end.” 62 years
“Don’t want to write a book. I feel so poorly today. The light went out of my life
2005.” 93 years
“I dressed the breast and did everything to make her comfortable. Nurse came in once
a week. The last two weeks I did have someone to sit up with her all night and cancer
nurse came in every day to give injections.” 83 years
“We had good support from Community Nurse and a very good Marie Curie nurse.” 73 years
“Difficult, as patient would not accept help. Support for rest of family could have been
better.” 73 years
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6.7 What support were you offered, eg bereavement counselling?
Most of the support was offered by the hospice and it was group counselling or
one-to-one.
Three respondents commented on group counselling:
“Not on one-to-one basis. Offered attendance to seminars.” 69 years
“After 3 months – at the Hospice – very good self-help group.” 81 years
“I went for group bereavement counselling at the hospice but it was dominated by
one person and I didn’t go any more. Later, at home, I had counselling one-to-one by
a cancer sufferer, but he committed suicide.” 72 years
Four respondents commented positively on one-to-one counselling and two negatively.
“Social worker from the hospice.” 65 years
“Excellent help and care – almost one-to-one basis at hospice. My wife and I were
telephoned at 1 am (by Hospice) to say that my wife’s sister was on the point of
dying. She died shortly after and we were given tea by her bedside.” 85 years
“The hospice counsellor gave good support during the time my husband was ill or in
the hospice and after he died.” 85 years.
“Had counselling from hospice.” 79 years
“A lady came to see me twice from hospital. I made a request not to see her ever
again. To me she was like a wet week. I am sorry to say this. I am in my 92nd year. It
all comes out. My writing is awful like me.” 93 years
“I met at hospice one other widow who talked incessantly about seeing husband
several times a day and when and where he appeared, like an apparition.”
Age unknown
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Respondents commented specifically on bereavement counselling
“I was offered bereavement counselling but didn’t accept until 12 months after my
husband’s death.” 73 years
“I had bereavement counselling: very good.” 75 years
“Bereavement counselling was offered by the hospital.” 73 years
“Bereavement counselling not required as full family and friends support.” 83 years
”As far as I am aware, counselling was not offered.” 71 years
Seven respondents made miscellaneous comments on support that was offered:
“Nurse came on Christmas Day to check I was all right. Not needed as husband had
been very supportive.” 66 years
“Help for me at home – as a follow-up from Registrar of wife’s death.” 86 years
“Friends helped, tho’ especially with practical issues eg form-filling and letting
agencies know such as pensions office etc.” 71 years
“Delay in advising when death certificate was available causing extra anguish to my
spouse and family needing time off work to collect.” 83 years
“From the church and social worker.” 85 years
“None. No explanation of patient’s condition and needs. No consideration of transfer
to hospice or home.” 77 years
“After an initial period in a hospice, NHS carers were provided for 6 weeks. On
the whole the standard was good. Then a private firm took over and standards
dropped.” 78 years
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6.8 Please specify any unmet needs, if applicable
1. Early diagnosis:
“We could have done with an early diagnosis and without the fight to get my husband
into hospital.” 73 years
“I have three friends currently suffering from terminal cancer. All appear to be receiving
first-class NHS treatment and hospice care. Fortunately none of my family have been
afflicted, but I am well-aware of the consequences, treatment and support available.
Early testing/screening is the key. Education/information is often not wanted by a
patient. It can sometimes be a blessing to be oblivious of the inevitable end. Live and
love.” 72 years
2. GPs:
“Dad was in great pain from his hip. It transpired the cancer had spread to the bones,
but no-one picked this up. The GP came and said it was arthritis.” 82 years
“I thought the GPs were very slow in not sending my husband for tests earlier. However,
the outcome would have been the same.” 85 years
“I feel that the GP did not look at the wider picture and missed the cancer. If we had
not gone private, my husband would have died 5 years earlier.” 65 years
“All this was in 1950s - I expect it is a lot different now. It was at the time of a flu
epidemic. I didn’t ever see a doctor. The script was put on the notes for us to pick up.
The doctor called after my mother had died.” 85 years
3. Breaking the news:
“I was very upset that my husband was told by a doctor that he had lung cancer and
that radiotherapy would ease his pain. Nearly twenty years later this still upsets me.
He lied when he told me. Then a doctor came and told me. He was alone!!“ 73 years
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4. Who makes the decision (about treatment)?
“Decisions were made for my partner by relatives eg sister-in-law without consultation
of my partner and me eg chemotherapy resulted in loss of all hair and personal
dignity.” 69 years
5. Information:
“Hospital – she was terrified and not given much information. She was fit and stout,
but not told she would not be able to eat. She starved to death in front of my eyes.”
66 years
“No explanation of how Dad could go downhill so quickly – just a few days with pain
in his hip. Then he just went off and became so poorly. Our local chemist actually
explained that the bone tumour would have been rapidly growing and calcium in the
body caused the sudden deterioration.” 62 years
“I could have been made more aware of haematoma - what to expect.” 63 years
6. Support:
“Support, information, more compassion. (Some were OK, but I remember one pushing
Mum to her limit to prove she was fit to go home for 2 weeks). Everyone needs to put
themselves in cancer sufferer’s shoes and feel empathy. It’s not the way to die.” 62 years
“Please send directory of support to us (address provided). My husband still has
pancreatic cancer (termInal) and has had two operations to relieve the symptoms and
is still with us after 15 months of diagnosis.” 76 years
“Did feel at the time (13 years ago) that there was a policy of “One size fits all” but no
doubt due to pressure of numbers.” Age unknown
“Help needed on 24-hour basis but offered from 9-12 on weekdays.” 69 years
“It was very hard for me at home during the time of his illness. Because of my illness, we
were give carers by social services and then a night sister from the hospice.” 85 years
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“Good help was provided to both my wife and myself.” 86 years
“Support meeting once a month for 1 year.” 75 years
7. After care:
“My Mum was looked after as an out-patient for 20 years at the hospital and she lived
to a good age.” Age unknown
“My sister felt that periodic examinations after the breast cancer could have been
more than physical examination – blood tests, for example.” 78 years
“The care workers we had looked into having to assist, but did not start, as my spouse
had passed away before this took place. We informed the care people. For 1 week,
we had carers calling each day: this was very distressing. Communication was poor:
the carers were not informed until we did. VERY POOR SERVICE/CARE.” 78 years
“The patient and supporting family or carers can do much for themselves by providing
consistent follow-up accurate details.” 81 years
8. Family problems:
“Couldn’t be with my mother all the time, as she lived in Nottingham and I lived with
my husband and two very young children. The children were 1 year and 2½ years old.”
82 years
“It was difficult, as my sister lived alone for her daughters and myself to give the
24-hour-a-day presence that she needed.” 78 years
9. Deaths:
“My father died with dignity (at home).” 69 years
“My mother was 95 years old, so could not be operated on.” 83 years
“My wife died in hospital Feb 2002 from renal failure, although a contributory cause
was cancer of the ovaries.” 80 years
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“A very sad time. My husband passed away in 1993.” 73 years
“She was a lovely lady and faced it all very bravely. She never complained.” 66 years
“This was a long time ago and I will never forget it happening as my wife was only 54
years and had been very fit and healthy. We also lived a healthy life, not drinking etc
and she was very clean-living.” 82 years
“First stroke 1979 detected blood problem – decline over 2-3 years and further ministrokes resulted in further investigation around 1996 – diagnosis myeloma died
2002.” 83 years
“My husband had back-ache for 2 months. He had a bone scan which showed “hotspots” and went on a waiting-list of 9 months for an MRI scan. While waiting, he
went to a chiropractor who made no difference so he went to see a rheumatologist
privately. He was admitted, diagnosed with cancer of the pancreas and was dead in 3
weeks.” 72 years
“Dying in hospital is not to be recommended. Much more support for patients is
required. Staff cannot cope with dying.” 77 years
“Very distressing time.” 91 years
10. Support after death:
“Lack of support after the event of the loss of spouse. No after care or phone calls to
see if coping.” 78 years
“I did ask for help from Social Services during the last few weeks of Dad’s life. They
rang the morning he died to say he was not ill enough for any help! This was in 2002.
Has it improved?“ Age unknown
“I have not completed form as my husband had cancer 43 years ago and no one talked
about the big C. No support or help in those days. My bad experiences were too long
ago to be relevant, but I wish I had had support at 31 years old.” 75 years
“When patients are dying, every consideration should be given - not just forgotten
about.” 87 years
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“My mother was diagnosed in 1989. She died in 1994. I am sure that we understand
more about cancer and care now. We were left just to cope.” 70 years
“Offered - didn’t accept.” 76 years
11. Survival:
“Still alive and going strong 29 years later. Will be 95 this year, a testament to
treatment received.” 95 years
“I believe it is under control. I have an excellent doctor who gives quarterly attention.”
81 years
“I have had breast cancer, but have been given my ten year all-clear.” 73 years
“My operation in 1993 was followed by further operation in 1995, resulting in
permanent ileostomy.” 85 years
“I’ve survived and grateful to all nurses and staff and NHS.” 76 years
“Once it happened I was treated well by all staff and never had any problem. I was
scared, but all ambulance, A & E consultants, nurses were there for me, never just a
number.” 63 years
“This was a 1960s’s situation and I am sure has considerably improved since then
My treatment for skin carcinomas was excellent and I appreciate was hardly severe
enough to be considered in this questionnaire.” 75 years
“Luck, attitude of mind, early diagnosis.” 72 years
“Friends and neighbours are a great help.” 71 years
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Interviews
“You’ve got to fit in with their own rules
to get an appointment.”
“For a number of years I have been getting up in the night like many older people do to go
for a pee, so I went across to my GP and he tried the usual manual test for prostate cancer,
and again, over a period of a year, and he found nothing. Meanwhile, I was still showing these
symptoms and I had the PSA test and that was sort of average and then he sent me down to
the St Julian Clinic down in Bitterne and they tried some urinating tests and that was pretty
inconclusive as well.
Eventually, he said to me ‘Well. We’d better refer you for a biopsy.’ I was referred for a biopsy
in November 2009 and we went to see the consultant on the basis of the biopsy and the
biopsy said I had a Gleason scale 8 (aggressively malignant) prostate cancer and I had had it
probably for about 5 years. That was a bit of a blow. I think they could have gone for a biopsy
sooner. That was the beginning of December.
At the beginning they said, ‘What do you want to do: operation, remove it or go for
radiotherapy? Or what to go for: hormone therapy, x-ray therapy at the beginning?’ I said
you’ve got to start by removing as much of it as you can and then you can think about the
follow-up situation. I had an operation in January 2010 and that was a key-hole surgery
operation. It turned out, when we saw the guy in May - which is too long in my opinion, that
he hadn’t got it all. I think they had the knowledge in that time that they hadn’t got it all.
They hadn’t got it and the chap said, ‘Well. We’ll go for radiotherapy.’
My partner and I then went on one of our touring holidays, as we do, and when we came
back my PSA had gone up quite dramatically. We jumped up and down a bit then and I had
radiotherapy. After a period of time, you know about 7 weeks of this stuff, I had a PSA test
and it was about 1.4. It had come down from 2.7 to 1.4. The consultant said, ‘Ah! Bully
for you, it’s come down.’ He signed me off from a face-to-face consultation, which was
discrimination. Every time I saw him, he was very off-hand really. He was casual, very abrupt
and very hard. It’s only this last time that we’ve begun to make him laugh. He wouldn’t answer
questions very well, he didn’t offer explanations, he didn’t question me at all.
We didn’t ask him the crunch question, ‘What would he do if I were his brother, his father,
his son or his grandson?’ We didn’t ask him that question I don’t think. I had a mind to ask
him at some stage when we got really ratty. Being a good scientist, you see, all the time I was
being treated I was plotting a graph of my PSA results. I was going to the GP surgery every
month and having a test and plotting the result, so I could see what was happening and I had
the evidence to go to my oncologist or radiologist consultant and say, ‘Look! Things are going
wrong. What are you going to do about it?’
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Well, we’ve looked on the internet and printed out things and, when I was being treated,
there was a nursing group which provided me with a kind of bottle to go on my leg and
support for that kind of thing, but it only supplied me with the parts. I had to do the work
myself. We didn’t have anything from Social Services at all. At the same time a friend of mine
showed me an article about herbal therapy to do with asparagus and we’ve been working on
those two things.
My partner is not married to me, she is not my next of kin and so forth and it’s been an uphill
struggle for her to be taken seriously with her asking questions and so forth over her title.
The NHS Appointments Clerk says, ‘Are you next of kin? Are you related to him?’ and she
says, ‘No’ and they say, ‘Off you go. We only deal with next of kin.’ Next of kin seems to be
the criterion, where, in fact, it is practical carer that should be…… I think the rules have been
rigidly kept to. She and I would pick up that particular thing. Next of kin rule is a starting point,
but it shouldn’t be the exclusion point.
There are periods of time between the various treatments being offered which were quite long.
I mean the operation from January to May. They must have known that they’d not got it out.
Why did they make me wait until May? And the answer to that is partly, not the surgeon, but
it’s the appointments system within the NHS. They think a doctor is God but the Appointments
Clerk is Super-god. You have got to fit in with their own rules to get an appointment.
Fortunately, my partner had worked for the NHS and she knew some backroads, so we took
the back roads. She worked in Child Protection, with the courts and the police and various
high-up bodies she knew how to get round. She knew how to confront the appointments
structure, confront the surgeon, confront the secretary…”
Charles’s story... Age 69
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“Even though a partner for eighteen years, I was just
brushed aside...”
“My partner developed a pain in her leg in the autumn of 2004. We went, and we went, and
we went to the GP, and we got stronger, and stronger, and stronger pain-killers over the period
of 3-4 months. We were sure there was something more serious than just having a pain-killer,
because nothing happened.
Eventually, we persuaded the GP to send my partner for an X-ray. Of course, the X-ray showed
a hot-spot of bone cancer, immediately. They jumped about very fast then, but when the
operations had taken place to remove the bone cancer, have a hip replacement and a femur
replacement, which was successful, after that there was a kind of team meeting. There was
her daughter, her daughter’s husband, me and her and the consultant and really, as a just plain
partner, even though a partner for eighteen years, I was just brushed aside.
So the voting went: the daughter; the son-in-law and the surgeon in favour of chemotherapy
against me and my partner. I abstained because she didn’t know what was happening. She
had chemotherapy but they did not explain that the first thing that happened would be that
she would lose all her hair.
My partner had lovely hair and it was her pride, her personal dignity that was her. They didn’t
explain that was going to happen and it happened and it was debilitating and degrading and
she visibly lost heart. In that situation as to what to do, she just shed and moulted. She washed
her hair in the bathroom, in the basin, and it just came away. She didn’t realise immediately
what had done it. I had to tell her that it was the chemotherapy that had done it. We were
going for chemotherapy and it was taking all day, from 9 in the morning and coming out at
6 at night. It was really a serious day’s work.
A lot more serious point in that the GP said, ‘Well, try some steroids.’ She tried them and there
was an instant boost in her health and wellbeing and whatever else. Then we went to see the
consultant on a regular basis and he says, ‘What are you doing, taking steroids? My book says
taking steroids will kill you. The cancer will kill you.’ He took away the steroids and there was
immediate …The GP heard about it and he was …. … The GP put her back on steroids and the
consultant took them away again, and at that point things went seriously wrong. My partner
couldn’t get back her wellbeing and she had one day in the hospice at the very, very end and
died. But I’d looked after her, personally, here for the whole year.
On the very last morning, it was very, very serious and I thought I should call the doctor and
she said, ‘Well, it’s hours or minutes, in which case we ought to take her to the hospice,’
because she wasn’t knowing about it. At that time she was …. You don’t know what to do at
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times like that and that particular GP, the head of the practice, I forget her name but she was a
very lovely lady, I trusted her to do the best. It might have been very, very messy dying at home
and undignified and my partner might have half recovered and she knew the hospice.
The primary they found, eventually, was a very small cancer in the lung and this cancer then
spewed the cancer into the brain. But they were pretty slow in finding the malignant thing
there and whatever else.”
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“If I hadn’t had my wife’s nursing contacts,
I don’t know what would have happened.”
Husband: “Well, I originally had problems going to the loo, my bowels, and I went and
saw my GP who wasn’t that helpful. I had three things really: I’d had diarrhoea, a bit
of constipation and I had this urge to go, but not being able to go when you got to
the loo. I was basically blocked up really.”
Wife: “The first time you went to see your GP with those symptoms he then referred you to a
clinic which, say you went to him in the June / July, he referred you to see someone at a clinic,
a consultant, but your appointment didn’t come through to about the end of September.
I felt, as a nurse, I felt that was wrong. I was able to talk to someone who I work with and he
booked my husband in very quickly and then he took him straight to theatre. He was just on
the verge of being obstructed with this bowel cancer.”
Husband: “If I hadn’t had my wife’s nursing contacts, well, I don’t know what would
have happened, because I was waiting until September for an appointment. So bad
news really.”
Wife: “I spoke to the consultant at work who said, ‘Suspected cancer patients should be seen,
a two-week referral.’ “
Husband: “The first operation was taking the bottom bit of the bowel out and sewing
it back together, so there’s no colostomy.”
Wife: “Then within six months, you started to develop other problems lower in your bowel
and you went to the GP and he said it was piles, which, for someone who had bowel cancer
diagnosed, rightly, we should have gone back to the consultant. We should have, but the GP
diagnosed you with piles which he gave you some cream for and then, just by chance, you were
going back for your yearly appointment with the consultant at the hospital, who then had him
in, to do an examination under anesthetic and he found that you had a recurrence. They took
him back in, found he had a recurrence of the cancer in his bottom and did lots of tests, PET
scans, lots of scans and did an abdominal resection of the colon with a colostomy, which he has
now, a permanent one. He was in a surgical ward, and instead of being out in the main area,
where all the nurses were, he was put in a little side ward with very little attention at all. In fact,
one of the nurses I asked to lift him up said she couldn’t lift him because she was pregnant and
she couldn’t even find anyone to do it. I wasn’t expecting her to do it, but I was expecting help.
Within about six or seven months, after having the bigger operation and having the colostomy
established, he then had six months of chemotherapy because he had lymph node involvement
at that time. He’s had six months of chemotherapy, which finished June last year, so that was
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last year, that was six months finished, and then, by October last year, my husband had some
more recurrence in the lymph nodes and they haven’t done any surgery for that. He’s now just
completed another six months of chemotherapy.”
Husband: “I had all this green bile came up and it was meant to be drained off, but
because I was in this side ward, the staff weren’t too interested in me and it was
meant to be done every hour at set times and, of course, nobody came and I kept
spewing up all this green bile all over me, which meant they then had to come and,
change the whole bed, whereas if they’d come and drained it off properly, I wouldn’t
have had that. That was really bad care, that was, without a doubt.
The other thing I can tell you about eating was that there was an old gentleman
opposite me, who wasn’t quite with it, if you like, and they hand out these recipe /
menu sheets and because he wasn’t with it he didn’t fill them in and instead of the
nurse coming along and saying, ‘Now Mr Jones what would you like for breakfast?
What would you like for lunch? What would you like for evening meal?’, they just
collected it up and so, in the end, he had hardly anything to eat all the time he was in
there. They would come round when the meal was being dished up and say, ‘Oh, you
didn’t order anything, Mr Jones. Would you like a sandwich? I’ll see if I can get you a
sandwich.” I felt ever so sorry for him. Again, bad care. There’s no other word for it. I
mean, you’d have thought that they’d ensure that everybody had something to eat.”
Wife: “Well, after the second operation, he came back with a ready-vac drain which was draining
lymph from his groin, and the bottles need to be changed every day. I didn’t really get support
from the hospital saying where I should get those bottles from, except that I should obtain them
from the district nurse or they could supply them, which they did initially. District nurses said
they weren’t able to get them, so I had to keep going back to the ward to get new bottles to
change. I worked it out that I used to collect them on my way back from work at Winchester. I
went up to the ward and got grief every time I went to collect them, because they said it wasn’t
their responsibility to give me the bottles, that it was the district nurse’s responsibility to provide
them. Instead of actually contacting the district nurses for the first few weeks, every time I went
I got grief about collecting these bottles. I needed to collect one for every day because his drain
drained 500 ml of lymph every day so it had to be changed because that is the capacity of the
bottles. So he had the drain in for six weeks, so for six weeks I had grief every time I went to the
ward, except if a ward clerk saw me and then she would quickly go and find me some without
having to have a confrontation with the nurses. I mean, to the last week I went, my husband
will say, I was crying because I just couldn’t face going and I had grief particularly from a care
assistant, who should have never given me grief to start with, because she’s not a trained nurse,
and it was an awful experience which really shouldn’t have happened.”
John and Judy’s story... Ages 66 and 71
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“I thought to myself, ‘Well, this isn’t right!’”
“It started off that I was losing weight daily for about a good month, a pound a day in weight,
so I thought to myself, ‘Well, this isn’t right!’ so I went to my doctor. It was very easy to get an
appointment and my doctor sent me to Winchester. I had a scan there and a tube put down
my throat, fluid put into my stomach and a photograph taken after that. I presume it was a
barium meal because they took a photograph and the photograph said it was cancer in the
gullet behind the….stomach, it was about here, at the back, what would you call it, between
the lungs I should think.
I’m going by the operation and, of course, as soon as doctor saw this photograph, which I had
to take back the same day, she got immediately on to the consultant. I saw him. I was rushed
into the hospital. I went in on the Thursday, operated on, on the Friday. As quick as that and
it’s a very serious operation I had. I wasn’t expected to come out alive but I’m here to tell the
tale, thank God. It was five years ago. I’ve had the all clear now.
But I’ve got a little tumour behind my eye, which I’m under hospital for. At the moment it’s
stable and they said that all the time it’s stable, it’ll be all right. I go every four months for a
check-up. I’ve got to go back in August and, as long as it keeps stable, it won’t do nothing,
but if it turns the other way, I go and have it operated on.
I’ve had my legs done: I’ve had cancer in my legs. It was only skin cancer though. They dug it
out and stitched it up. Now they’re fine. Apart from that, I’m 100 per cent.
With three cancers, I have seen lots of medical staff in my lifetime. Brilliant, they were
absolutely brilliant. I couldn’t wish for better treatment, if I had to pay for it. NHS – brilliant.
They couldn’t do enough for me, they were great. When I saw the consultant and he explained
every detail to me about the operation, he said, ‘It’s a very serious one.’ He said 8 out of 10
don’t come out of it. I just accepted it, you see, and he was brilliant. His name is Mr B and he is
a top, brilliant surgeon. In my eyes, I’ve got him way up.
I had my husband at the time and he looked after me and so I’ve been home ever since. I’ve
been fine. The nurse used to come in, because I had tubes. I come out the hospital with tubes.
About four tubes which they had to take out, drain off, clean and put back. They came in daily
for about three weeks. But she was brilliant. I knew what help was available, but my husband
looked after me. I’ve got good neighbours. This is one of them - she’s brilliant and of course,
my brother-in-law - he’s been good as well.
I lost my son, my husband and two sisters to cancer. My husband landed up in the hospital, but
they looked after him very well. I should think it was his liver, because he was a heavy drinker. I
should think that’s where it was, I can’t really say. He didn’t have an operation, because he was
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a drinker and a smoker and the cancer had spread, because he lost a hell of a lot of weight,
ever so much. When he was in the hospital, he went to and fro and they kept him in for a scan
for different things.
I used to go to drive up to the hospital and sit there for about 5 hours a day. When I was ready
to go, he’d say, ‘You’re not going yet? You’ve only been here 5 minutes.’ I didn’t need any help
from anyone. I looked after him. I done it all, myself. They operated on me, because I don’t
drink and I don’t smoke.“
Melanie’s story... Age 83
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“Oh, well, it is because you are so old…”
“I’m not sure of the date. I think it may have been 1993, I would have been over 70, and I had
bleeding from the vagina and I told the doctor and he didn’t take any notice. I told the doctor
and he said, ‘Oh well, it’s because you’re so old and your vagina is, what’s the word, atrophied
and the blood’s coming through the skin.’ Well, I mean, I thought it was a cock-and-bull story,
but I had to believe him, you know, and this went on for nine months or so and my friends
were saying, ‘Well, change your doctor, for goodness’ sake’. For some reason, I didn’t want to
change the doctor quite yet and I was having a patio done and wanted to get that sorted out
first, so anyway eventually I did change my doctor into a doctor in the same practice.
She was a lady doctor and she said, ’Hop up on the couch’ and as soon as she’d examined me,
she said, ‘Oh well, I’m going to send you to a gynaecologist straight away.’ And she said, ‘I’ll
mark the file urgent.’ Thank God she did! I went to see a gynaecologist and he examined me,
putting a camera up me and he said, ‘Yes you’ll definitely have to have an operation.’ It was
about September by the time I saw the lady doctor and things moved very fast after that and
I had the operation at the beginning of December. I had my womb taken away and, because
they said, well, because of cancer research apparently in America, they’d take the ovaries and
the lymph glands.
The consultant said it was a major operation and it was December. Whether it was December
1993 or 1994 I’m not sure and then they sent me to convalescence to a hospital in E, which
was not a very good thing. It had been a nice hospital, but it had been taken over by a doctor,
who wasn’t very good at all. In fact, they sent people from E district who got MRSA and
various things like that and they were putting them in isolation. Unfortunately, some of them
had to use the same toilets, when they thought they were out of isolation by then. He was so
careless about hygiene, I mean, I complained to him that there was a mess in the toilet and he
said,‘ I can’t do anything about it’. And I said, ‘Well, you must get someone to clear it up now’.
‘No I can’t do that’ he said. So, as a result, I ended up getting an infection and he sent me
home with an infection and, you know, he said, ‘ It’s just nervousness that’s all, you know, its
not an infection’ and I think it was either MRSA or P. difficile, frankly.
Then I got shingles and the shingles, my GP said, was the worst case she’d ever seen and it
was all in my hair and in my eyes. Oh, it was horrible and my daughter came and looked after
me and I said did I look like the wild woman of Borneo. She said, ‘No, you look worse than
that. You look like the Hammer House of Horror.’ So she said, ‘I really think you ought to
come down to Hampshire and be where I can keep an eye on you.’ So that’s how I came to be
here, you see.
Originally, my daughter was able to drive me to the surgery, but she has got a full-time job
now so she can’t, so the doctor came when I needed my last blood pressure check and she

79

might come when I need the next one. I fell and hurt myself in the living room and they took
me into the hospital and they thought I’d chipped a bone. After that, they gave me a Zimmer
frame because I was just walking about with a stick before.
I think the most important thing I wanted to say was about the fact that I didn’t have
chemotherapy, because they thought that if I couldn’t get to the hospital to have it, it wasn’t
much good. They didn’t suggest that they provide transport for me. Well, they would have
provided transport, but I would have had to have a toilet on the ambulance, I really would, it
was that bad. I mean this went right on up to the time that I sold my house and moved down
here. Even when I was showing people round the house, I had to keep going to the loo.”
Gladys’s story... Age 81

“The most fundamental aspects of care: clean and comfortable
surroundings; assistance with eating if needed; drinking water
available and the ability to call someone who will respond.”
Ombudsman’s report 1
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“I’m not being funny, but it don’t feel right…”
“I went for a mammogram a year last August. It was a routine mammogram, but I knew that it
didn’t seem right as my nipple was turning inwards. I had no lump. I had nothing like that, just
my nipple turning inwards. I took my concerns to my doctor and she referred me to hospital.
I must admit that they did fall down on that one, because you had to phone this number and
give a code out. She (at ‘Phone-and-book’) said, ‘I’ll put it on my desk for in the morning.’
Well, I waited a week and I hadn’t heard and, at the hospital, she said, ‘All right.’ And she put
me straight through and got me an appointment within 3 days.
I went over, and they did a sono-mammogram and they saw a small area, so they did a biopsy
while I was there, and did it all then, and within the week we had to go back and that was
when we were told that I had cancer. Fair enough, (tears come to eyes) we were both uptight.
There was a cancer nurse there, there was a specialist there. I must admit, fair enough, they
were there and they gave us a time to talk it through between us two. It was two weeks
afterwards, I actually had my breast off and it was a case of they took the lymph nodes as well,
which is fair enough, but I had a half-inch piece, that is all I had, and that was only in the breast.
Well, on Friday, there was a young nurse come in, and I said, ‘Look,’ I said, ‘I’m not being
horrible against anything, but I feel it’s not right.’ And this was my own feeling. You know
when you get a hot water bottle and it glugs. Well, you know what I mean this is what that
was doing. I phoned up the cancer nurse that I was supposed to keep in contact with and
I said, ‘I’m not being funny, but it don’t feel right. I can’t tell you what’s wrong.’ Well the
young nurse said she would have to get me some antibiotics, because she thought it was the
infection. So anyway Friday morning, half-past six, the bed is covered with blood. The thing
just opened up. Nothing we could do to stop it. Honestly, my poor old bed and my pillows!
We just threw the pillows away because it was covered. To tell you the truth after half an hour
I think we nearly murdered each other. He was panicking and I was panicking. We were too
early for the doctor’s, too early for the community nurse to come, I know you have to phone
up to get them to come in, but it would have taken them an hour or so and I said, ‘We cannot
stop this,’ because every time I moved it was just coming out and I could do nothing to stop
it. And I said, ‘Just hand me the phone, I’m going to phone up paramedics’ or something
like that. I need to see. I can’t do it. We can’t do it. At this hour of the morning the doctor
wouldn’t even think of coming out that quick. We was stuck and, looking back, we did panic.
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They come out and they took me over to A & E. and then they sent for the chap that did
the operation over from one hospital to come over to the other hospital to see to me. He
stitched it. By the Sunday morning again, this old nurse come back in and she said, ‘Look!
I’m not touching that. It is a mess. You are going to have to go back straight over to A & E
this morning.’ So consequently, R. took me over the next day and they had to redo the same
operation again, clean it out and put another drain in. Honest, but the anaesthetist, she was a
smasher, she said, ‘Oh! You are back again. You can’t keep away from us!’
The medical staff were fantastic, I mean, the specialist we had he was brilliant and including
the one that did the operation. You weren’t treated as a bit of meat. The nurses were brilliant.
But my husband could not cope with it. He kind of got angry and in one sense he could not
cope. He could do nothing to help me. That is where I think they need the support because,
although I’d got my son who is very good, he helps me get round but at the time my husband
could not cope with it. He got angry. He could manage all the chores, the cooking, but it was
the stress… so he took it out on me. I was offered no help. It was a case of my family talked
about it, as a family, but no one offered no help for him. This is what part of the problem can
be, you know, because that’s where you have to be stronger. With the cancer nurse, it never
came up about the family support. That is one thing they is very short on: the family support.
Yes, we were told together, but the support was for me not for no one else and that’s why I
had to be strong for him. You’re not that person but it shakes you, and to know that you have
got to carry some one as well as yourself, it comes a bit hard. But we got through it. There
is a breast cancer support group at the hospital, but there was no way of getting there. My
husband was working, my children were working, so there was no one there to take me there.
So consequently, you could not attend over there because it’s too far. I had not a chance to get
over there. I cannot get on a bus because of me legs. Before I had this, I had a knee operation
in October, so I was pretty disabled.
After the mastectomy, you cannot get the clothes you really want. You don’t wear anything
low-cut because it does not allow for that. I would never think twice about having a low-cut
blouse ‘cos it was normal, but I daren’t even think about it. The prosthesis is fine. It looks the
same as what it is, but I find that the dresses and the tops I wear have to be a higher neck-line.
Sometimes, I feel embarrassed even with my husband. I mean when it was clearing up I was
saying to him there was one bad area that was slow in healing and I said to him, ‘Oh Look at
this.’ But it had me worried, so I’d get him to look to make sure it was OK. But you had to do it
like that. It is a bit of a mess isn’t it? At the moment it does look a complete…scars everywhere.”
Linda’s story... Age 63
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“You wake up and think
‘this is the big, first day of the rest of my life …”
“We were in New York and my husband turned to me and said, ‘I probably should have
mentioned this sooner, I didn’t want to spoil the holiday, I’ve lost a lot of the vision in my right
eye.’ I can’t even be sure which eye it was now. I had noticed the day before, the night before,
setting up the safety box, he had been fumbling about in there. He was a very exact man,
could do everything. He was getting a bit clumsy?
We stayed in New York for a week and in that time he became different in a way because, for
example, he would walk up the concrete steps at the MOMA or somewhere and, when he got
to the top one, he just stepped on to it as if he was going further with his heels on the edge,
and when I tried to usher him to a safer spot he said, ‘I wish I’d never told you.’
We waited until we got back to England and, because my son’s an optician, we went to an
optometrist and got the field of vision checked. It seemed to us the obvious thing to do and
he wrote to our GP and we took the letter with us with the report and we knew our GP
socially. We were good friends, but he seemed, I don’t know, disengaged? He didn’t seem
to understand the urgency until I think, just leaving the surgery, he was taking us out and M.
walked into a glass door in the corridor, you know and then I think he took it seriously.
It was a long, long time before we got a proper referral. We got sent to a neurologist at the
hospital and he was horrible. He gave my husband something to read and said, ‘Read that to
me.’ M. had almost lost his speech by then and he was going downhill quite rapidly and the
neurologist just sort of grabbed it away from him, said, ‘That’s no good.’ That was the end of
our consultation. Really scary.
The upshot was that my son and I took him to A & E. He was admitted and the triage nurse just
gave us a sheet saying ‘uncharacteristic behaviour’. That was the beginning of December, I think,
and in New York we were there over Hallowe’en, so that was two months or so, yes, and they
admitted him. He went under an oncologist, I suppose, I’m not sure, anyway he was admitted.
I think it must have been neuro-oncology. I saw the oncologist the next morning and he said
we would be working out a plan and he did the plan for radiology that he had and so that
went on from there and I’m not certain – you know so many people - and I filled in the form.
I think it was the houseman who came to tell us about it really. She came accompanied by a
nurse, who also worked in the hospital, so I mean it was as good as it could be and really M.
was out of it by then. But the next morning, he got some speech back and he said that they’d
started him on - and he couldn’t remember, steroids, but that was the first sentence he’d said
for some time.
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I don’t know that they did. It’s hard to remember isn’t it? But, never at any time was I given any
sort of duration really until… I just think that they knew that I knew. I had a blooming good
idea from the field of vision, quite honestly, and why it took so long, nearly three months,
I can’t believe it. So he was only in, sort of, 24 hours, I suppose, and he improved quite a
lot on the steroids and so we had to go down to radiography. I can’t remember what other
medication he had at that time.
We went down to the Hospital and they made this metal mask to focus the rays when he came
to have… radiotherapy, but by the time that happened, that should have been five days a
week for two weeks, but it was spread over a longer period, because within those two weeks
came Christmas and New Year.
He had the full 10 radiotherapy treatments as an outpatient. He came home every night,
yes, and we were still taking him upstairs for bed - probably did that much longer than I
should have done because I couldn’t. It was all right with my son the night that he’d had the
treatment, but getting him down in the morning was incredibly difficult, and the day that we
went to see the neurologist at the hospital, we had a fight. If you park on the upper layer,
there’s these concrete steps going down from the car park, and I mean it was fisticuffs there,
because he wouldn’t let me take his arm or help him in any way and that was November,
I suppose that was.
I was not offered any support, though my GP knew what was going on. Somebody came from
the hospice, again, a young lady with hair down to her waist and said, ‘I’ve just come to check
your balance. Can you just walk across the room?’ She was friendly and nice and, obviously,
M. was going downhill. That was sort of rolling him under their care.
He had the radiography around Christmas and New Year. On the 24th January, that was the
apex of his improvement, because that’s my sister’s birthday and he said that day and his
speech was coming back. Everything was improving because the treatment shrinks the tumour
really. He said, ‘I think if I had pen and paper, I could write my name,’ and he did, and the kids
came and brought a computer because, by then, he was sleeping downstairs and the kids
brought his computer down thinking, you know, ‘Dad’s getting better’, but that was the best,
that day was the best he got.
Well, as I say, I coped and I can’t really remember when we were signed up for care at
home, night and morning, but that was just so unreliable, unpredictable. In fact, I’ve got the
paperwork somewhere, I did look it up and they were supposed to come in pairs, because I
wasn’t supposed to help them move him around or anything and hardly ever were there two
of them and I mean in the mornings they were very unreliable.
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He had two admissions to hospital and to the hospice, I think, and both of those times my son
phoned his GP and said, ‘Mum’s at the end of her tether’ and so he went in. When he came
out, obviously, each time he had more aids provided and so on. Ultimately, he had a hoist. The
district nursing, I don’t know what you call them, but that team was always two women. They
were lovely and very efficient and laid him, sort of, in the recovery position really for the night
and wrapped him up nicely. I mean he was in a cot by then, obviously, but a clever cot that I
could make it into a double bed and stay with him all night so, I suppose, one of the sides let
down and there was a bigger side which I could attach. It was quite hard work, thinking back.
M. died at home on April 1st 2000, because the Christmas radiotherapy was the Millennium
Christmas. The morning he died nobody came, nobody came and I couldn’t…
It was really six months, something like that, from start to finish?
He wasn’t long in hospital and I do not have any impressions about what happened in hospital,
what sort of care he had, nursing, feeding. I had lots of support at home: the aids and that
was a special team at night that came but whether… I don’t think they’re ordinary community
nurses, they’re probably a special cancer care team, I don’t know really. But certainly End of
Life they were up to. My son took us for the radiotherapy each night, because that was in the
evenings; it was handy because he was there to do that and we didn’t need hospital transport.
I did get the carer’s allowance, because I can remember going to Social Services and it was just
a matter of signing a form so, presumably, someone else had given them the details, I can’t
remember about that either, but I did get carers’ allowance or whatever.
We were invited to go back for counselling obviously, and I was told that there probably be
a group of us on a certain occasion who’d lost people, you know, in the previous few weeks
or something. On the occasion that I went, the only other person was black and, obviously,
believed in voodoo because she sort of monopolised the conversation about all the places her
husband had come back to her after he died, so I didn’t really feel it was where I wanted to be.
She monopolised the conversation, it was all her tales. There was someone there leading the
group, probably a volunteer, but she didn’t sort of intervene or say, ‘Perhaps you’d like to come
back next week’. She didn’t sort of pick up my discomfort or… Quite a lot of things really are
done at hospice by volunteers and they are not always the most effective people to do things.
I think that is the arrangement; you’re invited to go as many times as you want but I didn’t feel
it was a place for me really.
Also, on Tuesdays, this may have changed, they didn’t have any visitors. They liked to have
the patients to themselves for one day, but I had to go in to see someone from Social Services,
because I’d complained about the irregular attendance of the care people, that they had
booked for me. They absolutely promised me I would never be let down like that again, but it
just didn’t happen. It was just as bad the next time M. came out again. But, as I say, I had to
go in to see a Social Services person and the sister looked up from her desk and said, ‘I’m just
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writing an accident report. Mr R. was found on the floor this morning.’ She said, ‘We really
haven’t got an armchair that’s suitable for him.’ By that stage, M. wasn’t speaking really and
he flung one arm around an awful lot and I can imagine if he was in an ordinary armchair he
wouldn’t have stayed in it, you know, so that wasn’t good.
I never felt the hospice was a hospice; it was always a place that the NHS dumped certain
people. It wasn’t run on hospice lines. They didn’t have that level of expertise and I did, in
fact, ask to meet the consultant when they were contemplating sending M. home again,
and I did meet him and I said I didn’t feel capable of nursing him, myself, at home but they
had a deadline: it was ten days or a fortnight, I think, and then he would be sent home. The
consultant said, ‘Look, if you were my own sister, I would say his place is at home with you,’ and
I said, ‘Well, one of my big problems is that I don’t know how I am going to get him to take his
medication.’ He said, ‘Oh, just mix it with his porridge. Ask the nurse who sees to him at the
moment. It’s no problem.’ So I went to speak to the nurse and he said, ‘Silly old duffer doesn’t
know what he’s talking about. He can only manage liquids.’ Which is not a nice thing to say
either. That’s how I know it was not a hospice. It was not run as a hospice, quite honestly.
I have no way of knowing whether things have changed. I visited a friend who was also in
the last 48 hours of her life and she was asleep, so I went back to the reception area and said
‘What do you think? She looks so comfortable. She’s fast asleep.’ They said, ‘Well it’s up to
you, you can wake her, but it’s up to you.’ I didn’t, and then my friend phoned me the next
day and sounded quite compos mentis really and said that her partner said that she sleeps too
much anyway, so that if I ever came again to wake her up, she’d be glad of the conversation.
I’ve always felt guilty that I felt it had ended and I didn’t have the courage to take my
complaints any further really about the very poor attendance of the caring staff that were
supposed to come but, there you go, that’s life in a way: you wake up and think this is the big,
the first day of the rest of my life. Even though I put in my complaint, I still feel guilty and that’s
why I welcomed this opportunity to moan.”
Peggy’s story... Age 79

“The NHS must close the gap between the promise of care and
compassion outlined in its Constitution and the injustice that many
older people experience.” 					
Ombudsman’s report
1
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“ It won’t be months, it won’t be days, it’ll be weeks.”
“ My mother had breast cancer and she had a mastectomy, and she was very good about it.
She was 70-ish. She said, quite comically, ‘I’ve had my children and I don’t need them any
more!’ She had regular scans and regular doctor’s visits and visits to the hospital and the
consultants, and everything went very well. I didn’t look after her at that time because she had
a husband, my step-father. He was very good when she had had her operation. He did all the
things like ironing, vacuuming, making the beds, and then he died.
My mother moved into a ground-floor bungalow and she was fine and she took her
medication, Tamoxifen, and then, one Christmas, after 10 years, the doctor said to her, ‘I think
we’ll take you off the Tamoxifen now,’ and she said, ‘I’m very happy with it. I know where I
am with it,’ so he said, ‘OK. We’ll continue with the Tamoxifen.’ One Christmas, we visited our
daughter in Wales for Christmas and my mother spent the whole of the night she was there
sitting up, because she couldn’t breathe. So when we got back to Southampton, we took her
to her doctor who immediately said, ‘Go to the hospital, I’ll make an appointment.’
She went to the hospital and they said, ‘You have fluid on your lungs. This is why you can’t
breathe.’ So they took away the fluid, they aspirated it, and she was fine and within a week,
she was breathless again. So she went back into hospital and they aspirated more fluid and
they tested it, and grim faces all around. They went back to my mother and the nurse said
to her, ‘I’m afraid you’ve got a secondary in your lungs.’ So we said, ‘What does that mean.
What’s involved?’ ‘Oh!’ she said, ‘It won’t be months, it won’t be days, it’ll be weeks.’ Just like
that, at which my mother’s face fell.
I thought at the time that it was a very unkind thing to say when she had, for 10 years or
more, thought that she thought she was clear of cancer, and then to be told in that cold
tone that she had a secondary … Anyway, they aspirated more and said, you know, ‘Enjoy
life!’ more or less. They put her on a second drug, which I can’t remember. They took her off
the Tamoxifen and put her on a new drug which would shrink the cancer. In actual fact, she
lived until June, which was 6 months. Her doctor was very good and hospital was very good.
I became my mother’s carer and, to be honest with you, she did live life to the full. She spent
several days every so often in the hospice for respite and she loved it there. The hospice were
fabulous, I can’t fault them at all.
My mother died in 2003 and it wasn’t because of the cancer. She was involved in a very serious
road accident. Because she had had breast cancer, she didn’t have to wear a seat belt in the
mini-bus. When the bus crashed into the car in front, she went forward, hitting the upright
bars in the bus, and all her ribs were broken, and that’s how she died.
On the whole, we received very good treatment. There was only one time we went to Outpatients and we were waiting and waiting, and a nurse came along to waiting room and she
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said, ‘What are you people doing here?’ We said, ‘We are waiting to see a consultant.’ She
said, ‘Oh! Weren’t you told that the consultant wasn’t here today? Your appointments have
been cancelled.’ So we had been waiting there for about an hour and nothing had happened.
It was just as well the nurse came and found us really, because we could have been sitting
there still.
But it was really this cold, brutal attitude of the nurse, who broke the news to my mother,
which really upset me and upset my mother and has made a lasting effect on me. I am angry
at the attitude, because, you know, my mother was 80 something, 84. She was probably deaf,
that sort of thing, and I am still angry about it. You know, I get very emotional even now.
She’s been dead eight years. I still get emotional about that attitude, because my mother was
old. I think that if she had been ten years younger… Perhaps that nurse might still have been
that way, but that was the only time that it really upset me: to think that my mother had been
through a lot.”
Sylvia’s story Age 73
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“There must be a quicker resolution
when it gets towards the end…”
“We didn’t know it was cancer for a long time. Our doctor was about to retire and he sent for
T. for a routine, annual blood-test, because he is on tablets. Then we got a message from the
surgery, on the phone, to say, “Please come in for another blood-test.” So we booked it and
went in, and the nurse said, ‘What is this for, Mr R.?’ So he said, ‘I don’t know. I was just told
to come and have another blood-test.’ ‘Oh!’ she said, ‘I can’t give you another blood-test. If
I don’t know what the blood-test is for, I shan’t know what to write down on the form… I’ll
take it, anyway, and then I’ll have to find out.”
By this time, our doctor had gone on vacation. When he returned, he retired immediately,
but we got another message to say, “Please come in for another blood-test.” We thought
this was highly odd, but we went in again and that’s like a month apart. So we had this other
blood-test, by which time I think they knew that he had got to have this blood-test, because
his white, blood-cell count was dropping. After he had the blood-test, he was booked to see
the doctor, who was now a new doctor. It was Dr L. and she was very, very nice, and she saw
T. and said, ‘How are you feeling?’ He said, ‘Bloody awful!’ She said, ‘I don’t understand this.
I am writing to the Haematology Department to find out why it’s come down from …,’ (and
she said a number to another number), ‘but that isn’t serious yet. You’ve got plenty to go, but
we’ll find out why this is happening.’ So she wrote off and there’s another month gone by.
We got a message to say T. had to go to the hospital. to see the haematologist, so we went in
to see him and he wanted another blood-test. He had some ideas and he didn’t examine him
on a table or a trolley or anything, he just felt him round his middle and his waist. We told him
about T.’s past history of having MS and all the pills he had to take and all that sort of thing,
so he was clued up on that, and he said, ‘I want you to have another blood-test here, and
then I’ll send for you. Now the possibility is that I may want a bone-marrow biopsy, but I shan’t
know that until I have done some tests.” We went back to the car and T. said, ‘You know, I’m
not going to bother with all this.’ I said, ‘It’s only finding out what’s happening and they really
could give you something, probably, that will help you feel better.” By now, he was feeling very
weary and exhausted all the time.
Anyway, we waited and waited and finally got another interview with the haematologist and
T. had to go and have a bone-marrow biopsy at the hospital. We saw the haematologist again
and he said, ‘Probably, I’ll call you in again and give you a couple of blood transfusions and
that will help you a lot. You’ll be more with it and give you more energy.’
All this time, there are months going by, six weeks going by, a month going by, things didn’t
move very quickly. The first routine blood test was in September and the bone marrow was just
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before the Iceland volcano in March. We were waiting for this bone-marrow to come through,
and it did, so we had that done and went back to the hospital, so that was quite easy and
they said, ‘We’ll let you know.’ Then we had the Iceland volcano: that was like a little sod’s law
episode, because the haematologist was abroad and couldn’t get back!
T. started to get a very, very bad chest and cold, and a week before we had our concert, which
was in April, we went to one of my son’s and it took two of us to get T. in the car, and then
two of us to get him out of the car and, you know, we had a meal there at my son’s and T.
didn’t eat very much and then it took two of us to get him into the car again. My son followed
us to help me into the house with T. By this date, I had got the wheel-chair out, because he
couldn’t walk anywhere without collapsing in a heap. He had no strength in himself at all.
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The following week, the family came to look after him, while we did our concert. He ate a
good meal at lunch-time, because they cooked a meal and everything. I went off to have this
concert rehearsal, came back, picked up my sister-in-law, M., and we did the concert. When
we came back, T. was in a real state. He really wasn’t well at all. The family all flew away and
disappeared, and only M. was here with me. T. had this nasty cough, and I said, ‘Well, I shall
have to get the doctor.’ Well, I got the doctor, but it took her all day before she came, and T.
was really sweating and hot, his temperature was way up. Anyway, she gave him antibiotics.
I went to Tesco and got them, and he did get a bit better, but not as better as I would have
hoped, and by the end of the week, I wasn’t happy, so I got another doctor. This was another
call-out doctor and none of them knew T. at all. He gave T. some more antibiotics, because he
said he didn’t think those others were strong enough. Two more weeks passed. My regular
doctor came to see him and she listened to him and she said, ’I don’t think you need any more
antibiotics. I think you’ll be all right now, but should you be poorly over the weekend, just
phone 999 and get him to hospital.” Well, I thought that was a bit odd.
Then I had a phone call from the haematologist, who had now got back into this country, and
he said he was terribly sorry he had missed the appointment to see my husband. He said, ‘If
his temperature flies up high or he is delirious in any way, ring at the weekend, because it is
always Friday night this happens. Phone the ambulance and get him into hospital.’
By the Sunday, I was panic-stricken, quite honestly, because he was all over the bed. His legs
were twitching. He didn’t want to go to hospital. M. and I sat on the edge of the bed with him
and I said, ‘Look. We cannot cope with this situation. We are going to get you into hospital.’
T. said, ‘I don’t want to go to hospital.’ I didn’t know what to do. I couldn’t sit him up. He
couldn’t stand up. I couldn’t get him out of bed. I was catheterising him, because he used a
catheter anyway. Because of his MS, he couldn’t go properly, but that was getting more and
more frequent, and I think he’d got an infection. We had gone on long enough. I decided
that we were going to get an ambulance, so I phoned for the ambulance and they came,
and they were ever so good, and they said, ‘Don’t you worry, you’ve done the right thing.’
Thank goodness for that! He went in, as an emergency, and they did all sorts of tests and then
one of the doctors, was the first one to actually spell out the fact that he thought T. had got
leukaemia. I don’t know when the other doctors knew. I think the haematologist had a fair
idea, and that was why he had phoned me.
Anyway, they were wonderful in hospital. I mean we were in the Intensive Care bit all day,
all day. There was no way of getting water or a drink or anything like that for both me and
T., because, once I went out of there, I couldn’t have got back in, because for Accident and
Emergency, you go in by ambulance into a special area and you can’t access the hospital back
in again. That was a very long day, and then he was taken up to the ward and they were
wonderful and, from there on, I felt he was in good hands, as it were. They treated him with
drips and antibiotics, very strong antibiotics and he had an oxygen mask.
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It was all very good.
But the food side of it was just appalling. I can’t stress how appalling it was, because the food
came up on the trolleys and went into this kitchen place. Then the kitchen people, who dealt
with the food, came and brought it round, and if there was nobody in a bed, they left the
food there. The patients were going down for treatment at all sorts of odd times. There was
no, ‘I’ll come for you in an hour’. They came and you went. Food was left on trolleys for hours,
and it was all uncovered and it was cold. Then the patients came back from having treatment,
and they didn’t feel like having cold food. Because I was the only one sitting around with my
husband, (other people hadn’t necessarily got people sitting with them) I said to them, ‘What
would you like instead? Shall I go and get you something?’ They said, “Oh! I could do with a
drink or a yoghourt, or something like that, so I went in the kitchen and got it and took it back
to them, because, actually, there was nobody in the kitchen. They had all gone. Then, we got
told that on no account were we to go in the kitchen. Well, we did, but we shouldn’t have
done. Then one of the nurses said that because T. was on ‘nil by mouth’ for starters, some of
the time, and then he was on liquids only, and he had to have soup and things like that, I’d nip
into the kitchen and get him a yoghourt or rice pudding, or something that would go down
easily, but he didn’t want anything to eat anyway, or drink for that matter. Everybody else was
being neglected in the food line. The medical line was wonderful but the food…. But, blimey,
the food….
T. was in hospital, I suppose, three days and a booklet appeared on the bedside trolley about
Treating Leukaemia, so I read that from cover to cover. I don’t think T. wanted to read it,
because he understood by now what was going on. Of course, there are all sorts of different
treatments they can do. It isn’t all gloom and doom, by any means, and they do do an awful
lot. In the end, the haematologist passed him over to Mr D. who was the leukaemia specialist,
so I didn’t see the haematologist again. Mr D. wanted to know when he could see me, so I said
I always came in at three o’clock and always went at eight o’clock, so he could see me at any
time between then. He came and saw me and took me outside to explain, and he said, ‘I think
because of your husband’s age (he was 82), and the fact that he’s got pneumonia,’ ( I didn’t
know he’d got pneumonia, but I rather expected it would be something other than a bad
chest by then.) ‘we don’t think it would be feasible to start doing any of the chemotherapy and
radiotherapy and all that. First of all, I don’t think he would respond to it and it drags people
down before they pull up, doesn’t it?’ T. was dragged down, I think, so I said, ‘Well, provided
you can keep him comfortable, that’s all we can expect really, isn’t it?” They agreed with that.
They still had drips going and he still had his mask and everything like that and altogether he
was in hospital for three weeks. But weeks go by and you don’t really know what day it is let
alone how many weeks had gone by.
Eventually, Mr D. said it would be a good idea if we saw the palliative care team, and I said
that would be a good step, so we saw them but you never see the same person twice. They
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are all good: they are all excellent, but nurses come and go at a great rate of knots and
different people who do different things come and go and you can’t always tell who they are.
Anyway, they sat down and talked to us and asked what we wanted to do, and said what the
various options were. T. said he wanted to go home, and I could just imagine it, you know,
linked up to all this drip business and oxygen and God knows what. I said I didn’t think I would
be able to manage that, what about the hospice? The nurse said, ‘Yes, well, that’s an option.’
Anyway, the days went on and then we had another discussion with the doctor as well and he
spelled it out to Tim and I don’t think he listened and understood. So, in the end, they said to
me, ‘What would you like to do?’ Everybody else round the bed was saying things like, ‘Don’t
have him home. It’s a terrible responsibility.’ All this sort of thing. I thought, ‘What are the
options?’ So the palliative care team came again, and another one, higher up with papers and
things, said, ‘What would you like to do?’ I said, ‘I wouldn’t mind having him home, provided I
got some help, but I can’t see me doing the whole lot, 24 hours a day.’ She said, “You know, I
think we can arrange that, We’ll see what we can do,” and she vanished. Then she came back
and she said, ‘I’ll see you tomorrow.’
Well, she didn’t come and she didn’t come, so I went to the nurses’ station and said, “I was
supposed to be seeing this lady from whatever it was, from the palliative care team, and she
hasn’t arrived. Can you tell me whether she’s not going to come today or whether she is ill or
what not?’ ‘Oh,’ they said, ‘she’s been held up. Can you manage it tomorrow?’ The days are
going on. She came the following day and she said, ‘I think we can get you some help in the
home, 24-hour care, well a 24-hour carer,’ and she said, ‘We ’ll arrange for a hospital bed and
we’ll arrange for oxygen generators. We can do all that and the district nurses will come in and
the care team will come in morning, noon and night.’ I thought, ‘This won’t be too bad,’ you
see, so we arranged it for a Friday and we did all this on a Thursday.
The man with the cylinders and things set the oxygen all up on the Wednesday. I asked him
to run the tube through to the next room for the oxygen mask. He set it all up and said it was
all ready and all you had to do, was to push this and this and it would start, ‘If it makes a long
hard noise, switch it all off and do it again, and it should be fine.’ Then the chap came with
the hospital bed, by which time my sons had uprooted all the furniture and everything in the
whole house - almost a clearance job. He was very good and he set the bed up. On the Friday,
when T. was due to come out, it was all systems go from about three o’clock in the afternoon.
M. had come home, so she could let in the carer. “Oh yes, we’ve booked an ambulance.’
On Friday, in the hospital, they came and told me that T.’s drugs were ready, but the carer was
at the office in Eastleigh ready to come. I sat with him then from three o’clock when I had
gone in and we waited and waited and waited. Four o’clock, five o’clock, six o’clock, seven
o’clock and I said to the nurses, ‘We are supposed to be taking my husband home. Where is
this ambulance?” “I’ll go and find out.” So from seven o’clock, they phoned for an ambulance
every hour, and we were told they were out on emergency. This was Friday. Eight o’clock, nine
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o’clock, ten o’clock… ‘Oh,’ they said, ‘You won’t get one tonight now.’ And I said, “OH! YES
WE WILL!” I said, “He’s been promised he’s going home.” So the nurse station got onto the
hospital managers and told them that I was less than happy and they came and sorted it out.
They said they would get an ambulance, but it might not be for a couple of hours. The nurses
said, “We’ll put you to bed in the day room. We’ll make your bed up and we’ll come and pick
you up as soon as the ambulance comes. We’ll get you. I was out on my feet! Anyway, they
got me to bed and then they came and said, “Mrs R., the ambulance is here.” I didn’t look at
my watch and they had collected my husband, so I walked with him down to the ambulance.
The ambulance had come from Basingstoke and it was three o’clock on Saturday morning. As
we walked in here, my sister-in-law popped her head out of the bedroom and couldn’t believe
her eyes. My two sons, who were still there, got him into bed. T.,the nurse, the 24-hour live-in
carer, who had been to bed in there, she got up and came in and said, “You go to bed.” And I
came and I slept on that floor with these oxygen cylinders going. I don’t know how I ever went
to sleep.
S. was wonderful, the live-in carer, and the next day, the family got together with her and we
worked out a rota: S. did from 2 o’clock in the night until 8 o’clock in the morning; M. and I
did from 8 o’clock in the morning until 4 o’clock in the afternoon; S. did from 4 o’clock in the
afternoon ‘til 8 o’clock at night; my sons and l took it in turns to do from 8 o’clock at night
until 2 o’clock in the morning. That was five of us. During all that time, once we had got it
all set up, we had two nurses who came in the morning to wash him and they came in the
afternoon as well. We said we really didn’t need them twice, so they just came in the morning.
The district nurse came once a day, whenever it fitted in with what she was doing. We had all
the drugs from the hospital. The doctor in the hospital had said,‘You realise it will only be for
three or four days?’ And I said, ‘Yes. I do realise that.’ So we thought we could put up with it
for three or four days, but T. hung on and hung on, I don’t know how, for ten days. So we got
through, just. Interviewee breaks down and requests the dictaphone be switched off.
All through this, S., the live-in carer, who was from abroad, was wonderful. So caring and
thoughtful, she really took him to her heart. The district nurses were wonderful and the carers,
who came in, were wonderful. On the district nurse’s suggestion, the doctor came to see him,
but he was now a new doctor. Dr L., who we had seen before and was really good, hadn’t got
the time. She had telephone calls while she was here, emergency calls, and you felt that she
wanted to be doing better and she prescribed him something for his chest that would take the
phlegm away. I had to get an out-of-hours doctor one night because T. was in real trouble, and
I didn’t feel he had enough help. The doctor gave him an injection that took away the phlegm
and make it easier to breathe, because he was still having oxygen. And it certainly helped and
lasted 72 hours. He told me to go to my doctor and she would give a prescription for some
little discs that you stick on behind an ear and that does exactly the same thing as an injection.
At the same time, she prescribed morphine this and something that, if we needed it, and
something else if we needed it etc etc. I shot up to Tesco and got all these things, and we had
buckets of stuff lined up on the dressing table, in case.
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T. had one of these discs put on behind his ear and it just did the trick. Amazing! Amazing!
He was calm and he was quiet; he didn’t converse. I don’t think he was looking at things. The
boys had a television set in there for the football world cup and I don’t think he was taking it
in. Anyway, he gradually got lower and lower, you know, and he gradually slipped down and
down. My son and I were with him and M. was here and S. was asleep. The family was here
and we all had lunch in relays so that we could sit with him, and he just slipped away.
Then the problems started. I phoned up the doctor and was answered by some one in
reception, a secretary, a man actually, and I said, ‘My husband has just died. The district nurse
needs to know and the doctor needs to know, Dr L.’ He said, ‘Yes, right. Thank you. I’m
very, very sorry. I’ll pass that on.’ Now, does that sound straightforward to you? The district
nurse was here within 20 minutes and she gathered up what she had to gather up and said,
‘The doctor’s got to come.’ And I said, “Well, I’ve phoned the surgery and left a message and
you’ve come, so I assume the doctor will come.’ ‘Oh good! That’s all right then,’ she said. Well,
the hours went by and I thought, “Well, Doctor L. is very busy, because the doctors were very
busy. She’ll come sooner or later. Sooner or later … and in the end, I thought, ‘This is damned
stupid,’ so I phoned up the surgery again and got the message, ‘The surgery is now closed.
You will have to phone out-of-hours.’ I phoned this out of-hours thing and said, ‘My husband
died at two o’clock. The district nurse has been and I have been waiting for the doctor to come
and the doctor hasn’t come and now I am informed that the surgery is closed. Do you think
the doctor will come, because it is supposed to be your own doctor?’ I got the reply, ‘I don’t
know, my dear, but I’ll let them know, and some one will come, just in case your doctor hasn’t
come.’ So we waited and we waited, and I think it was gone nine - it might have been ten by
this time - and a knock came at the door, and it was a man. He came in and I told him and he
said, ‘Now, I have got something written down from the hospital about what T.’s condition
was. He had been discharged to palliative care with terminal whatnot. He said, ‘Have you got
anything to write on? Oh well, this form will do.’
I think it was the form he had got this written down on. So he tore a bit off the bottom and
wrote on that, because we couldn’t get a funeral director to come at all until they’d got a
piece of paper. So then I phoned the funeral director and they came and it was eleven o’clock
by the time they took him away. (Tears)
It was awful. I couldn’t live through that day again. It was horrible. But every one was very kind
after that. If anything could have gone wrong, it went wrong. In the time that T. was very ill,
we had three bank holidays, when nobody came anywhere and did anything because it was a
bank holiday. It was just awful. I am firmly of the belief, you know, that there must be quicker
resolution when it gets towards the end. It’s just…. you feel so inadequate.”
Karen’s story Age 72
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“He belonged to the Health Service
and they look after their own.”
“What happened was that I had a massive haemorrhage on the 8th February. I had had no
pain, no anything at all, nothing to make me think that I had cancer, but I went to the toilet
at eight o’clock in the morning and all that came away from me was blood. I rang the Lifeline,
which I’d got in, and they said they said an ambulance was on its way. Well, I waited ten
minutes, and it was still pouring from me, so I pressed the buzzer again and she said to me,
‘A paramedic is probably coming in your back door,’ which he was. He came in and he said
to me immediately, ‘We’ve got to get an ambulance, because I think you probably had a clot
of blood, a big sort of clot. I don’t know what it was, but something came out and that was
when it started pouring.’
I went to hospital, I saw a doctor in Casualty and I was taken immediately to the Acute medical
unit and I was given a transfusion of blood and I was in hospital five days. I wasn’t allowed
to get out of bed. I had to have bed rest and on the Tuesday I was taken down and given
an endoscopy, because they did not know where I was bleeding from, whether it was the
stomach or the bowel. The endoscopy came back clear, so I had to wait for a colonoscopy and
I had that on the Thursday/Friday morning.
The colonoscopy result came back and they told me that there was something there that they
found, but they did not know what it was. They suspected it was a tumour. Actually, I knew
what a tumour was, because my husband had had his stomach removed with it. It was still a
shock. I mean when people say ‘cancer’ to you - it was the same with my husband, it’s all right
until that word is said to you. This was Friday morning, and on the Friday afternoon a lady
doctor came round and said to me, ‘You’ve got cancer.’ Just like that. Course, I broke down.
My daughter lives in Telford so, of course, they asked for her number. I gave them the number,
which I think they should have had on record, and the doctor went and rang her and explained
to her what it was all about and…
I didn’t have my operation immediately, because when I came home from that ordeal, I was
put with a nurse cancer specialist I’d already met when I was in hospital. She rang me and
said that they couldn’t find cancer there. It had come back and there wasn’t any cancer there.
‘Well”, she said to me, the only thing we can do is have another colonoscopy.’ So I said to
her, ‘Well if I’ve got to have another colonoscopy, I’m going to have to be admitted, because I
cannot do it here on my own, because it makes me feel so bad’. So they admitted me, I can’t
remember, about a month later.
Well, when I had the second colonoscopy, they were hoping that whatever was there they
could take out, because they can take polyps out when you have a colonoscopy, and that was
their hope, but I’m afraid he tried five times and he couldn’t get it out. So, of course, he said
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to me, ‘You’re going to have to have a major op.’ They wanted me to come in at seven o’clock
of the morning of the operation and I wouldn’t have it. I said I wasn’t going to do it. I wanted
to go in the night before, so they managed to get me into F6, but we waited about five hours
for a bed. I started off in F6 and went down from there for the operation and came back into
HDU (High Dependency Unit) and I was there three days, I think. That nursing was all right, but
once you get up on the ward, it’s ‘Get on with it!’ I hadn’t got out of bed since the operation
and I’d been sat in a chair, but I’d hadn’t walked for three days and I wanted to go to toilet,
and it was, ‘You’ve got to get yourself to toilet.’ In the end, one of the actual doctors helped
me to the toilet.
The food was shocking, absolutely shocking. My first meal was after I’d had three days in HDU,
which meant I hadn’t eaten. My first meal they brought me, I didn’t choose it because I was
new on the ward, wasn’t I? It was three sausages, mashed potatoes and peas, and I just looked
at it. If it had been a scrambled egg or something like that, I probably would have attempted
it. I never ate at all, while I was in there. My daughter used to bring me a great big cup of
milky coffee afternoons so that I could drink it.
I was ten days in hospital and I was due to come out, because I was able to get up and go
to toilet and do that slowly, but I was able to do it and the nurse said I could probably come
out.. I’d got to the Friday of the Bank Holiday weekend at the end of May. My daughter came
in Thursday, because she’s in a wheelchair. She came home from Telford to be with me and
she had a taxi in every day to come to me. She came in and she said to the nurse, she said,
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‘When’s my mother going to be discharged?’ ‘Oh!’ she said, ‘She can’t come out because we
have to set up a care package for her, because she’s on her own.’ Jean said. ‘Well, I’m there.’
She said, ‘Yes but you’re in a wheelchair, and we can’t get it until Tuesday. Your mother will
have to stay in all the weekend’. Well, I broke down. I’d had enough. My daughter goes off in
her chair and she brings the Sister back. She says to the Sister, she says to her, ’Now look,’ she
said, ‘Is it better for my mother to come home today or tomorrow than to stay here and break
down all the weekend?’ So they went off and they come back and they said they still couldn’t
get a care package, so my daughter said, ‘Well I’m there and if anything goes wrong I could
call somebody. It’s not as if she’s completely on her own.’ Then they said to Jean - I shall never
forget this - they said to her, ‘If you can get your mother to a taxi, you can take her home.’ So,
of course, my daughter blew her top! She was sat in a wheelchair and she said, ‘How on earth
am I going to get my mother in a wheelchair to a taxi when I’m in a wheelchair? Her husband
did twenty-five years in the ambulance service. Don’t you think we could have a little bit of
service, please?’ Within 30 minutes, there was an ambulance provided. I got home.
The funny part about it is that the next day, Saturday morning, I got up and slowly sort of
done what I wanted, but I still hadn’t showered for about a fortnight and I was afraid to get
in there and Jean couldn’t help me. At about ten o’clock, the phone went and my daughter
answered it and they said to her, ‘It’s Rapid Response here. Could I speak to Mrs B---?’ They
spoke to me and they said, ‘I hear you’ve just come out of hospital.’ I said, ‘Yes’ and they said
to me, ‘You’ve had a new hip put in?’ I said to them, ‘I wish I had.’ She said, ‘Well, what did
you have done?’ So I told them I had had a cancer removed. She said, ‘If they’d have told me
that, you would have been top priority.’ She said, ‘We’ll be out within an hour’. They came out
and assessed me and I had Rapid Response until Tuesday morning. They fixed everything up. I
had six weeks’ care. I could have had it three times a day, if I’d wanted it, but my daughter was
here, so we just had mornings to get me up, because I was able to do what I wanted to do in
the evenings.
I really haven’t picked up yet, but I have seen my doctor several times. He says that he thinks I
had keyhole surgery and he thinks that, where they’ve gone down through, they’ve upset the
nerves in the stomach. He said that that will take a long time to settle down in an elderly person.
You have to be able to look after yourself when you go into hospital. No good going in there,
unless you’re able to get your own drinks and things. I mean, I watched the food being put
at the end of the bed and just left there and I’d seen people older than me, who couldn’t
move, ask for drinks and they didn’t get them… My husband did have really good care, he
really did. I mean the nurses were here every day for about the last nine weeks. The doctor
from Moorgreen Surgery came in here every day even when he was off duty, but I think it was
because he was part of them. He belonged to the Health Service and they look after their own.
I think that was why, because he had marvellous care, my husband did.”
Tricia’s story Age 79
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“How can you keep looking after someone
who is not going to get better?”
“I worked at hospital for a long time. I was just a nursing assistant, like. I did about 15 years
up there and did anything. You wash them, you clean up, you do everything, except like, like
cleaning the floors and things like that. You do everything for them. We used just go in and...
well, I was in what they called the hospital unit, so there was only one that could walk there.
Everybody was wheelchair or bed bound. And you just did everything for them and fed them
and...and that sort of thing. I mean I’d never done nursing before I went to hospital, but it was
the best ten - fifteen years of my life. I loved it up there – absolutely loved it!
When I was at hospital, our Sister Jones was lovely. When I first started there, she used to get
like, when we’d finished all our work, essential work, perhaps in the afternoon, we had a-a
little time that she could spare two or three of us. She would sit three down, or two down
and two would have to feed. She said that then you would know how to feed some one else,
cause some people just shove a spoon in their mouth, knock their teeth and all sorts. So she
used to make us sit down and feed one another to see what it was like.
One of the ladies that I worked with, become friendly with at hospital, she had cancer and we
helped her quite a lot, different things because, she rang up one Christmas and said that she
had the cancer, and she’d – she’d had an operation and she said that her husband wasn’t very
well and I said to her, ‘Don’t worry about it – I think it’s because he’s looking after you.’ But
apparently it wasn’t. He had the cancer and he died within a month. So she was sort of left on
her own, and we used to help her out and all that and she eventually got sick again and went
to hospital, and then I don’t think they could do much for her there, and then she went to the
hospice.
Well, we went in - we used to go and see her. One day, when we went in, there was a young
lady there that I worked with at hospital. She’d gone on and done all her practical work and
that and she was a Sister there and she said something to me and I said,’ Yeah, I‘d love to
work here, but, as it is, I’m too old.’ I felt I was too old. Well, I’d given up work, you know
what I mean? (laughing). I was about 63, I suppose, and it wasn’t worth starting, was it? She
said, ‘Why don’t you volunteer?’ And that was it. I volunteered - well, both of us, my husband
and I volunteered, actually.
I did ten years, mainly in the Day-Care Centre at the hospice. I did a Wednesday from 11 till
3 and every other weekend; every other Friday we did tea bar from 2 till 4; in the morning on
Saturdays, I went in at 8 and I sometimes were home by 9, half-past sometimes or a bit later
- it’s all according. My husband and I did the tea bar together and then I went in and fed in
the mornings, fed the patients their breakfasts. You know, bit of running about and feeding
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them and just helping to feed them if they wanted feeding and then, that was it really. The
patients came in by car. The ladies and gentlemen brought them by car. We did all sorts...
pictures and art and all that sort of thing. They also had a volunteer hairdresser come in and
she did anybody’s hair, cut the men’s hair or- she did shampoos and sets and blow-dries. These
were people who were in remission mainly, but some of them were still quite ill. They definitely
were, were very well looked after. Everybody was ever so friendly.
People do go in the hospice to let their relations have, like, respite care. They do go in there
for that. Some people go in and they have their blood transfusions there, and then go home
for a few days as well. But you know, sometimes they have to come back for another blood
transfusion, things like that. They perhaps stay only a few, a couple or three days. Some people
are in there quite a lot longer than that and, I can’t explain it really, it’s a wonderful place. I must
admit that there are some who do die there and I suppose really there’s, there’s quite a few.
There are separate little rooms for some, and then there are, what they call, the bays, which are 4
-bedded. They do change quite a lot. I mean, you could go in one Saturday and there’s four or
five different patients than there was the Saturday before. You don’t ask whether they’ve passed
away or they’ve gone home, do you? ‘Cause I was only really a volunteer...
The patients were never worried about talking about cancer. Sometimes, some people, if they
got a bit of bad news when they came to day care, would perhaps have a tear, but then one
of the trained staff would sit them down and they would chat and they’d be all right. Well,
the nurses down there are lovely, lovely nurses and most of them stayed there. They weren’t
old, well some of them were a bit old, nobody as old as me but… (Laughter) I suppose you
just must love looking after people that’s... I had a friend Joy, and we were talking one day,
because she was an ordinary nurse, not a psychiatric nurse, and she said to me, ‘I don’t know
how you can do that.’ I said, ‘Why?’ ‘ Well,’ she said, ‘I like to think that the patients come in,
I treat them and they’re better and they go home. How can you keep looking after somebody
that’s not going to get better?’ I said, ‘I don’t know.’
I only went in to actually feed ‘em in the mornings. I did sometimes help them deliver the food,
but they would say to me, ‘Somebody in Bay 2 wants feeding, would you mind?’ and I’d just
go and - and feed them. They used to get fed there; on a Saturday morning they did anyway!
They do have somebody in, if they can get them, every mealtime; morning, lunchtime and
evening meal. But it’s not always possible because not everybody wants to do it. Well...some
people can’t do it. Put it that way. Some of the nurses used to say, ‘Well, you didn’t, did you?’
and I would say ‘Yes, I did.’ And I said, ‘You would be surprised how difficult it is, perhaps, to
feed somebody without knocking their teeth.’
I liked feeding them. I just liked doing it. I liked the relationship with patients. There was one
gentleman, I fed him his breakfast and he looked up to me and he said, ‘You’re an angel!’
D’you know what? It really made the hair on the back of my neck stand up, because you think,
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‘Well I’ve done something that... somebody’s appreciated.’ You don’t need to be appreciated,
but it was just that, he looked up to me and he said, ‘You’re an angel!’
I couldn’t say that, that anybody went without anything, because if they needed anything, you
were sent out to buy it. Perhaps if they couldn’t eat very well, if their lips were dry and that,
we were sent out to get ice creams or other things, if they didn’t have them in the kitchen.
Most of the people I was feeding were people who couldn’t feed themselves, so they were
obviously very sick, but eh...I suppose yes, some of them could have been dying, but - they,
well, they need - they need a drink more than perhaps food, don’t they, if they are dying.
They had special tiny packages and they’re special because they’ve got everything in them
that you need. When you can’t eat, they give you those. They’re like milkshake sort of things
and they’ve got everything in that you need if you can’t eat properly. It’s that some of them
couldn’t even swallow properly - that sort of thing. When you’re very sick, you know, you can’t
swallow sometimes, things like that.
The food’s all right. They could have anything they wanted for breakfast. There was a tray with
all the cereals on and there was porridge every day. Mostly on Saturday they had scrambled
egg and toast and there might have been a bit of bacon or sausage. They had toast and
marmalade. Then they had orange juice or, grapefruit juice, apple juice and then there was
tea or coffee, whatever they wanted, or, if they wanted Ovaltine or anything like that. There
was everything you wanted. They would have had lunch and tea and they would be fed, and
if there was no volunteer to feed them, the staff fed them. And I know the staff fed them. In
the night, the nurses would make tea or coffee or anything, if somebody woke up and wanted
something, there was always something. I thought it was marvellous there and everybody I’ve
spoken to have said that they didn’t think it could have been - Well I suppose everything can
be better at times...but, as far as I know, I think they were well fed, especially in the day care.
Sometimes you went in and there would be perhaps only one person to feed and I used to
help with the picking up the plates and things like that because it helped the...other staff.
I used to love going. I think you’ve got to care for what you’re gonna do. We used to get up
Saturday mornings and he had to take me a couple of times when it was in the snow. I think I
did the feeding for ten years at the hospice - to be quite honest, I suppose I’d still be doing it,
but my hips – my knees. I’ve got arthritis and I’ve got osteoporosis in my back. It never put me
off going, no. No, that would never put me off. Some mornings now when I get out, I’m not
very agile. I only stopped going just before Christmas, didn’t I?”
Helen’s story
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“You’ve got to make people’s lives feel more
worthwhile and included…”
“Basically, two and a half years ago, I felt, because I’ve been blessed with good health, I
ought to do something, so I looked around and decided that the hospice Support for Cancer
Sufferers seemed to me to be the one to work for. I volunteered my services and found that I
was one of about 200 volunteers, who offer their unpaid services and time to help in a number
of disciplines from gardening to transport, and feeding to being with patients, particularly the
in-patients, who come in for some kind of respite care or family respite care, as well as for a
period of time to meet other patients, and perhaps just to get medication and some doctor’s
advice as well.
In addition, there is a very large input, probably by volunteers, to give consolation: discussions
and support for relatives or carers, who are bereaved, up to a year following the death of people
who have suffered from cancer, or have been associated with the hospice. They run this for
a year. It’s brilliant! Every month, for a year, they have meetings and I’m asked to bring in
relations, normally the spouses or partners of the deceased. They run this for a year and they
don’t allow it to start until three months after the bereavement, so that people are adjusted to
the fact that their partner is gone. Then they can have a year of support, which is brilliant.
Basically, this is funded from a massive amount of private donations - and of course from NHS
input – but I don’t know how much that is, or what percentage. I think that all the services run
by a full-time staff of, maybe, one or two people and these 200 volunteers are brilliantly done.
The person that manages it is superb and very, very professional, very experienced and she
really keeps the whole thing together. You imagine all those support services – all volunteers.
All they get is a mileage allowance they’re driving.
In addition to what I do when I’m a driver on call to bring patients or partners in, or even run
errands, I collect equipment, because there’s a big NHS base down in Southampton that has a
lot of equipment: zimmers, beds, mattresses, and this is down in Bevois Valley.
I’ve been asked a few times to go in and take equipment to a particular patient. The NHS
staff themselves, who will be the nurses that are going out to see patients, probably sent
from the surgeries, they will report, and probably the occupational therapists, that a piece of
equipment is needed. Rather than send an ambulance or truck or delivery vehicle, a volunteer
will go and get that piece of equipment, so I’ve transferred mattresses, toilet things, you know
bed pans. I’ve taken out, collected and delivered. It’s all part of the service, which is superb.
There’s one or two of these depots around - the Red Cross are brilliant - I’ve been to the Red
Cross for equipment from the hospice, ‘cause they’ve sent me to Red Cross centres to pick up
equipment that the NHS haven’t got. So the Red Cross have got a big depot - I’m trying to
think if that’s the one in Bevois Valley.
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Once somebody’s into that network, it works very well, but it’s how you get into the
network… Unless they are cancer sufferers, or unless their GP is aware of what services, I find,
when I’m bringing in either a new patient or a partner of a new patient, nine out of ten people
would say, ‘We never knew this was available for us. We didn’t realise that somewhere like this
hospital existed.’ That’s the tragedy of it. So obviously people aren’t aware of what support
services are available.
If I were working out a support system, well, I’d say the main thing is contact. If you’re a
sufferer, you know you’ve got cancer and you know that the medical profession is doing its
upmost to try and get you right or balanced so that your life becomes bearable. When they
come to our Day Centre, they’ll say, ‘I didn’t know whether I’d want to come in today, but I’m
so glad I did because I’ve met other people, swapped notes – I know I’m not alone. And I’ve
been able to unbottle this – all these worries that I’ve had - ‘cause I’ve seen someone the same
or worse than me, but we’re all in the same boat.’ There’s nothing I can say, knowledgeably,
about what one can do medically, but all I know is that you’ve got to make people’s lives feel more
worthwhile and more included. Having someone come in once a day to our day centre, well,
I don’t know any person that’s been taken in that’s met fellow sufferers for the first time who’s
ever said that’s a waste of time. They get a meal, they get very, very, unbelievably-interested
support staff, not the professional staff that are employed, because there is somebody, who has
to coordinate all this on the NHS, but there’s always 4 or 5 volunteers who are there to look after
the dozen people that come in every day - you know, the different people come every day …
Some days they have manicurists. They’ve got an art room down there, if they can get a teacher,
but the teachers are mainly voluntary. Musicians come in to entertain them. The Chaplain comes
round to see if they’ve got any problems, but he’s got a vast number of hospitals to visit. They’ve
got people to come to lecture - anybody interested in talking about local shipbuilding or something
like that will come and talk. These are again volunteers, people that are volunteering their services
to come and do something for a group of people. They tend to do quizzes and things like that…
Carers aren’t included: this is totally patients only. Carers have got the day off. There’s nothing
done for carers. Most carers are delighted to see the patient going away and being looked
after. They know they’re going to have a nice day, so a lot of the carers have planned to do
something else. Very few of them hang around and wait , you know, or are at a loss. Carers
are often the ones that bear the brunt most of the time, but most of them think, ‘Great! My
loved one is now going to get a lovely day, so I can relax.’
One of the patients that I’ve met very regularly over the last 18 months is a man living on
his own. He has prostate cancer, but is in remission. He’s overweight, but an unbelievably
intelligent and interesting character. He has been a widower over the last 5 years, lives on his
own locally and has been going into day care, just to monitor his situation, at the hospital.
He fell, damaged himself and his face - lots of blood, so needed attention, felt very feeble.
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They took him into the hospital in Portsmouth. He spent two weeks recovering, and then they
felt that he wasn’t strong enough to go home for whatever reason. He was then transported
down to the hospital in Gosport, into a brand new wing, and he’s been there trying to recover
for at least twelve weeks in hospital and get into such a situation that he could come home
comfortably. I feel the reason that he’s been there was really that he needed to regain his
strength. There didn’t seem to be any medical attention going on. He was obviously getting his
food, but he was bedridden every time I visited him. I never saw him getting up.
Over the past two years that I’ve known him he’s always been able to get in and out of the car
with difficulty, because he’s a big man, but in that period of time in hospital he lost obviously a
lot of weight and was bedridden. When I visited him, I asked, ‘Why aren’t you getting him built
strong enough?’ They replied, ‘Because we don’t have the physios to work on him to give him
the exercise’. So often he’d be spending most part of the day in bed, sort of wasting, rather
than being able to exercise his muscles. He does have a hip problem, which they want to treat
when he’s better, but at the moment it’s a matter of getting him strong. On the two or three
occasions that I did ask, ‘How is he now? Is he getting physio?’ They replied, “We haven’t got
any available, or they’re on holiday … we can’t give him more than 1 or 2 treatments a week.’
A young girl that I’ve met at the hospice works for the children’s hospice, as well as doing
other charity work. She is waiting to go to medical school. She described a new facility in the
Winchester area… perhaps north of Winchester … a teenage place which has got swimming
pools. It’s got overhead hoist systems, that take people from a bed in the hoist, and flies them
virtually to where they want to go: an overhead rail system. It’s unbelievable! It’s the most
amazing place! You know, if you’re in bed here and you want to go over there and you can’t
walk, this will come and lift you and transport you … high level … and drop you wherever
you want to go. So it’s like a maze of overhead railway lines and swimming pools - everything
to get strength and build in these facilities. It’s available apparently to young teenagers: 14
to 15 up to 18. I don’t think it’s the NHS. It’s funded by donations, but it’s worth looking at.
That contrasts so dramatically with what is on offer for my friend: 12 weeks of hospital lying,
listening to his radio… bored out of his mind because he’s on a ward with 4 others – he’s a
very intelligent guy.
He finally got out of the hospital last week: weak, very frail, much thinner, but he’s as mentally
acute as he was before. The previous week he had a day in to get back to his own home,
so the Occupational Therapy people could test him and find out what he needed. He’s got
a tilting chair, but he needed a special bed, so that he could get in and out. He’s never had
social care visits in the past, I believe, but now he’s at home, he’s getting the National Health
Service 6 weeks’ support of four visits. The bed they’ve given him is great, because he can
lower the bed to get in; but he can’t get out, ‘cause his arms aren’t strong enough. Sometimes
he gets put to bed by the last chap that comes … or the last woman that comes at maybe
eight o’clock in the evening, but then once the chap was late and he’d spent twelve hours
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in bed. Once, I went to see him on a Sunday and for thirteen hours he’d been in bed and
obviously using a bed pan. He’d peed himself because it was too much, so there he is.
I was there when they came to do some paperwork for him and he said, ‘I’ve got this for 6
weeks and then I’ll be assessed and if I can financially afford it I’ll be paying for it.’ Maybe he
won’t need support because up until now he’s never needed it. He’s always managed. He’s very
slow, but he’s always managed. But the worry is the bed. If he’s left, he’s not going to get in
and out of bed, because he’s not strong enough.
He went for a blood test before he left the hospital, and the oncologist said to him, ‘I’m thrilled
to bits with your cancer, but I’m sorry about everything else - with the hip that they wanted
to operate on.’ I mean, a year ago, they were trying to get the cancer stabilised, so they could
operate on his hip to give him the mobility which he hasn’t got at the moment. I think the
doctor has made sure he has a bed, because these things will stay and probably, possibly, with
his cancer reasons as well, perhaps the hospice would arrange one of these hospital beds. The
sad thing is that he was desperate to try and get himself well enough to get out of hospital
and there was nobody around to support him. At least, at home, he’s got neighbours and he’s
had Good Neighbours support.
When I pick people up, the first thing I say is, ‘Have you got family?’ and they say, ‘Yeah, I’ve
got a daughter here and a daughter there,’ and I think, ‘Great!’ You know that their life is
going to be far easier. Whereas, you meet some folks, like this chap who has no children, no
wife, but friends, and you think, well, he’s got nobody, nobody to communicate with you
know in a sort of happy, knowing way and sort of swapping notes. He was married for thirty
odd years - they didn’t marry till later life - but she was his rock and helped him. It’s stressful,
but the stress goes from one to the other really. The patient will benefit, as the spouse takes all
the pain, and the carer is often the one who feels it most.
One of our very dear friends has been diagnosed with cancer galore, but it’s got worse. We
feel sorry for the husband, because she does not want to know anything about her situation,
does not want to know a thing! If we start talking about it, she’ll walk away and say, ‘I don’t
want to hear’. She’s marvellous! We were out with her two weeks ago and she was buying
clothes, even though every day we think it could be … and she’s amazing, absolutely amazing.
I know lots of people who’re like that. They wouldn’t want to know if they’re ill. We mustn’t
think that everybody wants to know how bad they really are. It’s often the case where people
would rather not know - and ignorance is bliss.
Knowing what support is available should come from the initial diagnosis. If a doctor’s saying,
‘Look, your partner is really ill, this is bad news,’ presumably, he’ll say it either to the patient or
certainly to the partner. If the patient doesn’t want to hear, as my friend wouldn’t - she’d say,
‘Leave it to T., leave it to my husband,’ and she’d probably walk out. As soon as the doctor
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starts talking seriously, she’d walk away and let the doctor talk to the husband. Then the
doctor would say what is available at this stage, these are the routes you can go down - that’s
probably the time to deliver it, so at that stage they can make that choice, not later you know.
And they would be made quite aware of what a support group that can offer … what the
hospice can offer and they’re brilliant.
On a Sunday, every four weeks, I go and man the telephones and on Sunday mornings take
the pressure off the nurse in attendance. There are normally at least fifteen beds occupied with
people coming in either for their final, final bits, or else coming in to be stabilised to go home
again. I just take the pressure off the nurses and the doctor who’s on duty … they’re always
very busy, you know, looking after the welfare of patients.
The queries I get are, ‘What’s the latest situation on my mum?’ I’ll get people wanting to
know bed availability, you know, GPs; somebody from head office … like the General Hospital
wanting to know what the availability of beds is, or what the situation is with patients they’ve
referred. I go and find out from a nurse or a charge nurse in various sections, or go and find
a doctor if someone is really serious. Calls are coming in from people wanting to know how
their relations are doing, so I can get the advice and relay it through to them. Nobody is paid
to man the telephones at the weekends, so the volunteers do that. People work 9-5 because
they’re admin. staff not medical staff, you know, so the admin. staff go away, ‘cause they’ve
got a weekend and the volunteers step in. That’s just another thing that these 200 volunteers
do, and I mean we get a lot out of it. We feel so, so justified. Over the past two and a half
years, I’ve learned a lot, sort of seen the other side really, and I’ve seen lots of people and,
surprisingly, quite a few young people who are no longer with us …
My nicest thing I remember was talking to a woman who knew she was nearly, well, she knew
she didn’t have long to go … and she said she had always wanted to go on a cruise. I said
‘Go!’ and she said, ‘I haven’t got the money, but I know what I’ll do, I’ll donate my body to
the hospital or something,’ and they agreed that they would take whatever it was and that
she wouldn’t have to pay for the funeral or something, so she used the funeral money that
she’s saved to pay for a cruise. She was in her early 50s and she had a wonderful cruise, but
was gone about a week later. You know that’s the best thing that happened to her: wonderful
cruise down to the Med. She always wanted to go, because she was on boats as a youngster,
but then hadn’t been on a boat for thirty years or something and really wanted to do the other
side: she wanted to be the passenger rather than the support staff!
At the hospice, I think people are very aware of what they can get, because they’re referred
there by their GP. They can’t come in on their own. They have to come in on a GP referral.
The hospice isn’t just a hospice, but it’s a Hospital. Patients can die there if they wish to, and
sometimes they happen to die there, but basically that’s not the intention… it’s to bring them
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in, get them up and get them home again … so they try and treat it as a hospital. 99% of
people want to die at home, but, sometimes, families feel that it may be too traumatic to have
them at home, especially if there’s lots of family around. Some people want to be part of it …
other people don’t want to be part of it. There is a facility there … you know ‘cause they’ve
got a little Chapel … ‘cause some of them want to … they feel that that’s the place.
How do we deal with this departure?”
Robert’s story

“I always wanted to
go on a cruise.”
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Focus Groups
1. ESPOPF Focus Group on Older People and Cancer Care
Fourteen ESPOPF members met on February 18 2011 to discuss issues arising from the decision
to research older people’s experience of cancer. There were thirteen women and one man. The
age-range was 62 – 81 years. All lived in Eastleigh’s six southern parishes.
Several members of the group appeared to be part of a National Screening Programme for bowel
cancer, but had no idea how or why they had been referred. All agreed about the importance of
screening. A male member, who had sent apologies, had also identified his personal issues arising
from experience of prostate cancer and these formed the starting point for the discussion.
The issue, which dominated the discussion, was the difficulty of communicating with GPs. This
was almost the first issue raised and the group returned to it constantly.
The first barrier was actually getting an appointment to report symptoms. Members spoke of
four-week waits to see the doctor of choice and of being offered appointments with other
health professionals in the meantime. Most members would have preferred to see their own
GPs, but were often uncertain about who they were, as the practices had grown in size and
there were part-time partners. They also spoke about the difficulties of getting a follow-up
appointment with the same doctor.
The second barrier was that some GPs offer one ailment per appointment, which often
resulted in the patient leaving the surgery without raising the most important issue.
The third barrier was the social class issue in consultations. Members felt that being middleclass and slim helped to form the GPs’ assessment of the patient, also that older people tended
to be deferential and reluctant to take up the doctor’s time – aware, historically, of the cost of
medical consultations.
Members felt that GPs concentrated on the patients’ notes during the consultation, without
engaging with them and observing body language. This made it difficult for patients to ask
questions. Often patients did not understand the medical jargon and it was helpful if GPs
gave them print–outs that they could study at home. Chaperones were not provided for
examinations.
Members realised the importance of early reporting of symptoms and treatment and
mentioned the delays in tests being carried out. They also reported difficulties in getting the
results of the tests, not knowing whether they would be informed by letter or whether they
had to contact the surgery. Surgeries had different, not always reliable, methods of informing
patients of test results. Some patients feared knowing the results of the tests and what might
follow, so they delayed seeking results. The long wait for hospital referrals was also mentioned.
Members felt that GPs and consultants depended on their instinctive perception of the
patients’ activeness and age when selecting them for treatment.
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Fear was an important issue: fear of cancer and its association with death; fear of death;
fear of investigations – not wanting body to be touched by strangers; fear of procedures and
operations; fear of going into hospital; fear of infections; fear of chemotherapy – losing hair;
fear of separation from families.
Members found consultants insensitive, embarrassed or not knowing how to give bad news.
They believed that far more support for the patient was needed when bad news was being
given – at the very least an invitation to bring a friend or family member to the consultation.
Consultants seem to lack confidence and to be impersonal. They seem unable to see the
patient beyond the disease. They do not offer chaperones routinely.
Members emphasised the importance of practical support at home following hospital
treatment and believed it to be lacking. There was no clarity about which agency provided
what and what was available. Patients with caring spouses and families were very fortunate.
A booklet produced by Macmillan Cancer Support was recommended.
Members believed that hospital discharge arrangements were wholly inadequate, though a
Rapid Response team was mentioned favourably.
Members discussed Care at the End of Life and were in favour of more hospices and the
opportunity to die at home, supported by Macmillan or Marie Curie nurses.
More support for carers was needed, especially respite care, financial support and other
practical support. Stoma services were said to be good.
Concern was expressed about follow-up care for patients who had chosen to have operations
at hospitals out of catchment. Did the costs follow the patients, so that all treatments and after
care were reimbursed adequately?
It was suggested that hospitals should be paid for cures and survivals, as an incentive to
provide better service and support.
The need for convalescent homes to cater for hospital discharges was emphasised.
In conclusion, members felt that the session had been very interesting. They realised how
little they knew about cancer and that they needed to know more. They felt that the medical
profession needed to be more patient-centred and that more support was needed at home for
cancer patients and their carers. They hoped that something would come of the research, since
living with cancer is now very common and more resources were needed to support people.

109

2. ESPOPF Male Focus Group on Cancer Care
As the first Brainstorming Session to inform the Questionnaire had consisted almost entirely
of females, an all-male focus group was convened at an early stage in the research to explore
male experiences of cancer and cancer care. It concentrated on the main areas of diagnosis,
treatment and aftercare.
The group comprised five men with experience of cancer, who aired a number of issues that
are subsequently re-visited in the research: importance of early diagnosis; the frequency
of missed diagnoses; the way in which bad news is broken; the variation in the quality of
treatment; the lack of consideration of patients’ feelings by health professionals; the resilience
and good humour of patients; the part played by luck.
Men - at least, in male company – appear to be more down-to-earth and out-spoken about
their experiences than women, as their recorded experience demonstrates. They also seem to
be more phlegmatic, stoical and accepting of bad news.
Peter: “I have prostate cancer but it wasn’t discovered soon enough. It spread and so
surgery was out of the question.”
James: “I have lost a biggest part of my left lung through cancer. I have also been
carer to my wife who died from cancer.”
Kevin: “I have jaw cancer and am in remission.”
Robert: “I have jaw cancer. During the course of treatment at the General, I lost my
tongue and they made me a new face and that was about 12 years ago and I
am still just very impressed with them to this day.”
Paul:

“I have had 4 squamous-cell carcinomas of the face and scalp and 4 skin-grafts”

Peter told the all too familiar story of repeated PSA (Prostatic Specific Antigen) tests. By the time the
diagnosis was made, the only treatment options left were radiotherapy and hormone implants.
James’s diagnosis was an incidental finding on follow-up from a triple-bypass operation.
Robert was diagnosed immediately by his GP and referred to the maxillo-facial unit where
treatment and follow-up has been exemplary.
Kevin complained to his dentist about a lump in his mouth and was told he had ‘Nothing
serious.’ He went to see a specialist privately, because he had no faith in his dentist. The NHS
provided the subsequent treatment.
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Paul has had five operations on his face and scalp. One had to be repeated because the cancer
had not been cleared.
Kevin: “It was in my mind that it was possibly cancer. A week later I went back to
see the consultant and I was ushered into his consulting room in the hospital and
then two nurses came in. I thought, ‘Why does he want two nurses?’, and he started
to fluff around, which I thought was rather strange, because he obviously didn’t do
jaw cancers that frequently. I said, ‘Come on. Spit it out.’ So he did. He said, ‘A lot of
people take it the wrong way’. I said, ‘You told me I had got cancer. I was hoping you
were going to cure me or do something about it. I can’t do anything myself. What do
you expect me to do? Fall on the floor crying?”
Robert: “This crowd of people were coming to my ward and all talking over me. They
knew what they were talking about and it was all over my head so that was all slightly
niggling. I didn’t grasp what they were saying, because they were doctors and they
were talking to other doctors, you know. I think there is a tendency sometimes to
forget there is a human being there. There was this specialist nurse who was looking
after me as well.”
Paul: “Then it all healed and then I went back for a check and sat there and the junior
doctor, at the end of the consultation, suddenly saw something in the report and
called the specialist. I then had to have another operation on my nose, which had
healed up nicely, but they had to take more of the nose away leaving a scar. In the
middle of the operation my heart started beating in a very irregular way. Afterwards,
while waiting in the waiting room for the result of the frozen section, I began to feel
awful. I called a nurse who took my pulse and said she’d tell the doctor. Off she went
and apparently told them that I looked pink and they did nothing. Finally, I got a
patient to call the doctor and I was quickly on the couch having an ECG tracing from
the cardiology department. The doctors stood around discussing the heart tracing,
hardly looking at me - as if I had nothing to do with the problem. I was just an object.”
Robert: “When my treatment had been completed and I knew what was happening,
I saw my GP and thanked him for the way he’d dealt with me and he said, ‘You know,
it was a bit of luck as well, when you think about it.’ He said, ‘My text message went
through to the Royal South Hants and whoever saw the message, tore it off the machine
and actually read it and put it in the tray. Once it is in the tray it stays there, but that day
the person who saw my text message read it and did something about it.’ It all followed
on from there, so that’s where the luck came in. I think he was talking from experience.”
James: “Quite frankly, I wasn’t that interested once it was confirmed, and this was
from the actual consultant. After I had the operation, I felt I had very good attention.
I don’t know what they done and I still don’t know to this day and I don’t particularly
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want to know. I’m here. That is all that matters to me. As for the other treatment, I
wasn’t going to miss the lovely weather going backwards and forwards to the General
every week or every ten days.”
Kevin: “Lots of cancers do recur in different ways, but I don’t think there is much
further aftercare and especially if you are talking about nurses and anybody coming
back. Myself having major heart surgery, the specialist after-care treatment went on
for a long, long time: they monitored me; they gave me courses on how to improve
my health; I went for physical training at Fleming Park Sports Centre and I still get a
discount to go and do more exercise. And you are really thrown in at the deep end
with cancer: we have got to get on with it. There is not so much follow-up.”
James: “When I had my triple by-pass, I had a terrible exercise instructor. She drives
me, and still does.”
Robert: “Especially younger blokes, who had mouth cancer… They used me to show
that there is life after losing your tongue and the last one was a young guy, who
had just done his teacher training, and this thing appeared and they had removed a
section of his tongue. Psychologically, I met him at the South Hants Hospital and had a
chat with him and as a result he went back to his teacher training. Before that he was
a stone mason, working on Salisbury Cathedral, and to say thank you to me he offered
me a lift up to the top of the tower.”
James: “One of the senior nurses on the ward was going over and the next minute
she was laughing and she called these three other nurses over to have a look at this
machine and said, ‘Never seen a bladder that full before’. Now it got through to me
in the end, so I thought, ‘I’m not putting up with that sort of treatment!’ So I told her
that she wouldn’t do that, especially if it had been a female patient instead of me, and
she said, ‘I was just showing,’ And I said, ‘No you’re not. You are laughing and joking.
It’s not funny. It’s definitely not funny for me.”
Peter: “The only problem I had were the side-effects of the medicine. That has been
the biggest shock. As far as I was concerned I might as well not exist and people of my
age like to be a bit more active. I’m on Viagra. What is the point of having the best
tool in the world if you are not able to use it?”
One unexpected issue emerged from this focus group discussion. Two of the men had
undergone serious heart operations and were then required and encouraged with incentives to
undertake continuous, physical exercise. Although there is significant evidence to support the
benefit of exercise to cancer patients, physical activity referrals are not routinely made.
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Conclusions
In this survey, 515 ESPOPF members responded to the Questionnaire and, of these, 261
respondents reported no experience of cancer. The quantitative and qualitative evidence is
provided, therefore, by 254 respondents and it includes Questionnaire responses, 12 interviews
and reports of three focus groups.
The gender (61% female) and degree of deprivation of the respondents are compared with
those of the older population of the southern parishes of Eastleigh at large and ESPOPF
members are shown to be representative in those respects. However, they are older, as the
average age of the respondents is 76.
About half of the total number of respondents (50.7%) had no experience of cancer, as
patients or carers. About a third (33.8%) were carers, about a quarter (26%) were or had been
cancer patients, and about one tenth (10.5%) were both patients and carers. 235 respondents
recorded 242 primary cancers in total, the commonest being breast (53), prostate (35) and
colon (33).
Just over two-thirds of female respondents (68.3%) and just over one-third of male respondents
(36.1%) had been screened through the UK National Screening Committee programmes. The
uptake of screening ranged from 68% for Botley to 47% for West End. The reasons for the
difference in uptake in the parishes are unclear, though the age categories for the national
screening programmes would have excluded most of the respondents on the grounds of age.
The research suggests that the longest and most frequent delays in diagnosis and treatment
of cancer are caused by GPs’ misdiagnoses and late referrals. The most rapid responses often
follow emergency admissions. When the diagnosis is made during screening, there is always a
rapid response. Other causes of delay are due to patients not reporting symptoms for fear of
the diagnosis and treatment, or pressing family commitments.
The diagnosis of cancer is invariably delivered by consultants, who also break the news to the
patient. Almost always, the decision about whether treatment will be provided is made by
consultants. The treatment is surgery, chemotherapy, radiotherapy or palliative care. Comments
are made about older people’s concerns in these areas.
Older people’s experience of hospital treatment is described vividly and varies from excellent to
abysmal. It is examined in detail by analysis of respondents’ comments, positive and negative,
and their suggestions for improvements, which include the need for more information
and counselling. Having a relative, who is or had been a health professional is seen as a
contributing factor to good and timely treatment. There is near universal condemnation of
the quality and organisation of hospital food and the neglect of patients who often need
assistance to eat food that is appropriate to their condition.
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Comments on medical support at home and further follow-up are examined. The appreciation
of regular check-ups and appointments at hospitals is clear. Confusion about who is responsible
for the patient’s medical care at home abounds and this is exacerbated by the absence of
adequate discharge procedures from hospitals and lack of continuity of care in the community
by the primary care team. Specialist cancer nurses, who could supply necessary information,
are not routinely allocated to every cancer patient.
Cancer survivors and those in remission were asked to give reasons for survival and many
were given. The support received from family, especially spouses, and friends, and their own
personal qualities are most frequently mentioned.
Strangely, most respondents did not reply to questions concerning practical support at home by
statutory and voluntary agencies, seemingly unaware of services that are said to be available,
but not offered. It appeared, from the few responses that were made, that more women than
men were offered and used the 27 support services listed. Single people were offered and
used services more often than couples. Spouses usually provided the practical support services
that were needed and it was noted that spouses and family members often did not recognise
themselves as carers, yet their care was crucial to the recovery of patients.
End of Life care is examined in some detail, as there are very full comments on the care of
professionals, support offered at the time of death and unmet needs. There is a very wide
range of experience, with some people most appreciative of excellent care and others having
heart-breaking stories to tell. In particular, there is a comprehensive recital of unmet needs
during the cancer journey from diagnosis to death. There is a lack of appropriate bereavement
counselling, which does not appear to be offered routinely.
Ten interviews relate the personal experiences of patients, family members and carers. While
some interviews pay tribute to excellent care, others give details of deficiencies and lack of
consideration that cry out for immediate remedy. Two interviews tell of the little-known, but
dedicated and marvellous work of volunteers working at the hospice.
Reports of two focus groups assisted the research. The first one, attended by mostly by women,
established the issues for examination. The second one investigates the experience of men
as carers and patients. The two reports seem to suggest that there are gender differences in
patients’ approach to cancer, their treatment and care.
It is also apparent that vivid memories of painful experiences of loss and distress cause anger
that lasts for years and we are reminded that this research is the record of those who have
survived to tell the tale.
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Discussion
This research was undertaken because of the need to understand the reasons for poor survival
rates of older cancer patients in the UK. Though a great deal of professional research has been
conducted into cancer, there appears to be little that attempts to discover and express the views
of cancer patients, their families and carers about cancer care. Macmillan Cancer Support
approached ESPOPF to undertake research, which would explore older people’s experience of
cancer from the reporting of symptoms to care at the end of life.
We expected that cancer would be a difficult subject, which was likely to be extremely painful,
or even intolerable, for many people, as it would require them to re-live often unbearable
experiences and to remember things they would rather forget. However, some of our members
took the opportunity to pour out pent-up and hitherto repressed feelings of distress, loss, anger,
frustration and guilt - which brought them huge relief. Others had good experiences to report.
Many older people are inclined to be deferential, especially to the medical profession,
unwilling to complain and grateful for all that the NHS staff provide. These attitudes were
formed early in life from experience of a different society, which was less equal than today’s
and more stoical. The NHS was in its infancy, when ESPOPF members were young, and free
health care is still regarded as a blessing. Many people experienced considerable hardship,
such as rationing, during and after WW2. It may be that this unwillingness or inability to
complain explains older people’s reticence when they are invited to answer questions on their
experiences in the quantitative research. Some direct questions, for instance, about treatment
in hospital and medical and practical support at home are not answered at all, It may be that
these uncomplaining attitudes have unwittingly facilitated the ageist treatment of older people
in medical settings. Certainly, attitudes and practices that discriminate against older people
are endemic, not just in the National Health Service, but in society at large and they are rarely
challenged.
It is in this qualitative research, where older people are invited to express their experiences in
their own words, that they reveal their honest and heart-felt feelings about failings in care.
Our Focus Groups set out the issues that were to be explored and later underlined by the
research. They were largely about the difficulties experienced at each stage of the cancer
journey and the feelings of patients, spouses, family members or carers, who were on the
receiving end of diagnosis, treatment, medical and practical support at home and care at the
end of life. The opportunity to comment in their own words, in the Questionnaires, elicited
a wealth of feeling. The Interviews reveal the details of individual, heart-breaking stories, and
two volunteers at hospice, offer yet another perspective.
The problems for many patients begin near to home, with difficulties in making GP appointments
and seeing their own GPs, in order to broach worrying symptoms. Waiting for a fortnight just
to speak to your own doctor, if you have been allocated one, or discussing sensitive matters
with a stranger after a shorter wait, seem to be the choices that many patients face, since the
new GP contract was established. Barriers between patients and their GPs often prevent real
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communication. They include social class and weight; GPs concentrating on medical records
or computer screens, rather than engaging with individuals; GP’s use of medical jargon, which
confuses patients; GPs’ failure to look beyond the age of the patients on the notes when
assessing their fitness and competence and deciding on tests and referrals.
Delays in GPs recognising cancer symptoms, making misdiagnoses and arranging late tests
were identified as causes for concern, as were the unsatisfactory procedures for passing on
results, with patients left in limbo, not knowing whether or when they would be informed or
whether and how they had to search out the results. It was acknowledged that fear sometimes
caused patients to delay seeking the information if it were left to them. Reasons for late
diagnosis, referral and treatment are examined in the research, and the longest and most
frequent delays were reported to be caused by GPs.
This catalogue of GP deficiencies brings into question the nature and content of initial and
post-graduate training: whether sufficient emphasis is placed on cancer, its diagnosis and
treatment in an ageing population. It is expected that GPs will soon assume the most
important role of commissioning services for patients, on the basis that they know what
patients need. Yet, how are they to commission and set standards for services, unless they
begin to listen to patients and understand their needs? “What do you expect at your age?” is
not an appropriate response to an older person in pain.
Fear is recognised as the dominant feeling during all stages of the cancer journey, yet this was
not addressed by many health professionals, who seemed to patients to be pre-occupied with
diagnosis and treatment of the disease, rather than considering them as individuals needing
support, information, reassurance, care. This professional attitude, experienced at the outset,
was also demonstrated in interviews with consultants and during hospital stays, where there
seemed to be little acknowledgment of patients’ needs for support and human kindness, and
even their basic needs for food and drink were ignored.
The subject of screening was raised during the brainstorming session. Questions were asked
about why a third of those present had been involved in national screening programmes, when
the rest did not even know they existed. All were agreed on the importance of screening for
early detection and treatment and the need for raising awareness of the programmes. Later, in
the research, it was discovered that the age categories laid down for the national screening
programmes appear to discriminate against those more likely to get cancer; it also became
clear that diagnoses discovered by screening produced instant referrals to consultants. It would
appear then that over-75s are not as likely to be diagnosed nor treated early as younger people.
A possible reason for maintaining the age ceiling for screening is the one of resources: it is more
cost-effective to identify the disease of cancer in younger people. If this reasoning were taken
to its logical conclusion, then retirement should herald an end to any medical treatment for
everyone. In reality, with a soaring life expectation for the population at large, we should be
endeavouring to enhance the quality of life for older people, so that they are able to enjoy the best
health possible at home for as long as possible, thereby avoiding costly admissions to hospital.
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Attitudes of some consultants are criticised as being inappropriate. Lack of sensitivity, support
and empathy, and professional detachment were exhibited, when a more sympathetic
approach, especially in the breaking of bad news, would be more intuitive. The reasons for the
lack of care and compassion evident in our hospitals are currently under scrutiny and it is not
suggested that older cancer patients are the only casualties, but, perhaps, they are least able
to cope. Our research causes us to ask who is responsible for this lack of care in hospitals and
could it arise from the inability of consultants at the top to see the patient beyond the disease?
How is it possible, for instance, to fail to grasp the vital importance of food and drink to a
patient’s chances of recovery and take appropriate action?
Our researchers, especially those with medical backgrounds, are unable to fathom who has
taken over the responsibilities of the Matron and the Almoner in the current hierarchy of the
NHS. Matrons ruled their domains and set the tone for the efficient care and treatment of
hospital patients and their general wellbeing and personal hygiene. The return of matrons has
been reported, but has anything changed? It appears that care, as our researchers understand
it, has been left, by default, to unregistered Care Assistants. In the good, old days, almoners
were responsible for hospital discharge of patients, ensuring their transport, care at home,
liaison with the GP and primary care services, and financial benefits. In our research, carers
report waiting for hours for hospital transport to arrive to take very ill patients home and, while
many patients are most appreciative of the medical care continued at home, others are unsure
of who is doing what and, in some cases, they feel completely alone. The patient expects that
care at home will revert to the GP, but often it appears that the GP is not even informed of the
patient’s discharge. If GPs do take responsibility for discharged patients, there is no guarantee
that they understand the side effects of cancer treatment drugs. The arrangement of follow–up
appointments and check-ups is crucial and much appreciated, but some patients hear nothing.
There is no evidence that the Matron and Almoner roles have been adopted by others or
re-allocated, and the result is that patients and their carers are not aware of anyone who is
responsible and accountable for the individual care of patients in hospital wards or on
discharge. We are unable to say how widespread these deficiencies are and, though we have
been made aware of the very wide variations in patient satisfaction, we are unable to explain
them. Some cancer patients are allocated Specialist Cancer Nurses, who are available at all
times to give information and support, and they are a very valuable and valued personal
resource for individuals who need to know who to turn to for answers to their questions.
Sadly, this service does not appear to be offered to all who need it.
It is axiomatic that the ready availability of non-medical support of a practical nature will assist
the care of cancer patients at home, but this research is unable to report patient experience of
what is available, what is offered and what the quality is, as respondents failed to answer these
questions. There is evidence that patients with spouses, family and friends, who rally round to
provide the support that is needed, are fortunate indeed, and they do not need to look further
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for help. However, it is clear that such help is needed, especially by housebound people, but it
is not known about. If services are available, they are not free, are usually in short supply and
are not widely advertised. Could this be because the demand for a service would outstrip its
availability? These services, like Healthwalks and Health by Prescription are not offered routinely
to cancer patients. It is fortunate that, in some places, Macmillan Cancer Support recruits
volunteers to support cancer patients and sponsors the Citizens Advice Bureau to offer advice.
There is need for more information about available services and for it to be co-ordinated and
readily available through GP practices, hospitals, clinics and the voluntary sector.
There is a great deal of evidence in this research that contributes to our understanding of
unmet care needs, most of all at the time of death. People need information and support in
order to cope. Most people would prefer to die at home, but far more support and resources
for carers are needed to enable this to happen. Hospices should be better resourced so that
they are able to support more patients and their carers at home, and offer more respite and
palliative care. Bereavement counselling should be offered routinely to those who need it.
Only bereaved spouses and family members have the experience to voice needs and they
should be heard.
One very surprising finding that emerged during the piloting of the Questionnaire is that
most people who care for patients with cancer, or other terminal illnesses, do not recognise
themselves as carers. This means that they do not claim financial benefits and the support that
is available in Carers’ Centres and other places. Many people believe that carers are paid
employees who call on older people in their homes to assist them to get up, go to bed, take
their medication and food. The carers are usually placed through Adult Services and it is
unfortunate that many people feel that some stigma attaches to people who use Social Services
and therefore they do not take the necessary steps to get the help that is available to them.
Yet those who support cancer sufferers need far more support, themselves, in order to carry on.
There is much evidence to show that older people, even though they are the majority of users
of the NHS and occupy the majority of hospital beds, are marginalised and segregated. Age is
misunderstood by the young, because they haven’t experienced it and it is hard to avoid the
impression that terminal illness represents failure to some health professionals, because they
have been unable to cure it. Today’s older people are only too aware of the needs of an ageing
population for first-class cancer care. The oldest are getting older; the numbers are increasing;
the full impact of the baby boom years is to come. In the future, there will be far more cancer
cases and the health professionals of today may well become the cancer patients of tomorrow.
Let us hope that the new generation of health professionals will rise to the challenges of caring
for cancer patients, that are revealed in this research, so that future cancer survival rates for
older people in the UK will improve to become the best.
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Recommendations
1 That the Department of Health, recognising growing public concern,
• take immediate action to ensure that older people in the care of the NHS, including
cancer patients and their carers, are no longer subject to indifference, ageism and
negligence.
2 That NHS Commissioners
• ensure that cancer screening services write at appropriate intervals to older people who
are not invited routinely for breast and colorectal screening to inform them that they are
entitled to cancer screening; to make clear how they may access breast and colorectal
screening; to provide information enabling them to make informed choices about
screening
• restore the role of the almoner to ensure smooth transition of cancer patients to home
care after hospital discharge
• increase availability of hospice services and resource bereavement counselling.
3 That NHS Hospital Trusts
• appoint specialist cancer nurses to ensure that patients are able to seek information about
their illness from a dedicated person
• take action to prevent malnutrition and dehydration in patients during their hospital stay
• emphasise the medical and practical support needed by cancer patients at home and the
role of the consultants and GPs in providing it.
4 That General Practitioners
• liaise with providers of health care, social care and voluntary sector services to ensure that
patients experience co-ordinated care and support that meets their needs
• undergo continuing training in preparation for validation of knowledge of cancer,
particularly early diagnosis of cancer
• ensure that appointments are readily available to patients needing to refer worrying
symptoms
• liaise with consultants to share medical care and support of cancer patients at home
• attend to the needs of patients and carers for end of life care and support.
• encourage Patient Participation/Reference groups to identify shortcomings and suggest
improvements.
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5 That Local Government and Voluntary Sector providers
• advertise more extensively and co-ordinate the supply of practical support services for
cancer patients.
6

That everyone involved in cancer care
• avoid ageism and other forms of discrimination
• ensure that older people are engaged in the planning, commissioning and evaluation of
cancer care services
• demonstrate the practical application of equality legislation in the delivery of cancer
services
• work collaboratively with Macmillan Cancer Support to ensure that practical support,
counselling and information are available to patients and their carers.
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Disclaimer
The statements and opinions of those older people responding to the questionnaire and
requests for recorded interviews have been reproduced verbatim. Statements have not been
verified and do not necessarily express the views of the authors or Macmillan Cancer Support.
ESPOPF and Macmillan Cancer Support take no responsibility for any errors which may have
been printed unwittingly.
Contributors have given their permission for inclusion of photographs and quotations.
These may not be reproduced without permission. The text and graphs may be used freely,
provided that the source of the information, ESPOPF, and the funder, Macmillan Cancer
Support, are acknowledged.
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