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FEmISA supports the recommendations of their report –

Recommendations
1. Information resources – women need to be offered written information on gynaecological
issues with a full range of information about the condition and what their options are. These
leaflets should be endorsed by the relevant clinical bodies and patient groups and the same
generic, pre-approved leaflets should be made available at all centres, Trusts and
gynaecology clinics. GPs, secondary care clinicians and nurses should provide or signpost
women to high quality information and resources about endometriosis and fibroids, their
impact and treatment options.
2. Endorsed best practice pathway – this would mean that women would be streamlined more
quickly into the right care, saving costs from unplanned admissions and ensuring women get
access to all treatments. This should be agreed by the relevant Royal Colleges and patient
groups.
3. Education to include menstrual health at secondary schools along with wider awareness –
far too often women put up with symptoms and incredible pain because they are not aware
of what is ‘normal’ and they feel stigmatised by talking about ‘women’s problems’.
Education modules should be included for the RCGP and RCOG for recognising and treating
fibroids and endometriosis.
4. Multi-disciplinary teams and clinicians working together – to ensure access to all
treatments for women. Best practice pathway should be followed in this regard.
5. NICE Guidance where it exists should be followed. These should not be implemented
variably across the country as is currently the situation.
(Please see FEmISA’s patient survey on the information and choices they are given,1 and the
Medical Technology Group’s report - YoUr First ChoicE Patient Information and Choice – UFE
Patient Survey on patient access to UFE/UAE2. (FEmISA is a member of the Medical Technology
Group)
1

http://www.femisa.org.uk/images/stories/downloads/patient_information__%20choice_survey_report.pdf

2

http://www.mtg.org.uk/wp-content/uploads/2016/07/UFEResearchReport.pdf
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EXECUTIVE SUMMARY
FEmISA, carried out a Freedom of Information request to all acute NHS Trusts in England during 2016
to find out about NICE compliance, and how it was ensured that all patients received full objective
information on their treatment options.
•

Although 74% of acute NHS hospital Trusts had a policy to inform patients of their treatment
options only 45% monitor this by asking patients. This has consequences for informed patient
consent and later litigation, but more importantly many patients do not even know what their
treatment options are.
Only 28% of hospitals send out patient information leaflets on all treatment options to patients
before their outpatient appointments. Approximately 50% of Trusts do not record patient
information or choice as a category on their complaints system and therefore do not monitor it
effectively. Only 44% of Trusts monitor patient information and choice by asking patients in
surveys.
NICE Guidelines represent the best evidence-based clinically and cost-effective healthcare and
are the minimum standards that the public and the NHS should expect. While 88% of hospital
trusts had a policy about compliance with NICE guidelines only 45% of Trusts require an update
of all care pathways to include latest NICE Guidelines and review this at Director level.

•

•

•

•
•

•

•

•
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The recommendations from NICE Heavy Menstrual Bleeding Clinical Guidelines [2007] state that
women with symptomatic fibroids >3cm must be informed about and offered hysterectomy,
UAE and myomectomy. Many women complain to FEmISA and other fibroid patient support
groups that they are not given any choice or told of any alternative treatment options other than
hysterectomy by their gynaecologist. 67% of Trusts take no measures to ensure women are
aware of their treatment options and offered choice.
These NICE Guidelines also recommend that women should be sent information before her outpatient appointment. Only 2 Trusts do this.
NICE Interventional Procedures Guidance on UAE states that patient selection should be carried
out by a multi-disciplinary team (gynaecologists and interventional radiologists working
together). FEmISA advocates a multi-disciplinary outpatient clinic, so women are fully informed.
Only 7 Trusts offer this and women report that otherwise it is very difficult to access UAE or to
see an Interventional Radiologist who performs UAE.
Women are referred by their GP to a gynaecologist for hospital treatment of their fibroids. Only
3 hospitals stated that their gynaecologist received any training on UAE and that was informal
training given by the local interventional radiologists. Gynaecologists therefore lack the
knowledge to inform women about UAE or give them any advice as to whether they are suitable.
This strengthens the case for multi-disciplinary fibroid clinics.
It is notable that where women have informed choice as at a hospital with a multi-disciplinary
fibroid outpatient clinic e.g. Heartlands Hospital, that UAE rates are significantly higher than the
average. Here they performed 241 UAE procedures over 2 years, significantly more than other
hospitals.
At Heartlands Hospital over 2 years, of the 1077 women diagnosed with fibroids 392 (36%) had
hysterectomy, 44 (4%) open myomectomy and 241 (22%) UAE. (This echoes findings in a
previous MTG survey where at the same hospital, 61% of women had UAE compared with an
average nationally of 10% UAE, 61% abdominal hysterectomy 6% laparoscopic, 6% vaginal and
16% myomectomy.3) This must be a benchmark nationally for UAE.

http://www.mtg.org.uk/wp-content/uploads/2016/07/UFEResearchReport.pdf
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•
•

From this survey, the national average is hysterectomy 73%, and UAE 6%. This confirms that
most women are not able to make informed choices about their fibroid treatment.
Across the nation women with fibroids are being denied informed choice about their treatment
options. They are being denied access to the safest, least invasive treatment, which preserves
their fertility and unlike the gynaecological surgical treatments for fibroids has been formally
and independently reviewed for safety and efficacy. Hospitals do not monitor the information
given to women about their treatment options. Gynaecologists lack knowledge about UAE to
give any advice to women about it and do not comply with NICE Guidelines on Heavy Menstrual
Bleeding. There is also a significant element of professional rivalry from gynaecologist towards
interventional radiologists and UAE, which is against the interests of women patients. This is at
great cost to the women, their families, their employers, the NHS and society.

RECOMMENDATIONS
1. All NHS Trusts and CCGs must have a policy to ensure that all patients are fully, properly and
objectively informed about all their treatment options and their risks and told about the
complications and morbidity and mortality rates. This must be audited at least annually in a detailed
patient questionnaire where patients are asked about the treatment options and information they
were given. It is not sufficient to ask ‘did you receive all the information you needed?’ since this
does not determine if they were fully and properly informed.
2. National patient information leaflets need to be developed by the relevant Royal Colleges and
Medical Societies and importantly the patient support groups. In this instance for fibroid diagnosis
and treatment they would be - RCOG, BSIR, RCR, The Hysterectomy Association, FEmISA, The Fibroid
Network, the British Fibroid Trust, TOHETI etc. These need to be available nationally – on hospital
web sites, in GP surgeries, NHS Choices and hospital outpatients.
3. Multidisciplinary fibroid clinics with gynaecologists and interventional radiologists should be set
up in all hospitals where in-patient fibroid treatment is offered to ensure that women are fully,
objectively and properly informed about all their treatment options. Where hospitals do not offer
UAE and refer patients to another hospital it should be ensured that all patients have the
opportunity to be referred to the interventional radiologist to discuss UAE in detail before making
any decision about the treatment they want.
4. RCOG needs to work with BSIR to set up training for gynaecologists on UAE, so they are better
informed. They also need to work together for the benefit of patients, which all too rarely happens
at the moment, to the detriment of women. Gynaecologists, as well is lacking knowledge on
interventional radiology treatments including UAE and MRgFUS (magnetic resonance-guided focused
ultrasound) appear to see them as competing treatments provided by a different speciality that
must be avoided at all costs. Women patients must be the first priority and are not at the moment.
5. All hospitals offering interventional radiology treatments including UAE, should ensure that
consultant interventional radiologists have admitting rights, named consultant status and are
allocated beds on a regular basis to ensure women with fibroids and other patients have access to
interventional radiology treatments.
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1. ABOUT FEmISA
FEmISA (Fibroid Embolisation: Information, Support and Advice) is an independent, voluntary patient
support group and was set up by women whose fibroids were successfully treated by embolisation
(sometimes referred to as UAE or UFE – uterine artery/fibroid embolisation – an interventional
radiology treatment). Many of us were keen to avoid hysterectomy and we want to ensure that
other women have access to embolisation for the treatment of uterine fibroids by: •
•
•
•

informing potential patients/women and GPs and gynaecologists about embolisation and its
benefits
promoting embolisation as the treatment for uterine fibroids
supporting women with fibroids
helping and lobbying to ensure that all women have access to this treatment

FEmISA is a UK based not-for-profit organisation. It is run by volunteers and funded by group
members. FEmISA does not receive any financial support through advertising, nor benefit from free
website hosting or similar sponsorship.
FEmISA was set up over 15 years ago to help other women avoid hysterectomy and have informed
choice of the treatment they want. Members felt that women needed support as UFE was then
relatively new. We did not envisage that 15 years later we would still be in the same situation of
women suffering with fibroids only being offered hysterectomy (unless they were young), and
having great difficulty making informed choice or accessing this treatment.

2. INTRODUCTION
FEmISA carried out a Freedom of Information request to all acute NHS Trusts in England during 2016
to find out about NICE compliance, and how it was ensured that all patients received full, objective
information on their treatment options. The questions concerned treatments for fibroids (benign
tumours of the womb), heavy menstrual bleeding and insulin pumps. (Insulin pumps will be
considered in another report) An additional report on how CCGs (Clinical Commissioning Groups
who commission and purchase healthcare in their local area) ensure the providers are compliant
with NICE will be published shortly.
The motivation for this survey was because of the overwhelming feedback from a large number of
women contacting FEmISA and other fibroid patient support groups that they were not informed
about the treatment options and just told by their gynaecologists that they had fibroids and ‘their
only option was hysterectomy’ which many women did not want.
NICE Clinical Guidelines on Heavy Menstrual Bleeding 2007 (being reviewed) state that women with
symptomatic fibroids >3cm should be offered hysterectomy (removal of the uterus or womb and
sometimes other parts of the female reproductive tract), myomectomy (surgical removal of fibroids
alone) and UAE (or UFE - uterine artery/fibroid embolisation a less invasive treatment performed by
interventional radiologists) by their gynaecologist. Many women are not offered choice and
depending on their age are told either ‘their only option is hysterectomy’ if they are older or
myomectomy if younger with pregnancy wishes. Most women are referred to a gynaecologist and
have little access to an interventional radiologist who performs UAE, a much safer less invasive
treatment than hysterectomy or myomectomy, which retains a woman’s fertility. Most
gynaecologists have little if any training in UAE and insufficient knowledge to tell a woman if she is
unsuitable for UAE, yet many women are told that they are ‘unsuitable’ and stopped from seeking
advice from an interventional radiologist.
6
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3. METHODOLOGY
Freedom of Information requests were sent to all NHS acute hospital Trusts in England during 2016.
It is a legal requirement that public organisations respond to Freedom of Information requests
within 20 working days. It is therefore very concerning that only 81 acute NHS hospital trusts
responded, the rest either ignoring the request, although they were chased, or saying they could not
provide the information in the time available. All the data requests were exactly the same
information that the trusts need to provide to NHS Data – Hospital Episode Statistics.
The questionnaire can be found in Appendix 1. Answers to questions 8 to 11 inclusive will be
considered in a separate report.

4. SURVEY RESULTS
Eighty-one acute NHS Trusts responded to the FOI survey and a list can be found in Appendix 2.

The majority of hospitals [74%] had a policy to ensure that patients are fully and objectively
informed of their treatment options, but 20% did not and others were developing or revising
policies. Since patients cannot give informed consent without being properly informed it is very
surprising that not all hospitals had this policy in place.

7
© FEmISA 2017

Having a policy does not mean that all staff will comply and it must be monitored, audited and acted
upon to ensure compliance. The most effective way of doing this would be to ask the patients
themselves about what treatments and information they should have been told about and what
they actually received. It is very concerning that only 45% of Trusts do this. Sending out
information to patients on all their treatment options before they attend an outpatient’s clinic,
would also be a very good way of helping to ensure patients are properly informed, but only 27% of
Trusts do this. It is very concerning that 18% leave it to the individual clinician and 40% expect staff
to comply, without monitoring them. It is no wonder that many patients are not being properly,
objectively or fully informed of their treatment options and so consequently they cannot make an
informed decision about their treatment. The first concern must be for the patient, but there are
also significant legal implications. The claims for consent issues reported by the NHS Litigation
Authority in 2014/15 was over £15million.
There were 34 ‘other’ answers which can be found in Appendix 3.
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Q4 How many complaints has your Trust received in the last 2 years about lack
of patient information and choice of treatment? Answered: 78 Skipped: 6
Most Trusts did not record ‘lack of patient information and choice’ as a category in their complaints
database, thus 28 [36%] of Trusts said the number was unknow, a further 12 [14%] said there were
none, but this may have been because this category was not recorded. Several mentioned that this
category is not recorded in the national patient survey database. 35 Trusts gave a number, which
ranged from 1 to 649 in one Trust under the broad category of “communication/information to
patients”.
There is certainly a considerable opportunity to improve monitoring of patient
complaints to measure this properly and it is concerning that this is not already being carried out in
over half the Trusts.

NICE (The National Institute for Health and Care Excellence) produces evidence based
recommendations for clinical and diagnostic guidelines, which must be regarded as the minimum
standards that patients and the NHS would expect. 88% of Trusts had a policy on NICE guidelines
compliance, 8% did not and 4% didn’t know mainly as these were being developed.

9
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Unlike NICE Technology Appraisals compliance with NICE Guidelines is not mandatory and it is
apparent that few Trusts take all new NICE guidelines, embed them into care pathways and monitor
and audit compliance. Most Trusts will review NICE guidelines and decide whether they will adopt
them or not. Only 45% [33] of Trusts responding to this question are required to update all care
pathways to include latest NICE Guidelines and review this at Director level. 61% of those
responding to this question, 45 Trusts, do carry out a review by the clinical lead to ensure
compliance and audit this. 16% trust their clinicians to comply without monitoring. This must lead
to a concern about the evidence-based standards the Trusts are using and the quality of clinical and
patient care.

The detailed responses can be found in Appendix 4, but of the 77 Trusts responding only 20 were
able to give a numerical answer, most did not know or did not record NICE compliance as patient
complain category. Most patients would not have knowledge of detailed NICE recommendations, so
the number of complaints specifically related to NICE compliance would be low, but are seldom
properly recorded.
10
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Questions 8-11 are about insulin pumps and the subject of another report.

This question was posed as so many women complain to FEmISA and other fibroid patient support
groups that they are not given any choice or told of any alternative treatment options other than
hysterectomy, by their gynaecologist.
It is therefore very concerning that 67% [51] Trusts take no measures to ensure women are aware of
their treatment options and offered choice. ‘Other ‘detailed responses can be found in Appendix 5.
However, of the 27 detailed ‘other responses only one stated that all women receive information
about all the treatments. In most cases it is left to the gynaecologists of what is thought ‘clinically
appropriate’, which, in practice means in many hospitals, if she is young and wants children offer
myomectomy, if older offer hysterectomy.
11
© FEmISA 2017

Women who are referred for hospital treatment by their GP for fibroids or heavy menstrual bleeding
will be referred to a gynaecologist. Gynaecologist perform and are trained and educated about
hysterectomy and myomectomy, but not about uterine artery embolisation and do not perform this
treatment and have little knowledge of it. It is an interventional radiology procedure.

The recommendations from NICE Heavy Menstrual Bleeding Clinical Guidelines are that women
should be sent information before her out-patient appointment. If it included information on all
treatment options this would ensure that women were not reliant on their gynaecologists for this. It
is very concerning that only 2 Trusts send out information before the outpatient appointments. In
most cases this is the only way they could be sure that women are fully informed about all their
treatment options.
Detailed answers to Other can be found in Appendix 6.
12
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FEmISA and the APPG (All Party Parliamentary Group) on Women’s Health advocate a multidisciplinary fibroid outpatient clinic where both gynaecologist and interventional radiologists work
together to ensure that all women are fully informed about their treatment options, but only 7 (9%)
Trusts offer this. These are –
• Heart of England NHS Foundation Trust
• Calderdale and Huddersfield NHS FT
• East Kent Hospitals University NHS FT
• University Hospitals Bristol NHS Foundation Trust
13
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•
•
•
•

Royal United Hospital Bath
Hull and East Yorkshire Hospitals NHS Trust
UCL
(Luton and Dunstable University Hospital – this hospital does not offer UAE and therefore
cannot run a multi-disciplinary fibroid clinic)

Only 22% 17 hospitals had menstrual clinics as recommended by RCOG.
57% 43 hospitals state that their gynaecologists were well informed and knowledgeable about UAE,
but this contradicts the answers to Questions 15 and 16 below.
Although 36 Trusts state that their gynaecologist will refer patients for UAE on request and 34 state
that their gynaecologist confer with interventional radiologists when necessary, women report to
FEmISA that it is often very difficult to see an interventional radiologist or be referred for UAE.
Detailed answers to Other can be found in Appendix 7.

Women who are referred for hospital treatment by their GP for fibroids or heavy menstrual bleeding
will be referred to a gynaecologist. Gynaecologist perform and are trained and educated about
hysterectomy and myomectomy, but not about uterine artery embolisation [UAE] and do not
perform this treatment and have little knowledge of it. It is an interventional radiology procedure.
However, unless the hospital offers a multi-disciplinary fibroid outpatients clinic it will be the
gynaecologist who will be responsible for informing the woman of her treatment options. Properly,
fully and objectively informing patients requires considerable knowledge, education and training
about UAE, which most gynaecologists do not have or undertake. As a consequence, many women
are told that they are ‘unsuitable’ for UAE and their only option is hysterectomy when this is untrue
(that is even if they are told about UAE at all). Most women are suitable for UAE and there are very
few who are not and they would need to be properly assessed by an interventional radiologist,
rather than a gynaecologist.
In asking this question an assessment was being made about whether the gynaecologists have
sufficient, or any education, training or knowledge about UAE. All but 4 Trusts responded that UAE
is carried out by interventional radiologists and therefore the question was not relevant, but it is. It
is apparent that in all but a handful of Trusts gynaecologists receive no training in UAE and lack
sufficient knowledge to make judgments about the suitability of women to have UAE. Only 3 Trusts
responded that their gynaecologists receive training on UAE from the interventional radiologists and
only one that gynaecologist are assessed on UAE. These are the exceptions 14
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“Gynaecologists attend educational sessions in UAE by the interventional radiologists, who
actually perform these procedures”
“Our Gynaecologists do not have any formal training in UAE. It is undertaken by the
Radiologists. However, our Gynaecologists are expected to be aware of the procedure, the
indications for it (and contra-indications) and how it is carried out, plus any side-effects, risks
and complications. It is up to individual Gynaecologists to familiarise themselves with the
procedure, particularly if they are going to be offering it to patients as a treatment option.
This is all part of Good Medical Practice. The process of enlightening Gynaecologists about
the procedure should be part of each Gynaecologist’s CPD - this is an area that is monitored
through the appraisal process”

What is particularly concerning is that in hospitals were UAE is not carried out there will be an even
greater deficit of knowledge about UAE by gynaecologists.
Detailed answers can be found in Appendix 8.

As in the last question most respondents assumed that gynaecologist did not need to know about
UAE. Although some mentioned RCOG training programmes and CPD, none were specifically for
UAE. This confirms the need for multidisciplinary fibroid clinics.
Detailed answers can be found in Appendix 9.

The average number was 403 over 2 years i.e. 201 p.a. but the range was wide from 83-1,628
patients over 2 years.
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The average number was 750 over 2 years i.e. 375 p.a. but the range was wide from 1-2,101 patients
over 2 years.

The average number was 328 over 2 years i.e. 164 p.a. but the range was wide from 0-1,350 patients
over 2 years.

The difference between this and the last figures is that women are likely to have had additional
hospital diagnostic tests and more have been diagnosed with fibroids. The average number was 364
over 2 years i.e. 182 p.a. but the range was wide from 9-2,023 patients over 2 years.

The average number was 278 over 2 years i.e. 139 p.a. but the range was wide from 0-1,056 patients
over 2 years. On average, this shows a hysterectomy rate of women who have been diagnosed with
heavy menstrual bleeding and fibroids 27% and 73% for women with fibroids.

< 29 years old
231
1%

30-34
647
3%

35-39
1617
7%

40-44
4521
20%

45-49
6863
31%

50-54
3843
17%

>54
4630
21%

total
22352

It is concerning that women under 29 years of age are having hysterectomies, when we are not
considering treatment of cancer. There is a correlation of hysterectomy rate and age.
16
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Most hospitals provided myomectomy, surgical removal of the fibroid alone, rather than removal of
the whole uterus, as with hysterectomy. The figures however are distorted, as under the codes
used hysteroscopic investigation of the uterus is included, which does not include treatment of
fibroids, so figures, particularly in older women do not reflect treatment of fibroids.

The average number was 399 over 2 years i.e. 200 p.a. but the range was wide from 5-1,493 patients
over 2 years Myomectomy for fibroid removal tends to be offered to younger patients while many
older women have hysteroscopic investigations. There was some confusion between all endoscopic
procedures on the uterus and endoscopic myomectomy and in many cases these statistics have
been confused.

< 29 years old
957
3%

30-34
2100
6%

35-39
3287
10%

40-44
4421
13%

45-49
5144
16%

50-54
4913
15%

>54
12006
37%

total
32828
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Younger women are offered myomectomy to preserve their uterus, whereas older women have
hysteroscopic procedures mainly for diagnosis. This can be seen more clearly in the National HES
data below. There is an issue about older women being offered myomectomy. It appears to be
assumed that if a woman is presumed too old to have children she has no need of her uterus. The
equivalent presumption is not applied to men and is discriminatory.
< 29 years
old

30-34

35-39

40-44

45-49

50-54

>54

total

Open myomectomy

172

484

634

655

332

82

57

2,416

%

7%

20%

26%

27%

14%

3%

2%

100%

699

1,170

1,976

3,382

4,793

4,569

11,393

27,982

2%

4%

7%

12%

17%

16%

41%

100%

HES NATIONAL DATA FOR
ENGLAND 14/15

Endoscopic resection of
lesion of uterus
%

64% of Trusts offered UAE.

In all but 4 hospitals, where the arrangements for women wanting UAE were unknow, there are
referral arrangements in place to a number of more specialist local hospitals. The list can be found
in Appendix 10.
18
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Q28 If ‘Yes’ how many patients had uterine artery/fibroid embolisation in the
last 2 years?
The average number was 40 over 2 years i.e. 20 p.a. but the range was wide from 0-241 patients
over 2 years. This is significantly less than hysterectomy or myomectomy, certainly due to access
barriers for women of lack of information and lack of knowledge from gynaecologists.
It is notable that where women have informed choice as at a hospital with a multi-disciplinary fibroid
such as the one operated at Heartlands Hospital, that UAE rates are significantly higher than the
average. Here they performed 241 UAE procedures over 2 years, significantly more than other
hospitals. The UAE procedures in this have reduced considerably as this Trust no longer takes
referrals from outside its own CCG area.
In this hospital over 2 years, of the 1077 women diagnosed with fibroids 392 (36%) had
hysterectomy, 44 (4%) open myomectomy and 241 (22%) UAE.
The national average is hysterectomy 73%, (the myomectomy figure is unreliable as it contains
hysteroscopic procedures) and UAE 6%.

Another consideration is whether there are beds within the hospital for UAE. Many interventional
radiologists have no allocated beds and take second place to hysterectomy or other gynae patients.
An example of this is in Stoke Mandeville Hospital where UAE patients have treatment dates
cancelled in preference to hysterectomy patients. Only 45% of hospitals had allocated beds for
UAE, thus making access to UAE more difficult for patients. Responses to ‘other’ can be found in
Appendix 11.
19
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It is quite appalling that Interventional Radiologists do not have admitting rights, as
gynaecologists do in 51% of the hospitals responding. This represents another significant
barrier to women seeking UAE and indeed all interventional radiology treatments, which are
safer and less invasive, with shorter hospital stays and patients recover quicker.
Only 21 [34%] Trusts give interventional radiologists admitting rights and named consultant
status. This mean that without this status their patients have to use gynae beds under
gynaecologist, who are not in favour of UAE.
Trusts which do not give Interventional Radiologists admitting rights are listed in Appendix
14 and ‘other’ answers in Appendix 13.

20
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< 29 years
old
22
1%

30-34
85
5%

35-39
189
11%

40-44
470
28%

45-49
616
37%

50-54
265
16%

>54

total
1672

47
3%

Women receiving UAE tend to be in their forties and fifties. The figures for UAE are
considerably lower than they should be, as women have significant barriers to overcome to
gain access to this, the safest and least invasive treatment for fibroids.

21
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5. CONCLUSION
5.1. Policies for Informing Patients
The NHS Constitution states –
“You have the right to be given information about the test and treatment options available to you,
what they involve and their risks and benefits”4
NHS England states Shared Decision Making
“No decision about me, without me. This can only be realised by involving patients fully in their own
care, with decisions made in partnership with clinicians, rather than by clinicians alone.
Shared Decision Making is a process in which patients, when they reach a decision crossroads in their
health care, can review all the treatment options available to them and participate actively with
their healthcare professional in making that decision.
With current, clinical information, relevant to their particular condition, about all the options
available to them patients are helped to work through any questions they may have, explore the
options available, and take a treatment route which best suits their needs and preferences.”5
The NHS is failing to comply with the NHS constitution and is not taking informed patient choice
seriously. Although 74% of acute NHS hospital trusts responding had a policy on informing patients
26% did not or did not know if they did. Only 45% carry out patient surveys to ensure the policy is
being carried out. Responsibility does not end with formulating a policy, it must be ensured that the
policy is carried out and all staff are compliant.
Most Trusts did not record complaints about lack of patient information and choice, many stated
this was because it was not a category on the national patient complaint database. If true this is not
acceptable and must be remedied.

5.2. Compliance with NICE Guidelines
NICE receives £69.8 million from taxpayers (via DH, Health Education England, NHS England etc)
[NICE Annual Report 2016] and produces evidence based guidance for diagnosis and clinical
management for a number of conditions, as well as Technology Appraisals, Interventional
Procedures Reviews and many more evidence-based reviews to improve the quality and outcomes
of healthcare and the NHS. Although compliance with NICE guidelines is not mandatory, apart from
Technology Appraisals, they represent the minimum standards that patients and the public should
expect from the NHS. One might question why taxpayers fund NICE at this level, if the guidance can
be ignored and patient outcomes are compromised as a result. Many commissioners and providers
of healthcare in the NHS fall far short of these standards. The Medical Technology Group, FEmISA is
a member, has called for compulsory compliance with NICE Guidelines, but the Government does
not wish implement this.
4

The NHS Constitution https://www.gov.uk/government/publications/the-nhs-constitution-for-england/the-nhs-constitution-for-england

5

NHS England Shared Decision Making https://www.england.nhs.uk/ourwork/pe/sdm/
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While 88% of responding hospital trusts said they have a policy to ensure that all staff are compliant
with NICE guidelines, only 45% review care pathways for compliance at Director level and 60% carry
out audits on NICE compliance, which are reported to the Board. 16% do nothing. Only 20 trusts
were able to report the number of complaints they received about NICE compliance.

5.3. Compliance with NICE Clinical Guidelines on Heavy Menstrual Bleeding [current 2007]
In the current NICE Guidelines, it states 1.3.1 A woman with HMB referred to specialist care should be given information before her
outpatient appointment
This is very sensible advice as it is the only way to ensure that women are actually told objectively, or
at all, about all their treatment options, particularly as we have seen from previous responses that
this is not properly monitored. It also gives women the opportunity to read, understand and ask
questions about possible treatments. It is well documented that many patients are not able to take
in all the information they are given in an outpatient clinic and there is also limited time for patients
to discuss treatment options properly, for what for them will be a life-changing event. Only 2.6% [2]
Trusts send out information to patients before their outpatient clinics. This is absolutely
unacceptable and this needs to be audited by NHS England and the Care Quality Commission.
Although not included in this survey, a previous FEmISA patient survey6 showed that women found
the information they were given inadequate. The findings of the more recent report “Informed
Choice? Giving women control of their healthcare”7 published by the All Party Parliamentary Group
[APPG] on Women’s Health, to which FEmISA contributed significantly, also echoed this. That report
recommended that national patient information be developed with the relevant Royal Colleges and
Medical Societies and patient groups. FEmISA strongly supports this as the information given on
some hospital web sites is often inaccurate, incomplete and insufficient.
Current NICE Guidelines on HMB state that women with fibroids >3cm must be offered
hysterectomy, UAE and myomectomy. However, only 29% of Trusts audit this on a regular basis and
even fewer, 10% survey patients. 67% of hospitals trust their gynaecologists to inform women of all
appropriate treatments. Clearly their trust is misplaced, as seen from the patient surveys above and
some comments –

“We offer patient information packs, leaflets, booklets to complement the clinician’s’
recommendation for a treatment or intervention”

6

http://www.femisa.org.uk/images/stories/downloads/patient_information__%20choice_survey_report.pdf

7

https://static1.squarespace.com/static/5757c9a92eeb8124fc5b9077/t/58d8ca34f7e0ab027a19247c/1490602579808/APPG+Womens+He
alth+March+2017+web+title.pdf
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“We do not routinely offer all women with fibroids >3cm requiring hospital treatment
hysterectomy, UAE and myomectomy. This is not age discrimination, but rather clinical
judgement, requiring treatment to be tailored to the individual. It would not be appropriate
to offer a 15 year old nulliparous girl with a 3cm fibroid hysterectomy, nor would it be
appropriate to offer a post-menopausal patient with large symptomatic fibroids a
myomectomy due to the high associated morbidity and lack of requirement to preserve
fertility.”
This comment provoked several questions – Where does ‘clinical judgement’ allow informed choice
on the woman’s part? Why does this gynaecologist think that myomectomy has a higher morbidity
rate than hysterectomy? Why is it assumed that if a woman is post-menopausal it is acceptable to
remove her uterus and have the least safe and most invasive in-patient treatment available with the
longest recuperation time?
The NICE Interventional Procedures Review on UAE recommended multidisciplinary team working
between gynaecologists and interventional radiologists to ensure women have access to all fibroid
treatments and may also go some way to overcoming the biases seen above. Only 9%, 7 hospitals
have multidisciplinary fibroid outpatient clinics where women can see both gynaecologists and
interventional radiologists to be fully, properly and objectively informed about all the treatment
options. Although 57% said their gynaecologists are well informed and knowledgeable about UAE,
this is completely untrue. Gynaecologists have no training or education at all on UAE and are in no
position to inform or guide women on their treatment options. They lack the knowledge on UAE to
advise women, particularly if they are suitable or not. The vast majority are. This does not stop them
from advising women they are unsuitable, when they are not and they then pressurise women into
hysterectomy.
FEmISA did write to the President of RCOG about the complete lack of training for gynaecologists on
UAE, suggesting that a course be developed with BSIR, but received no response. Gynaecologist
therefore lack the knowledge about UAE to run fibroid clinics and advise patients. This shows the
absolute need for multidisciplinary fibroid clinics run by gynaecologists and interventional
radiologists working together.
Recent complaints to FEmISA exemplify the lack of information and choice for women from
gynaecologists. Gynaecologists try to push women towards hysterectomy and do not inform them
of safer and less invasive alternatives – UAE or other treatments that would preserve their fertility –
UAE and myomectomy “I have fibroids and am very concerned that I've had to be very proactive in avoiding
hysterectomy. If I hadn't done my research and been assertive I doubt very much I would've
been told of the alternatives by the specialists. I had to mention UAE of my own volition and
then it was a case of "that's a different department" "you'd have to be the right candidate"
"you'd need an MRI, you're not claustrophobic, are you?" The reason for hysterectomy has
been given mainly because my age - the assumption is I've "completed my family" (and won't
be suing the hospital)?!”
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“I had a myomectomy about 13 years ago and my fibroids grew back. I have one large one
which is affecting my quality of life but the only option the consultant is offering me is a
hysterectomy. Would I be able to have UFE at another trust away from my catchment area?”

“Due to symptomatic fibroids, I have been on drugs and IUD …... The IUD was pushed out and
the drugs do not work. … I have been bleeding for three months. The doctor I was referred to
at JR hospital told me the only surgical option is hysterectomy. I don't want to lose my womb,
so I am trying to find other options…... last weekend, I was admitted to A&E as my blood test
shows I had severe anaemia”
The diagnostic and treatment figures show that there is considerable age discrimination and this is
shown in the quotes from patients above, who were in their 40s or 50s. It is assumed by many
gynaecologists that if a woman no longer wants to be become pregnant she will no longer want her
uterus and therefore only needs to be offered hysterectomy. Gynaecologists should know that the
uterus also has other very important functions particularly in orgasm, where it plays an important
role and removal of the uterus - hysterectomy itself is a cause of pelvic organ prolapse. There has
been very little research in the effect of hysterectomy on sexual function and few women told about
the risk of prolapse.
Women with fibroids have many considerations when making decisions about their preferred
treatment – the risks – what is the likelihood of death, serious injury and complications? Will the
treatment work? How painful is it? What are the longer term complications and side effects? How
long will I be in hospital? What care will I need by a family member at home, who would have to take
time off work also? How long will I be unable to drive? How long will I be off work, particularly those
running their own businesses or in senior positions? How good is the hospital and doctor operating
on me? Please see 4.3.1. for the comparative safety of treatments for fibroids
The assumption that a woman who does not want or who is too old to become pregnant has no
further need of her uterus is somewhat Victorian, based on misogyny and is discriminatory, both in
terms of age and sex. A very common condition that afflicts men of a certain age is benign prostatic
hyperplasia (prostate enlargement). Men also have a chance approaching 100% of getting prostatic
cancer, but most die of something else. When seeking treatment for the symptoms of benign
prostatic hyperplasia men are not asked if they still want to father children, as many women are, or
if they still want to enjoy sex, which most women aren’t asked. They are not normally offered a
prostatectomy unless they have cancer. Men and women are treated very differently and women
are discriminated against.
The survey shows that there is age discrimination about the treatments women receive. If a woman
is in her 20s or 30s she is most likely to receive myomectomy, if in her 40s or 50s she is most likely to
have a hysterectomy or if assertive and knowledgeable enough, UAE.
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5.3.1. Comparative Safety of In-patient Treatments for Uterine Fibroids
Hysterectomy and myomectomy have never been formally or independently reviewed for safety
efficacy.
Hysterectomy
The VALUE Study 8 funded by the Department of Health in 2004 was the first serious audit of the
outcomes of hysterectomy over 12 months with only a 6-week follow-up showing the morbidity and
mortality of hysterectomy. The complications were found to be severe, operative complications
occurred in 3% and mortality and morbidity was far higher than advertised previously. One of the
authors Prof Klim McPherson went on to study more aspects of the complications arising from
hysterectomy, which previous went unmentioned including sexual dysfunction.9 There has never
been a formal review of the safety of hysterectomy. The mortality for abdominal hysterectomy is
176 p.a. (0.6%) within 90 days of the procedure [HES]. Other statistics can be found on the FEmISA
web site 10
Hospital stay is normally 5 days and return to work 10 weeks11 Driving is restricted after
hysterectomy.
Myomectomy
This has never been reviewed for safety or efficacy. The mortality is unknown. In a study Minimally invasive surgical techniques versus open myomectomy for uterine fibroids SO: Cochrane
Database of Systematic Reviews: Bhave Chittawar et al - The conclusion was …. “More studies are
needed to assess rates of uterine rupture, occurrence of thromboembolism, need for repeat
myomectomy and hysterectomy at a later stage.”12
Gupta JK, Sinha A, Lumsden MA, Hickey M. Uterine artery embolization for symptomatic uterine
fibroids Cochrane Database Syst Rev. 2012 May 16;5:CD005073.
In this meta-analysis the conclusion was …… There was very low quality evidence to suggest that
myomectomy may be associated with better fertility outcomes than UAE, but this information was
only available from a selected subgroup in one small trial. …………………
It was also mentioned that the major complication rate for myomectomy” is less well defined” i.e.
unknown13
Hospital stay is normally a few days for abdominal myomectomy and driving is restricted.

8

http://onlinelibrary.wiley.com/doi/10.1111/j.1471-0528.2004.00174.x/full

9

https://www.ncbi.nlm.nih.gov/pubmed/16098153

10

http://www.femisa.org.uk/index.php/treatment-comparison-tables

11

Cardiovasc Intervent Radiol. 2006 Mar-Apr;29(2):179-87. Pain and return to daily activities after uterine artery embolization and
hysterectomy in the treatment of symptomatic uterine fibroids: results from the randomized EMMY trial. Hehenkamp WJ1, Volkers NA,
Birnie E, Reekers JA, Ankum WM.

12

http://onlinelibrary.wiley.com/doi/10.1002/14651858.CD004638.pub3/abstract

13

http://onlinelibrary.wiley.com/doi/10.1002/14651858.CD005073.pub4/full
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UAE
UAE has been reviewed for safety and efficacy by NICE –
“Current evidence on uterine artery embolisation (UAE) for fibroids shows that the procedure is
efficacious for symptom relief in the short and medium term for a substantial proportion of patients.
There are no major safety concerns. Therefore this procedure may be used provided that normal
arrangements are in place for clinical governance and audit.”14
There have been no reported deaths from UAE for many years. There is further information on the
FEmISA web site10
Hospital stay is normally overnight. Return to work is a few days to 3 weeks and there is no
restriction on driving.

5.4. Interventional Radiology
Although a relatively new clinical speciality, especially compared with gynaecology, interventional
radiology offers considerable advantages to patients and the NHS. For those unfamiliar with
interventional radiology The British Society of Interventional Radiology [BSIR] define it as –
"Interventional Radiology" (IR) refers to a range of techniques which rely on the use radiological
image guidance (X-ray fluoroscopy, ultrasound, computed tomography [CT] or magnetic resonance
imaging [MRI]) to precisely target therapy. Most IR treatments are minimally invasive alternatives to
open and laparoscopic (keyhole) surgery. As many IR procedures start with passing a needle through
the skin to the target it is sometimes called pinhole surgery!
The essential skills of an interventional radiologist are in diagnostic image interpretation and the
manipulation of needles and the use of fine catheter tubes and wires to navigate around the body
under imaging control. Interventional radiologists are doctors who are trained in radiology and
interventional therapy. No other specialty possesses this unique combination of skills! 15

Strategically the NHS should be moving to invest in interventional radiology since it is much safer,
more cost effective, less invasive and has a much quicker hospital throughput than old very invasive
surgical techniques. As treatment access is often via a blood vessel there is almost no surgical
trauma or any possibility of surgical injury to internal organs and no scar. Consequently, patients
have a shorter hospital stay and recovery and return to work or normal life is much quicker. As it is
safer it can also be used for patients who would be at risk from general anaesthetic and invasive
surgery – the obese, the frail elderly and those with co-morbidities.
It is therefore not only surprising, but reflects very poorly on the management of many hospitals
that consultant interventional radiologists do not have admitting rights, as all consultant
gynaecologist do, in 51% of hospital trusts that have interventional radiology. Interventional
Radiologists carry out many other very beneficial minimally invasive procedures in neurology, cancer
treatment, men’s health, vascular disease, haemorrhage, drainage of ducts and infections and
biopsies to name but a few.
14

https://www.nice.org.uk/guidance/ipg367/chapter/1-Guidance

15

http://www.bsir.org/patients/what-is-interventional-radiology/
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This is further exacerbated in the case of UAE, by the fact that only 46% of hospitals offering UAE
provide beds for it on a regular basis, so having often fought hard to avoid hysterectomy a woman
wishing to have UAE will have a further hurdle to get a treatment date and bed.
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6. RECOMMENDATIONS
1. All NHS Trusts and CCGs must have a policy to ensure that all patients are fully, properly and
objectively informed about all their treatment options and their risks and told about the
complications and morbidity and mortality rates. This must be audited at least annually in a detailed
patient questionnaire where patients are asked about the treatment options and information they
were given. It is not sufficient to ask ‘did you receive all the information you needed?’ since this
does not determine if they were fully and properly informed.
2. National patient information leaflets need to be developed by the relevant Royal Colleges and
Medical Societies and importantly the patient support groups. In this instance for fibroid diagnosis
and treatment they would be - RCOG, BSIR, RCR, The Hysterectomy Association, FEmISA, The Fibroid
Network, the British Fibroid Trust, TOHETI etc. These need to be available nationally – on hospital
web sites, in GP surgeries, NHS Choices and hospital outpatients.
3. Multidisciplinary fibroid clinics with gynaecologists and interventional radiologists should be set
up in all hospitals where in-patient fibroid treatment is offered to ensure that women are fully,
objectively and properly informed about all their treatment options. Where hospitals do not offer
UAE and refer patients to another hospital it should be ensured that all patients have the
opportunity to be referred to the interventional radiologist to discuss UAE in detail before making
any decision about the treatment they want.
4. RCOG needs to work with BSIR to set up training for gynaecologists on UAE, so they are better
informed. They also need to work together for the benefit of patients, which all too rarely happens
at the moment, to the detriment of women. Gynaecologists, as well is lacking knowledge on
interventional radiology treatments including UAE and MRgFUS (magnetic resonance-guided focused
ultrasound) appear to see them as competing treatments provided by a different speciality that
must be avoided at all costs. Women patients must be the first concern and are not at the moment.
5. All hospitals offering interventional radiology treatments including UAE, should ensure that
consultant interventional radiologists have admitting rights, named consultant status and are
allocated beds on a regular basis to ensure women with fibroids and other patients have access to
interventional radiology treatments.
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APPENDIX 1
FOI QUESTIONNAIRE
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APPENDIX 2
RESPONDENTS
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APPENDIX 3
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APPENDIX 4
Question 7 - answers
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APPENDIX 5
Question 12 – ‘Other’ Answer details
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APPENDIX 6
Question 13 – ‘Other’ Answer details
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APPENDIX 7
Question 14 – ‘Other’ Answer details
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Question 15 – ‘Other’ Answer details
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APPENDIX 10
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APPENDIX 11
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APPENDIX 12
Trusts providing beds for UAE on a regular basis
•

University Hospital Southampton NHS Foundation Trust

•

The Royal Wolverhampton NHS Trust

•

Heart of England NHS Foundation Trust

•

Calderdale and Huddersfield NHS FT

•

Cambridge University Hospitals NHS Foundation Trust

•

The Royal Free London NHS Foundation Trust

•

Lancashire Teaching Hospitals NHS Trust

•

Epsom and St Helier University Hospitals NHS Trust

•

University Hospitals Coventry and Warwickshire NHS Trust

•

King’s College NHS Foundation Trust

•

Countess of Chester Hospital NHS Foundation Trust

•

Kingston Hospital NHS Foundation Trust

•

Frimley Health NHS Foundation Trust

•

Ipswich Hospital Trust

•

Medway NHS Foundation Trust

•

Royal Devon & Exeter NHS Foundation Trust

•

Mid Yorkshire Hospitals NHS Trust

•

Surrey and Sussex Healthcare NHS Trust

•

Oxford University Hospitals NHS Foundation Trust

•

Royal United Hospital Bath

•

Royal Berkshire NHS FT

•

Nottingham University Hospitals NHS Trust

•

Hull and East Yorkshire Hospitals NHS Trust

•

Sheffield Teaching Hospitals NHS Foundation Trust

•

North Tees and Hartlepool NHS FT

•

UCL

•

Gateshead Health NHS Foundation Trust
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•

Buckinghamshire Healthcare NHS Trust – (however gynae patients are given preferential
treatment over UAE patients and UAE patients have their procedure cancelled in favour of
patients having hysterectomy)
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APPENDIX 13
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APPENDIX 14
HOSPITALS NOT GIVING ADMITTING RIGHTS TO CONSULTANT
INTERVENTIONAL RADIOLOGISTS OR NAMED CONSULTANT STATUS
•

University Hospitals Bristol NHS Foundation Trust

•

Peterborough and Stamford Hospitals NHS Foundation Trust

•

University Hospitals Coventry and Warwickshire NHS Trust

•

King’s College NHS Foundation Trust

•

South Tees Hospitals NHS Foundation Trust

•

Southend University Hospital NHS Foundation Trust

•

Countess of Chester Hospital NHS Foundation Trust

•

The Dudley Group NHS Foundation Trust

•

Kingston Hospital NHS Foundation Trust

•

Medway NHS Foundation Trust

•

Royal Devon & Exeter NHS Foundation Trust

•

Hillingdon Hospitals NHS FT

•

Milton Keynes

•

Oxford University Hospitals NHS Foundation Trust

•

Dartford and Gravesend – (no admitting rights, but Interventional Radiologists have names
consultant status)

•

Royal Berkshire NHS FT

•

Nottingham University Hospitals NHS Trust

•

Northumbria Healthcare NHS Foundation Trust

•

Sheffield Teaching Hospitals NHS Foundation Trust

•

North Tees and Hartlepool NHS FT

•

UCL

•

North Cumbria University Hospitals NHS Trust

•

Wirral University Teaching Hospital NHS Foundation Trust (WUTH)

•

Buckinghamshire Healthcare NHS Trust

•

Gateshead Health NHS Foundation Trust

•

Lancashire Teaching Hospitals NHS Trust
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•

The Royal Free London NHS Foundation Trust

•

Cambridge University Hospitals NHS Foundation Trust

•

Derby Teaching Hospitals NHS Foundation Trust

•

West Hertfordshire Hospitals NHS Trust

•
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