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	Ein cyf / Our ref: 375/21/FOI 	

	Dyddiad / Date: 21st December 2021 











Further to your request for information dated 24th November 2021, I am pleased to provide the following response. 

Please note questions 4, 8 and 9 have been processed in line with Data Protection Legislation and not under the Freedom of Information Act.

Your request and our response:

1. I can understand that names are removed from waiting lists for two reasons:
Upon bring admitted for treatment;

Other reasons and I presume that this category will include those outpatients who passed away in the period that they were waiting for treatment. There will of course be those who move away from the area. How many categories are there within the definition of "other" and what are these? 

The following categories fall within the definition of ‘other’:

	Outpatient activity

	Inpatient admission

	Day case admission

	Day care attendance

	Cancelled by patient

	Patient no longer traceable

	Patient died

	Cancelled by Hospital

	Seen at other hospital

	Seen at treatment centre

	Seen via emergency admission

	Seen via other treatment

	Cancelled by GP

	NHS Patient seen as Private

	Treatment no longer required

	Patient did not phone

	Health Care Professional activity

	Rejected - lack of capacity

	Inappropriate Referral

	Refusal to change clinician

	Refusal of reasonable offer

	Referred to GP - Health Board ruling

	Patient failed to opt-in

	Entered in error

	Multi-Disciplinary Team Activity

	No change to Pathway

	Could not attend

	Referred to Tertiary Centre (same Trust)

	Event unknown at present

	Discharged / referred back to GP

	Treatment commenced today

	Active monitoring commenced today

	Referred to another Consultant

	Admitted direct from clinic

	Patient declined treatment

	Patient treated elsewhere (including treatment as emergency)

	Did not attend

	Patient deceased

	Referred to tertiary centre (not Cardiology)

	Patient Journey ends

	Therapy treatment completes pathway

	Refusal of reasonable offer

	Active monitoring previously commenced

	Could not attend

	Patient Initiated Follow Up

	Condition resolved

	See on Symptom

	Treatment has already taken place

	Decision to change pathway, Patient declines treatment

	Decision to change pathway, with referral to tertiary centre (except Cardiology)"

	Pathway starts from an Accident and Emergency referral

	Pathway starts from previous Admission (different clinician)

	Pathway starts from previous Admission (same clinician)

	Pathway starts from Emergency Admission

	Pathway starts from an Multi-Disciplinary Team Event

	Decision to change pathway, new treatment commenced today

	Pathway began prior to collection of data

	Pre-Referral Time to Treat Pathway

	General Adjustment

	General Medical Adjustment

	General Social Adjustment

	Pathway Note

	No reply within 3 weeks

	Appointment Agreed with Patient

	Appointment Not Agreed with Patient

	Appointment Offered

	Reasonable appointment offered

	Telephone Contact (in Working Hours)

	Telephone Contact (Outside Working Hours)




2. For both BCUHB and YGC I should be very grateful if you would supply the following information for the numbers of outpatients removed from all waiting lists by the following categories:

· Those removed from waiting lists because they had been admitted for treatment;
· Those who had passed away whilst they were on an outpatients' list for treatment;
· Those removed from lists for other reasons.

Can this information be shown for the following periods?

· 1st May to 31st October 2019;
· 1st November 2019 to 30th April 2020;
· 1st May to 31st October 2020;
· 1st November 2020 to 30th April 2021;
· 1st May to 31st October 2021.

In accordance with the Freedom of Information Act 2000, this letter acts as a Refusal Notice under section 17 of the Act.

The Health Board can confirm we hold the information you have requested for questions 2, 3, 7, 14 and 15 however, due to the way this information is currently recorded within the departments we have established that to comply with your particular request would exceed the appropriate costs limit under section 12 of the Freedom of Information Act 2000.  This is currently £450. In reaching this decision we estimate that it would take staff approximately 7,641 hours to locate and review patients removed from any list across Betsi Cadwaladr University health Board (BCUHB). This figure is based on a timescale of 15 minutes patient for all 5 questions stated above and that this exemption applies to, there being 30, 565 patients removed from any list between the period of 1st May 2020 and 1st November 2021 alone. To obtain the data would work out at approximately 7,641 hours @ £25.00 per hour (cost permitted under the Act) = £191,025.  As you will be aware this is not an exemption which requires us to consider the application of the public interest test.


3. Please can the same information be provided for The Colorectal Unit at YGC? 

Please see our response to question 2 above.


4. It will be helpful if you can ascertain what Charlotte Jaggard, or her superiors, did upon receipt of my letter to Charlotte of 10th April (incorrectly dated 20th). I have asked CVUHB for a response but one has not been provided.

Cardiff and Vale University Health Board have confirmed that a response was sent to you on the above matter on the 19th November 2021. 


5. How many other patients’ names were removed from the waiting list by the same or similar instruction? 

Please see our response to you under Freedom of Information Request reference 323/21/FOI, specifically questions 2 and 3


6. Did any of these individuals question the decision? 

Betsi Cadwaladr University Health Board have not received any other formal complaints in regards their names being removed from the waiting list by the same/similar instruction.


7. In the last 6 years how many patients’ names have been removed from colorectal waiting lists at Ysbyty Glan Clwyd and when was the last time this happened?

Please see our response to question 2 above.





8. Please will you let me have a copy of Mr Baghomian’s instruction to Mr Akbar?

We have been unable to locate this instruction after carrying out an email search of both staff members email accounts.


9. Please can you let me have a copy of the instruction / authorisation given to Mr Baghonian? 

We have been unable to locate this instruction after carrying out an email search of both staff members email accounts.


10. Please can you give me a copy of the instruction issued to The Welsh National Endoscopy Programme to, in turn, instruct various Gastroenterology Departments to carry out “validations” of exiting lists? (i.e. which organisation / individual created the original  instruction that validations  should be carried out?) 

BCUHB are not aware of any “instruction” issued to the Welsh National Endoscopy Programme.  Validation of waiting lists is regarded as good practice in endoscopy as in all clinical services to ensure that patients (a) still require treatment and (b) have been correctly prioritised. It is also a supportive process to assess any apparent deterioration in condition.


11. I see that the BSG Guidance was issued in 2019. When exactly was this and why did it take until 2020 for The Welsh National Endoscopy Programme to issue instructions? Clearly this could not have been regarded as important. 

BSG Guidance notes are issued periodically and are designed to advise on the investigation, management and prevention of disease of the gastrointestinal tract by gathering evidence of best practice and sharing it to eservice providers accordingly. This particular guidance note is just one example of this. However, it should be noted that these notes are for “guidance” only – i.e. they are not instructions. The determination of the action to be taken will be down to each Health Board and the Welsh National Endoscopy Programme. In regards to the decision on timing to issue instructions, you will need to contact NHS Wales Collaborative who host the Welsh Endoscopy Programme. Under our duty to advise and assist please find a link to their website below:

https://collaborative.nhs.wales/





12. The removal of my name from the list was generated by a British Society of Gastroenterology Guidance Note which I am led to believe was issued in 2019. I have tried to obtain a copy of this without success. Is there any way that you can provide a copy of the guidance note? 

Please find embedded below the guidance generated by the BSG along with a link to the online document:





https://www.bsg.org.uk/clinical-resource/guidelines-for-the-management-of-hereditary-colorectal-cancer-from-the-bsg-acpgbi-ukcgg/ 

13. Did Ysbyty Glan Clwyd (YGC) cease to carry out colonoscopies? 

During the Covid-19 pandemic, YGC only carried out emergency colonoscopies and colonoscopies for those with urgent suspected cancers, according to Welsh Government guidance during Covid.


14. Did any patients who were denied a colonoscopy develop undetected bowel cancer or other illnesses? 

Please see our response to question 2 above.


15. Has anyone died? 

Please see our response to question 2 above.
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Guidelines for the management of hereditary colorectal cancer from the British Society of
Gastroenterology (BSG)/ Association of Coloproctologists of Great Britain and Ireland

(ACPGBI)/ United Kingdom Cancer Genetics Group (UKCGG)

Lay summary
What do these guidelines cover?

Bowel cancer is a common disease which will affect approximately 1 in 20 people in their
lifetime. In the United Kingdom there is a national screening programme available for the
whole population at a certain age (beginning in people in their 50s or 60s depending on where
they live). This is usually a stool test perhaps followed by a colonoscopy.

In some people there are genetic (‘hereditary’) factors which may increase this lifetime risk
of cancer. This may include those with a family history of bowel cancer, or those with genetic
conditions which increase the risk of cancer of the gut. In some people with increased
hereditary risk of cancer, we would suggest additional check-ups, surgical procedures, genetic
testing or other interventions including medications or lifestyle advice.

A colonoscopy test uses a thin flexible tube with a tiny camera on the end to look inside your
bowel. This test can find bowel cancer, or polyps (pre-cancerous growths) which can usually
be removed to lower the risk of bowel cancer.

We address the issue of person-specific care (sometimes called ‘personalised’ care) in such
individuals at increased risk of cancer of the gut.

This includes the choice of surgical procedures, made between clinicians and patients, which
may be different from those without genetic risk factors for bowel cancer.

Gene testing for inherited risk factors for cancer is usually performed after some counselling,
followed by a blood test. In this guideline we discuss the best ways to improve identification
of people who might have increased genetic risk of bowel cancer, in order to prevent cancer,
or better treat those with cancer who also have genetic risk factors.

These guidelines are primarily aimed at healthcare professionals and address:
e Who should have surveillance?
e When should surveillance take place?
e What else can we do to prevent cancer?
e What kind of surgery should we perform in people with hereditary cancer risk?
e Who is eligible for gene testing, and what kind of testing should we perform?

These guidelines were written by the British Society of Gastroenterology (BSG), the
Association of Coloproctology of Great Britain and Ireland (ACPGBI) and the United Kingdom
Cancer Genetics Group (UKCGG).





Common questions that patients and their relatives ask are outlined below.
If I have a family history of bowel cancer, do | need a colonoscopy?

It is not unusual to have a family history of bowel cancer. For most people the usual screening
offered for those at average lifetime risk is adequate as a means of surveillance. However if
a close relative was diagnosed under age 50 years, or if you have more than one close relative
with bowel cancer, you may benefit from additional tests and/or procedures.

What is the purpose of surveillance?

The main purpose of surveillance is to find and remove polyps so that they are prevented
from potentially developing into cancer in the future. If a cancer does occur, surveillance may
also find it at an earlier stage when it is easier to cure.

Who can | ask about genetic testing?

You can talk to your GP about whether you should be referred to a specialist for genetic
testing. It can be helpful to have genetic testing, but it is not always appropriate. With
scientific advances more genetic testing is possible however.

Why have these guidelines on surveillance been updated?

New evidence has allowed medical professionals to improve the previous guidelines which
were published a decade ago. New genetic tests are available which help us make decisions
about how we may prevent cancer. Moreover, since the last guidance, national bowel
screening has been introduced which provides a useful check-up for low-risk people. The
updated guidelines aim to make surveillance, surgery, genetic testing and other more
personalised. This ensures that such procedures or tests are recommended for people who
need it, and not recommended to those who do not. Therefore for some people the need for
and timing of surveillance colonoscopies has altered in this updated guidance.
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BSG/ACPGBI/PHE Post-polypectomy and post-colorectal cancer
resection surveillance guidelines

Lay summary

What do these guidelines cover?

A colonoscopy test uses a thin flexible tube with a tiny camera on the end to look inside your bowel.
This test can find bowel cancer, and also polyps (non-cancerous growths) which can usually be
removed to lower the risk of bowel cancer. These updated guidelines consider the use of surveillance
(“check-up”) colonoscopies and bowel imaging in people who have had either bowel polyps or a bowel
cancer removed.

These guidelines are primarily aimed at healthcare professionals and address:

e Who should have surveillance?
e When should surveillance take place?
e When can surveillance be stopped?

Some people and their families are at particularly high risk of developing polyps due to genetic
(inherited) conditions: this guidance does not cover these people — separate guidelines have been
published for them.

These guidelines were written by the British Society of Gastroenterology (BSG), the Association of
Coloproctology of Great Britain and Ireland (ACPGBI) and the English Bowel Cancer Screening
Programme (Public Health England [PHE]). They are also supported by NHS England (NHSE).

Common questions that patients and their relatives ask are outlined below.
What is the purpose of surveillance?

The purpose of surveillance is to find and remove any new polyps so that they are prevented from
potentially developing into cancer in the future. If a cancer does occur, surveillance may also find it at
an earlier stage when it is easier to cure.

Why have these guidelines on surveillance been updated?

New evidence has allowed medical professionals to improve the previous guidelines. Moreover, since
the last guidance, national bowel screening has been introduced which provides a useful check-up for
low-risk people. The updated guidelines aim to make surveillance more personalised, ensuring it is
recommended for people who need it, and not recommended to those who do not. This means that
the need for and timing of surveillance colonoscopies has altered in this updated guidance.

If I have had polyps removed during a colonoscopy, will | need a surveillance colonoscopy in the future?
Not always. Bowel cancer usually develops from polyps, which is why specialists remove polyps during
colonoscopy. Often this is all that is required, but in some people, new polyps can grow in the future.
These guidelines tell doctors which people are at risk of new polyps and should have future
surveillance colonoscopies.

If you do not need surveillance colonoscopies, we still encourage you to take part in the national Bowel
Cancer Screening Programme as/when you are invited (currently from age 50 in Scotland and 60 in
Wales, Northern Ireland and England, although Wales and England have made commitments to lower
this age to 50 in line with Scotland).





Why do some people with polyps NOT need surveillance?
The two main reasons for this are:

Not all people who have had polyps removed are at increased risk of developing cancer;
Having a colonoscopy does have some potential risks. For some people, this risk outweighs
the potential benefit.

These guidelines help doctors to decide what is right for each patient.

How often will | need to have surveillance colonoscopies?
This will depend on your individual circumstances, and your doctor will explain this to you using these
guidelines.

Recent evidence has shown that in many cases the intervals previously used for colonoscopy
surveillance were too short (i.e. patients were asked to have a colonoscopy too frequently).
In most cases, we now recommend an interval of three years;

Evidence shows that with high quality colonoscopy using the latest techniques, once the
bowel is cleared of polyps there is only a small chance of developing further high-risk polyps
that may turn into cancers. Therefore, in most cases a single follow-up colonoscopy will be
all that is needed.

Why stop at around 75 years of age?

For a patient around the age of 75, once the bowel has been cleared of polyps they are very
unlikely to benefit from further surveillance colonoscopy;

This is because, even if a new polyp occurs, it usually takes at least ten years for it to grow
from a small polyp into a high-risk polyp or cancer;

Although colonoscopy is usually safe, the risk of a complication of the test itself (e.g. bleeding)
or an associated event (e.g. stroke, heart or kidney problem) occurring after a colonoscopy
increases significantly in patients over the age of 75;

Every patient should be able to discuss their own case with their doctor to weigh-up the
associated risks and potential benefits of having a further colonoscopy.
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