Appendix 4.2 - recording progress of patient version


Step 1: selection of recommendations and what they mean for patients
Extract from planning document for patient version on squamous cell carcinoma - selection of recommendations and what they mean for patients
	Recommendations/GPP
	To be included (Y/N)
	Key message for patients/carers from recommendation/GPP
	Additional information needed (including signposting to other orgs)

	Section 2
	
	
	

	All clinicians should endeavour to identify high-risk tumours at the earliest opportunity, and when referring patients with suspected SCC, should include details of any high-risk clinical features, noting immunosuppression, tumour diameter and site.
	Y
	The majority of SCCs are regarded as low risk.  This means that they will not spread to any where else in the body.  However we do know that a very small number approximately 5% will spread.

There are a number of factors that will help your doctor identify if your SCC has the potential to spread including ;

- How big the SCC  is

- are you immunosuppressed, 

- the position on the body , an SCC on the ear, lip, nose, eyelid  and scalp will be classed as high risk

To ensure that you are seen promptly and prevent delay in treating your SCC, your doctor will highlight these high risk features when referring you to the specialist.  
	

	Where any of the following high-risk features are present, patients with primary SCC should be discussed at a skin cancer multidisciplinary team meeting:

· tumour thickness >4 mm

· tumour extension beyond dermis into or through  subcutaneous fat

· perineural invasion 

· poorly differentiated 

· tumour diameter >20 mm

· desmoplastic subtype

· immunosuppression

· SCC arising in the ear 

· recurrent SCC

established or suspected metastatic SCC
· nose, external lip, eyelid and scalp tumour site

· association with special clinical situations (see section 3.2.5)

· adenosquamous histological subtype

· spindle cell histological subtype

· pseudoangiosarcomatous histological subtype

· acantholytic histological subtype

· lymphovascular invasion

tumour excision margin involved at deep or peripheral margin

MDT discussion is desirable where:

· a tumour is at a surgically challenging site

the referring clinician requests discussion due to specific clinical management issues such as cognitive impairment or significant medical comorbidities.
	Y
	Your tumour sample will have been reported by a pathologist, a specialist doctor who assesses tissue samples using a microscope.  As well as making the diagnosis of SCC, the pathologist will have assessed a number of other characteristics of your tumour.  A combination of clinical and pathological features will help predict the potential behaviour of your tumour, and will inform decisions about treatment options.

The following pathological features may suggest a high risk tumour – i.e. one which may come back after initial treatment, or have the potential to spread to other parts of the body.  If any of these features are present, the pathologist will recommend discussion of your case at a multidisciplinary meeting:  

· Tumour thickness greater than 4 mm:  This is a measurement from the outer layer of the skin to the deepest part of the tumour.

· Tumour extension beyond dermis:  This means that the tumour has extended through the outer layers of the skin and has reached the fatty tissue underneath.  The pathologist will also have recorded if any other tissues are involved, such as muscle or bone.

· Perineural invasion identified:  The pathologist will have looked to see if the tumour has spread around small nerve fibres in the skin.

· Poorly differentiated tumour:  Differentiation is an assessment of how closely the tumour resembles normal tissue.  In a poorly differentiated tumour, the cells show a lot of variation in size and shape, compared with normal cells.  

· Tumour diameter >20 mm:  This is simply an assessment of the overall size of the tumour, measured either by the dermatologist/ surgeon or the pathologist.

· High risk tumour subtype:  It is recognised that a small proportion of SCCs show special growth patterns, which may predict high risk behaviour.

· Lymphovascular invasion identified:  The pathologist will have checked whether your tumour has spread into small blood vessels.

· Excision margins, close or involved:  The pathologist will have made an accurate measurement of the amount of uninvolved tissue around the tumour.  If the tumour extends up to (or very close to) the edges of the tissue sample, the margin is considered to be involved and further surgery may be considered.

· Even if none of these features is present in your case, your doctor may on occasion request that your tumour be discussed at a multidisciplinary meeting, if they need advice from colleagues about a specific issue.


	

	Section 6
	
	
	

	Patients with SCC with any high-risk features should be offered follow-up appointments every three to six months for 24 months following treatment. One further appointment at three years is desirable.
	Y
	If your Consultant feels it is necessary, you will be invited to attend the skin clinic for check-ups every three to six months for 2 years, and then you will have one final appointment a year later. 

	

	For patients treated for low-risk SCC a review appointment should be offered to check histopathology (if not previously assessed), conduct skin surveillance and facilitate patient education in self examination and skin cancer prevention, if not previously undertaken
	Y
	Most people with a low risk of SCC coming back may not need to be seen again or will only need to go for a follow-up appointment once more after treatment

	· aim to sit in the shade between 11am and 3pm (while in the UK, but if in hot climate particular care will be needed during daylight hours);
· natural fibre clothing to protect your skin from sun;
· apply sun cream generously labelled SPF50 with 4 stars minimum all over your skin before dressing and reapply it every 2 hours;
· wear a sun hat which will keep the sun from your face, neck and ears;
· wear good quality sun glasses labelled 100% UVA protection or UV 400 or that have the 'CE Mark' and British Standard (BS EN 1836:1997). 


	Patients who are immunosuppressed and others who are developing multiple SCC should be offered long term follow-up. Advice on sensible photoprotection measures and self-skin examination should be offered to all high risk patients
	Y
	Because you are taking medicines to reduce your immune system, you may develop other skin cancers. Your doctor or nurse will teach you how to examine your skin.
	

	Ongoing follow up may be undertaken by an appropriately trained general practitioner with special interest or by a clinical nurse specialist.
	N
	
	

	The psychological impact of skin cancer should be considered at follow up and patients referred for psychological support as appropriate.
	Y
	It is normal to feel down and worried when you are told that you have an SCC.   Your doctor or nurse can refer you for help and support.  
	An excellent aesthetic result may still be distressing for the patient.  Their appearance has changed perhaps in ways unnoticed by others. This can be just as distressing for older people as it is for the young. They will benefit from emotional support.

	Section 7
	
	
	

	Details of support groups will be included


Step 2: transfer information in planning document into patient friendly text using question and answer format

Extract from patient version:

	What if my doctor thinks that I have squamous cell carcinoma?

If your doctor thinks that you have squamous cell carcinoma, they should refer you to a skin specialist (either a dermatologist or a surgeon) who will do a skin biopsy to help decide whether or not it is SCC.  A sample may be taken or the whole patch or bump may be removed first time and no more treatment will be needed. 

To make sure that you are seen quickly and to prevent delay in treating your SCC, your doctor will highlight any high risk features when referring you to the specialist.  A number of things can suggest to your doctor that your SCC may be at possible risk of spreading or may come back again at a later date including:
· size (if bigger than 2cm) and thickness of your SCC;

· reduced functioning of your immune system (immunosuppressed); and

·  the position on your body , for example a SCC on your ear, lip, nose, eyelid  or scalp 

Biopsies

The skin specialist will either cut out a small piece of your abnormal skin (incision biopsy) or cut the whole area out (excision biopsy) and a specialist doctor (pathologist) will examine it under a microscope.  You will be given a local anaesthetic when having a biopsy.

Side effects of biopsy

After the biopsy, you may experience some of the side effects listed below.  Scarring will be permanent but will improve with time, and you may be able to have reconstruction surgery to help .  All the other effects listed below  will be temporary: 

· pain; 

· swelling;

· bleeding;

· bruising; and

· limited us of the area of your body where biopsy has been taken.

The great majority of SCCs have an excellent outcome and surgery will usually result in a cure. The majority have a low risk of spreading to anywhere else in your body.  Only a very small number of SCCs have a higher risk of spreading (approximately 5%). 

Some people can have a SCC which might be difficult to treat or have the potential for future problems.  If your skin biopsy highlights that this might be the case for you, a multidisciplinary team (MDT) may want to have a discussion about your treatment at a meeting. The MDT is a group of skilled professionals who specialise in skin cancer diagnosis and treatment. The team may consist of a: 

· Dermatologist (a doctor who specialises in skin and may perform regular skin cancer surgery);
· Pathologist (a doctor who looks at body tissues from biopsy or surgery under the microscope);
· Plastic surgeon or other surgeon performing skin surgery regularly for example maxillofacial or oculoplastic;
· Clinical nurse specialist;
· Oncologist (doctor who specialises in treating people with cancer); and
· The consultant responsible for your care (or deputy).
There are a number of things that will help decide if your case will be discussed at the MDT meeting to assess if more treatment is needed including:

· size and thickness of your SCC;

· the position on your body, for example, ear, nose, lip, eyelid and scalp;

· if the SCC has extended through the outer layer of your skin to the fatty tissue underneath or if it has reached your muscles or bones;

· if the SCC has spread to small nerve fibres in your skin;

· if your SCC has the potential to show special growth  patterns that have a  high risk of spreading;

· if your SCC has spread into your small blood vessels;

· the tissue around your SCC.  If the SCC extends up to or very close to the edges of your tissue sample, more surgery may be needed.

Even if none of these features are present, your doctor may sometimes ask for your case to be discussed at a multidisciplinary meeting.  Your doctor may need advice from other healthcare professionals about a specific issue.  

Together, the MDT will agree to the most effective personal treatment plan for you.  Treatment will be done in an outpatient clinic at a local hospital. 




Step 3: consultation on draft patient version
Extract from patient version consultation report 
	Reviewer
	Comments
	Group response
	Editorial response

	General

	ACC
	The font and type size are uncomplicated and easy to read.

I found the writing style clear and factual, and generally either avoided or explained medical jargon in an accessible fashion.

Very useful content in that it tells patients what to expect, particularly in terms of the more potentially alarming aspects of surgical removal of an SCC (common after-effects etc).

It might also be helpful to point out that treatments such as Efudix for actinic keratoses may constitute another aspect of follow-up.


	√

Insufficient evidence to make a recommendation
	√



	AS
	Images are not great

Simple language and well written.


	Ok, better images to be included in final draft.
	√



	GL
	Easy to read. Pictures were a little scary. A good picture of a successful treatment might give a more positive slant.

Easy to read at a patient level.

I think this will help patients and carers to understand what is involved.

	PEC suggestion

Agree, better images to be included in final draft

√


	√



	ACC
	The description of the biopsy procedures on page 5 could be clarified and linked to page 8. On page 5, biopsy is portrayed as a preliminary exploratory procedure. In my case, however, the excision biopsy was in fact the main treatment for removal of the entire SCC, and the subsequent pathology analysis then fed into the risk assessment that dictated the subsequent pattern of follow-up appointments. This type of treatment needs to be better integrated with the table of options on page 8.
	Agree  - include excision surgery in treatments table. 

Include in table of treatments the following statement ‘In a large number of cases, no further treatment will be needed’. Also highlight this statement in 'what if my doctor thinks I have SCC' section. 
	√





