Patient version of SIGN 159 - consultation report (booklet for parents and carers)

	Reviewers comments

	Public partners

	Reviewer
	Comment
	Group response
	Editorial response 

	Is the layout easy to read?

	
	Easy to read 
	√
	(

	
	Begins well text broken up with picture but becomes wordy and depressing
Font size is good and colour easy to ready
	√ Aim to condense information. 
	(

	
	Yes.
Are the booklets (for both parent/carers and for young people with epilepsy) also available in an Easy Read format, too?
	Easy Read format not available.  
	Can we discuss what we would need to do to convert to easy read?

	
	Yes. It’s very easy to navigate the booklet. Mixture of text and graphics which is helpful.
	√
	(

	
	Yes, it is fine.
	√
	(

	
	The booklet is well laid out, clearly headed and each section easily found.
	√
	(

	
	Yes, over all the presentation is good and easy to read.
Suggestions:
1. This is a long document and most of it is not relevant to common forms of epilepsies. It is important to highlight in the introduction that all the information in this are not relevant to your epilepsy. For example there is not much if someone has common form of epilepsies as this is related to evidence based document.
2. When listing information please list most relevant to less relevant and most common to less common. For example in triggers for seizures may be start with infection/being unwell, sleep deprivation etc. Also may be even grouping them for example In younger children, infection can be common trigger and on adolescents sleep deprivation, drugs alcohol, not taking medication etc. 
3. About focal and generalised: Instead of affecting one part and whole brain consider starts from one part of the brain to whole brain network.
	Addded sentence to advise that every section will not be relevant and professionals can advise which sections will be useful to read.
Triggers re-ordered
Re-worded to say can affect one side of the brain or both sides. 
	(
(
(


	
	Yes
	√
	(

	
	Yes
	√
	(

	
	Sections are clearly titled
It conforms to style of SIGN Patient Versions 
ie Who it is for and relevance to them
Definition and description of condition
Diagnosis
Treatment Options
Additional Support
Role of SIGN
	√
	(

	Are the images and diagrams appropriate and meaningful?

	
	Yes
	√
	(

	
	They're good. it helps to have graphics in.
	√
	(

	
	Yes but they seem to get less as the booklet progresses
	Only useful to include graphics if they help to get messages over. 
	(

	
	Yes
	√
	(

	
	Very. The ones on tests are helpful for people to see what’s involved. The graphics for risk reduction are excellent.
	√
	(

	
	Most of them yes, but the Ketogenic one in the parent’s booklet is misleading - the graphics and the way it laid out in the Young person’s booklet up to the age of 18 is better - not ideal - but a lot better. You should use the same graphics for both booklets.
	Improve text.  Use images of food from young people’s booklet.
	Think there should be more of the fat groups on the graphic – see document

	
	The images and diagrams are well presented and easily understood. The use of symbols draws the reader’s attention to important information.
	√
	(

	
	The general images about children are relevant. 
Leaving a brain lobe image and writing the heading brain structure may be bit too simplistic. Likewise having picture of VNS as this is very specialised treatment and when they reach that treatment stage the clinicians will introduce that level. may be you can consider reducing images to decrease the size.


Likewise I am not sure we need to get into the details of Glut 1 def and Pyruvate dehydrogenase in this. For example we do not have a single case of both in Edinburgh Epilepsy service. You can mention the indications but not sure about the details.
	Decision made to remove these images as not seen to be helpful.  Alternative image of brain to illustrate epilepsy will be more useful.  It was decided not to give too much detail on VNS since this is specialised treatment.  Signpost to other information about VNS. 
Agree - remove
	(
(

	
	Yes
	√
	(

	
	Yes, but could do with some positive images of disabled children too, as many disabled children have epilepsies and these booklets do not really include them
	Image to be added after editorial review.
	Can you do a montage on the cover: teenagers, young children, disabled children?

	
	Excellent and meaningful diagrams 
Obviously less than patient booklet
Good photographs showing diagnostic procedures
	√
	(

	Do you think that the language and tone is appropriate?

	
	Mentions tonic clonic but doesn't explain?
	Removed explanations of different types of epilepsies and signpost. 
	Still reference to aura that I have marked in text

	
	Tone is excellent
	√
	(

	
	Overall yes however feel there are varying language styles and can tell sections are written by different people
	We will aim to improve.  
	(

	
	Yes
	√
	(

	
	Booklet is sensitivity written throughout. It’s reassuring and positive in many places.
	√
	(

	
	Yes, overall it is
Please see comment about focal and generalised.
May be mentioning low blood sugar along missing meals.
Sometimes short video like this can explain lot of written information. 
https://youtu.be/MO7xXL2ZXP8
	Include link to video in further sources of information in parent booklet as well as young people’s one.
	(

	
	Yes I do. There are a couple of things that concern me though, detailed further in section 8 below.

We should avoid saying that seizures involve the "whole brain" since this is never true and is over dramatic. 

Some families will read this cover to cover, so mentioning SUDEP in a recommendation (page 13) before explaining what SUDEP is is inappropriate. Perhaps just move page 13 to after the safety section (after page 24 or 25).
	Re-worded
Agree, define SUDEP when first mentioned 
	(
(


	
	Yes
	√
	(

	
	Language appropriate and clear
Where technical language used explanations given
Sentences of useful length and excellent use of quotes from parents
No abbreviations or jargon just a good few technical terms
	√
	(

	How useful is the content?

	
	Stats given for SUDEP deaths but not for overall. Possible to give some info and put in context that is still relatively uncommon?
	Number of over all deaths each week added.  Sentence added to say that SUDEP should be discussed despite it being rare or uncommon. 
	(


	
	Very useful but quite a lot of details. The detail about treatment and the SUDEP part is helpful but an awful lot about the different type of epilepsy at the beginning and I'm not convinced you need all that. More helpful to just say what epilepsy is as you will get told what type it is if they know.
	Agree.  We have removed the definitions and signposted to Epilepsy Scotland’s website for details.
	(


	
	I think the content is very useful but information is given disproportionately and becomes quite hefty and depressing in certain sections- 6 pages on death is very hard when information on what seizures are and common treatment choice are much shorter. 
Triggers quote seems to be in the wrong place before an explanation of what a trigger is and photosensitive epilepsy is not explained well as being a trigger
The order of recommendations seems wrong at times eg pg 9 perhaps should be epilepsy should be diagnosed by a specialist first before talking about filming seizures it just does not flow well or read well without some further explanation i think
Also discussion around blood tests being only for genetic testing is misleading and could easily be further explained before going into why we look at genetics. it is much more than just genes - need to check for metabolic disorders, infections as well as gene disorders
Pg 13 jumps straight to a comment about SUDEP but does not explain what that abbreviation means and perhaps section should talk about information being given about all risks including SDUEP

Need to check the numbers of 1 child in 4500 'in the UK' as I am sure those numbers were after a very large american study and not specific to the uk so may be misleading if people become literal about death in the uk.

I think the section on death is far too long and could be tempered by discussing risks overall then include SUDEP but 6 pages on death is too much negativity if we are not giving the same to being positive about treatment and lifestyle and also not helpful when we are quoting 1 in 4500 children/yp dying which then makes it feel like a very common thing rather than less common

Section on where to find more info needs reorganised - Scottish organisations first followed by the wider groups and generic followed by specialists or in alphabetical order but in a more helpful list than is currently done
	Re-ordered and explanations given where required.
See above

Checked with SUDEP Action representative and this is correct. 

We worked with SUDEP Action after consultation to improve this section.

Our usual style is to list NHS Inform followed by organisations working with the condition.   We decided to list epilepsy focused organisations in alphabetical order after NHS Inform/NHS24.  
	(
Don’t think this is addressed. Either need to add other reasons for blood test or make it clear that genetic testing is one outcome from blood test.

(
(
(


	
	The content is useful, particularly for someone who has been recently diagnosed.
However, I consider that the use of old terminology for seizure description e.g. simple partial seizure is not helpful. 
Use the current ILAE classification of seizures.
	√ 
This has been removed. 
	(


	
	The content is useful and I like how the information in green boxes explain the evidence from your guidelines while also offering other helpful information. Signposting is always useful.
	√
	(


	
	Very useful well done.
Needs to be bit more organised. There are a list of national organisations and websites. All of these very helpful. It may be best organise in terms of more local, relevant to most families like nhs inform, epilepsy Scotland and then other information. We can think about it like what information I would give for most people with epilepsy.
	Thank you.  Re-organised after discussion. 
	(


	
	One thing we must get right is the picture of the scanner. The picture ono page 11 of the Carers document is a CT, not an MRI scanner. https://www.sign.ac.uk/media/1770/20201008-sign-epilepsy-patient-version-consultation-draft-carers.pdf
I would describe it as an MRI (magnetic resonance imaging) scan. So, it's a scan, not a test.
	Agree, image changed.
	(


	
	PAGE 4 :Important edits needed here.

1. Epilepsy is when people have repeated seizures which start in the brain. 

Should say "Epilepsy is a condition where a person is predisposed to recurrent seizures due to bursts of abnormal electrical activity in the brain."

2. Seizures tend to last only a short time and usually stop on their own.

Should say "most seizures last less than 5 minutes, and will stop on their own" (as it reads some readers may think that longer seizures do not happen at all which is not true. Also "short time" is subjective. For most parents observing a 3 minute seizure it does not feel like a short time at all!

3. Seizures can affect only part of the brain (known as focal or partial seizures) or they can affect the whole brain (known as generalised seizures). In my experience "whole brain" is over dramatic and not accurate. There are many structure in the brain not affected at all by generalised seizures (e.g. brainstem, cerebellum, basal ganglia etc.)

Should say "Seizures can involve abnormal electrical activity on just one side of the brain (known as focal seizures) or they can involve abnormal electrical activity on both sides of the brain (generalised seizures)"

PAGE 9

I would change the reason for genetic testing in the table. Most genetic epilepsies are not actually inherited so the main utility of genetic testing is not to find out if there is a chance of epilepsy being passed down from family members. It should read "to see if there are any changes in your genes that explain why you have epilepsy"

PAGE 13

SUDEP is first mentioned in a recommendation before any explanation about what this is (move recommendation to page 25).

PAGE 15

Capitals technically required for eponymous syndromes "Dravet syndrome" "Lennox-Gastaut syndrome"

PAGE 17. It is "Glucose 1 Transporter Deficiency" (the “1” is missing in the full name)
	Section revised
Ok, re-worded

See above

These are now removed.

Removed
	(
(
(
(
(

	
	Good, but really do need a section on disabled children who also have epilepsy e.g. children with cerebral palsies. These children are not included in the current booklet and their needs are important too. 

Could do with a section on epilepsies due to structural brain changes, be these congenital or acquired, ante, peri or post natal. This is a major omission in what is otherwise a useful booklet.

Also should say something about genetic epilepsies, the importance of family history etc.
	Guideline didn’t give specific details on managing disabled children. 
Revised text to say that blood tests look at changes in child’s genes to explain why they have epilepsy.  Recommendation states reasons for referring children for genetic testing.  Group did not wish to give more information as should be discussed in person.
	(
(
(


	
	Extremely as complex condition with wide spectrum of experience for those suffering from it and those caring from them 
Need to remove fear while being realistic is ably met and balanced
Gives clear reasons for compliance 
Gives carers their roles and responsibilities
	√
	(


	Does the content help patients and carers understand what the latest evidence supports around: diagnosis, treatment and self-care? 

	
	I have late onset partial complex epilepsy which is entirely controlled by medication and has been for nearly two decades so I haven't had a seizure for nearly 20 years. I'm not sure if it applies to kids and you don't want to raise false hopes but it is possible to live a 
virtually normal life (whatever that is!) with epilepsy. Not sure is accurate / appropriate to put something like that in.
	Quotes in young people’s booklet illustrate that young people with epilepsy can do the same things as those without epilepsy such as going out with friends.  
	(


	
	Yes the evidence bits of the booklet are really helpful. The self-care tips are useful.
	√
	(


	
	Yes overall but treatments are given disproportionate sections with the less common ones being given pages where most people will be managed using medication so too many pages on the diet, VNS, Surgery and needs to be explained further why that was done or rewritten in a more proportionate manner as could be confusing

Feel this would be a confusing booklet if it was to be the first thing a parent read about epilepsy and their child. May just need some better writing to contextualise it and explain the guideline a bit better. I do not think I would use this booklet with families in its current format with a new diagnosis and perhaps not even with a longstanding diagnosis.
	Ketogenic diet section needed additional information to help people understand.  VNS section shortened and signposting in place. 
	(
Shorten ketogenic diet section as I feel same

	
	Yes.
However, on the recommendation to treat anxiety/depression with SSRIs, does the research support this for young people under the age of 18?
	Yes, but mention antidepressants rather than giving specific details. 
	(


	
	Yes. The diagnosis section in particular is helpful. Explains what should happen but also explaining why it can take some time and why there is a need for parents to be as accurate as possible when discussing seizures with doctors. Treatment options are well set out and offer vital information to help people to ask about these if not offered. Information on risks and how this can be managed is helpful for parents to take control of this and talk to kids about it.
	√  
	(


	
	Yes, in so far are these go, but disabled children are specifically not included which is a major omission.
	Guideline did not give specific details on management of disabled children.  
	(


	
	Yes. It does. 
In the main guideline there are some statements/quotes from young people which are under each section.
May be worth considering bringing some of the comments from the consultation with young people to this information?
Good work. well done.
	Agree
Thank you
	(


	
	Yes
	√
	(


	
	Definitely and stresses need for patients and cares to be involved with clinicians on developments within treatment options after diagnosis and self care options for patients which are made clear to those caring for them
	√
	(



13

