[image: Text

Description automatically generated]


Safer prescribing patient survey- Valproate and Topiramate

Report

September 2025

Summary

What This Report Is About

We asked people about two medicines: valproate and topiramate. These medicines can help with epilepsy, migraines, and bipolar disorder. But they can also harm an unborn baby if taken during pregnancy.

Our goal was to find out:
•	Are people told about the risks?
•	Do they feel involved in decisions?
•	What support or information is helpful?

We worked with groups who support patients and carers. We heard from 98 people across England, including 24 from the North East and North Cumbria. 

What People Told Us

Understanding the Risks
· In our area, 8 out of 10 people said staff explained the risks.
· More people who started the medicine recently said they were told about the risks.
· But, 1 in 3 people who’ve been on these medicines for over 5 years said no one had explained the risks.
· Women were more likely than men to be told about risks.

Being Involved in Decisions
· About 1 in 3 people felt they were very involved in choosing whether to take the medicine.
· More recent patients felt more involved.
· People taking valproate felt more involved than those on topiramate.

Support and Information
· Most people who got leaflets or website links found them useful.
· Many wanted more detailed or personal information.
· Two-thirds were offered the chance to ask questions. Most found this helpful.
· Emotional support was offered to some - useful for those who wanted it.

Annual Reviews
· Around 1 in 4 people weren’t invited to review their medicines regularly.
· Reviews were more likely for people on valproate than topiramate.
· Most reviews were face-to-face, which people preferred.

Birth Control Advice
· Most people in our area were not offered help with birth control.
· Some people said this didn’t matter to them—but others said they wanted this advice.
· LGBTQ+ and neurodivergent people often felt assumptions were made about them.

Planning a Baby
· Around 1 in 3 people had decided to have a baby while taking these medicines.
· Some changed medicines, others stayed on them.
· People wanted earlier and clearer conversations about having a baby while on these drugs.

What Needs to Improve
· People want to hear about risks when starting to take medicines, including men. 
· People who have been on medicines longer need to hear about the risks.
· Annual reviews should be more common.
· Conversations should be tailored to each person.
· Support and information should be offered in different ways so everyone can understand it.
· Staff must not assume anything about gender, sexuality, or plans to have children.
[bookmark: _Toc197616517][bookmark: _Toc169686660][bookmark: _Toc197616454]Recommendations
Explain the risks clearly and early
· Tell people about the risks to an unborn baby as soon as the medicine is discussed.
· This includes:
· Women and girls of childbearing age
· Men taking valproate 
· People on topiramate for migraines or intracranial hypertension
· Don’t assume someone knows because they’ve been on the medicine for a long time.
Make sure everyone feels involved
· Ask people how they want to be involved in decisions.
· Let them know they have a choice—and support them to make it.
· People said they felt left out or talked over in the past. That needs to change.
Tailor support to the person
· Ask what kind of support or information works for them—don't assume.
· For some, that’s leaflets. For others, a one-to-one chat or a follow-up 
· Useful to have options ready: leaflet, website, clinic number, nurse support, emotional support.
Respect people’s lives and identities
· Avoid assumptions. Not everyone wants children. Not everyone is heterosexual. Not everyone can get pregnant.
· People told us this can feel hurtful or alienating when not handled well.
Support choices around birth control
· Many weren’t offered birth control advice - but wanted it.
· Others didn’t want it, or had reasons it wasn’t relevant.
Improve annual reviews and have them more regularly 
· Some people haven’t had a review in years.
· Some only get phone calls and want more support.
Reviews will be a good time to explain risks to people who have been on the medicines a longer time. They will also help reach people considering having a baby.
Introduction
The ICB has been alerted about the safety two medicines[footnoteRef:2]. Valproate and topiramate. These are medicines which can help with [2:  The two national patient safety alerts, from the Medicines and Healthcare Products Regulatory Authority (MHRA) were:
NatPSA_2023_013_MHRA in November 2023 about valproate and
MHRA Drug safety update about Topiramate.
] 

· Bipolar disorder
· Epilepsy
· Migraines (topiramate only)
 
It is important that the risks of taking these medicines are understood by the patient, to help make an informed decision. We asked patients and carers their experience of conversations about the risk of taking these medicines: 
· when the medicine is first prescribed, 
· when changes are needed and 
· in medicine reviews. 
Involving patients and carers will make sure improvements to the prescribing pathway are informed by patient experience. They will be used to influence conversations health staff have with patients about taking these medicines. This may be through meetings, production of information and/or training. 

[bookmark: _Toc197616455]What we did
We shared an online survey. We also held some interviews. We also talked to some networks and organisations. The survey was open for two months, from December 2024 until February 2025. 



We asked:

· If the risks of taking these medicines was well explained.
· What support people were offered to make decisions about these medicines.
· Whether people were given the information they needed to make the right decision for them.
· Whether medicine reviews took place and if they were helpful conversations.
· What would improve conversations about the medicines, to aid shared decision making.

[bookmark: _Toc197616456]We wanted to hear from: 
1. People who are living in the North East and North Cumbria, aged over 13 who:
· have taken valproate- who could get pregnant or could get someone pregnant. Or have considered taking this medicine
· have taken topiramate who could get pregnant. Or have considered taking this medicine

2. People who care for someone who uses one of these medicines

3. Voluntary sector organisations and cross sector-networks which work with any of the above people- patients and carers. 

We also reached out to national charities supporting people with migraines and charities which work with people affected by these medicines:  The Migraine Trust, The Brain Charity, In Fact UK and OACS,

We reached out to current patients through our steering group through- 
· Neurology
· Psychiatry- at TEVW and CNTW
· Maternity services
· Women's health services
· Children's services- paediatrics
· Learning disability and autism services
· GP Practices

Reaching diverse people
We wanted to hear from patients and carers with a wide range of experiences of valproate or topiramate. And hear from people from different communities. We wanted to hear from people who would have different experiences of talking about the risks of these medicines to pregnancy.

We worked with different health care staff, networks and organisations to reach people from diverse communities. 

· To reach people with a learning disability, we worked with the Learning Disability Network to develop a simpler, easy read survey. We also interviewed two people with a learning disability, with their family carers.
· To reach autistic people we talked with autistic people's organisations and a partnership board. 
· We talked with the Regional Forum of Parent Carer Forums to help us shape the survey. And to help us reach carers.
· To make sure we heard from LGBT+ people we talked with the LGBT Forum about how to shape the survey.
· We talked with the Child Health and Wellbeing Network to help us to hear the views of young people.
We sent the survey out to lots of different organisations across the North East and Cumbria, trying to reach a wide variety of people.

As well as these ways we offered different ways to support people to get involved. A phone number was provided, for people who would like help filling in the survey. And to answer questions. We offered to provide other formats and languages on request. 

Survey respondents were asked to share their demographic information, including gender; whether this was the gender assigned at birth, sexual orientation; age; postcode; and ethnicity. The survey was anonymous. 

[bookmark: _Toc181271214][bookmark: _Toc197616457]Analysis
The surveys included both closed and open-ended questions. Where closed questions are presented, percentages are used. People do not necessarily see or respond to each question. So, in some cases percentages are based on small numbers and one or two participants can account for a large percentage of the total. Therefore, percentages do need to be treated with some caution. Because of the low numbers, demographic analysis of responses has not been undertaken as it is unlikely to be meaningful. 

The open-ended questions, responses have been read and themed as far as possible. Illustrative quotes are also provided to highlight some of the themes. These are provided exactly as written. 

[bookmark: _Toc197616458]

Where people live
Although we had wanted to hear from people in the North East and North Cumbria, the online survey was shared more widely. 44% of responses were from out of our area (n=39) 24 people told us they had a postcode in the NENC area. 25 people didn't answer the question about where they lived. 

When we present the results, we share what everyone in the survey told us and then focus on the experience of people in the North East and Cumbria.



Figure: Where respondents said they lived.

[bookmark: _Toc197616459]Who we heard from
We had 88 responses to the main online survey. We also had 10 responses to the easy read survey. We held 2 interviews with people with a learning disability and a parent. These responses were recorded within the 88 responses in the main online survey.

Most responses were from people who were taking or had taken the medicine themselves. 20% of responses were from carers. 

Figure: I am answering this survey for…

[bookmark: _Toc197616460]Gender
67% responses came from females. All respondents were cis-gender. One respondent, from out of our area was non-binary.


Figure: Which best describes you (gender)

[bookmark: _Toc197616461]

Age
Of the 85 people who told us their age, 10 were between 13 and 17. 67 people were between 18 and 54 and 8 people were over 55. 



Figure: Age of people who answered the survey

Nearly all respondents were white.

[bookmark: _Toc197616462]Which medicines have you taken?
From the main online survey, 36 people currently take valproate and 34 currently take topiramate. 2 people take both medicines. 15 people who filled in the survey don't currently take either medicine. 

Figure: Which medicines have you taken? (current use)

People reported a mixture of histories with the medicines that they take:
	History with the medicines
	NENC
	All areas

	I take topiramate
	9
	27

	I used to take valproate,  now I take topiramate
	1
	7

	I take valproate
	5
	31

	I used to take topiramate and now I take valproate
	2
	5

	I take valproate and topiramate
	2
	2

	I used to take topiramate
	1
	5

	I used to take valproate
	2
	7

	I used to take valproate and I used to take topiramate
	2
	4

	Total
	24
	88




[bookmark: _Toc197616463]How long have you been taking this medicine?

Of the 82 people who answered this question, 
· the majority, 52 people, had been on the medicine over 5 years,
· 30 people had taken it under 5 years, from which-  
· 5 people had taken the medicine for less than a year, 
· 17 had taken it between 1 and 3 years, 
· 8 people had taken it between 3 and 5 years. 


Figure: how long have you been taking this medicine.
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Which condition do you have?
Most people who answered this question were taking this medicine for epilepsy only (68). 12 people told us they were taking the medicine for migraines. 4 people had epilepsy and migraines. 1 person had bipolar and epilepsy and one more person was taking the medicine only for bipolar disorder. 2 people told us they were taking the medicine for idiopathic intercranial hypertension.

Figure: The condition people said they were taking the medicine for 

[bookmark: _Toc197616465]

What people told us
[bookmark: _Toc197616466]Which healthcare staff did you last talk to about the risks of taking these medicines?
Most people last spoke to a doctor about the risks of taking these medicines. The pattern was similar in our area and from respondents across the country. Slightly more conversations about the medicines happened in secondary care. 

	 
	NENC (%)
	Other areas (%)
	Average across areas (%)

	Doctor
	68
	73
	72

	Nurse
	14
	22
	20

	Pharmacist
	9
	4
	6

	Other
	9
	0
	3

	Total number of responses (n)
	n=22
	n=49
	n=71



	 
	NENC (%)
	Other areas (%)
	Average across areas (%)

	Primary Care
	41
	35
	37

	Secondary Care
	50
	61
	58

	Other
	9
	4
	6

	Total number of responses (n)
	n=22
	n=49
	n=71




	 
	Number of responses
	 

	 
	NENC
	Other areas 
	Total

	Doctor at the hospital
	8
	22
	30

	GP
	7
	14
	21

	GP Pharmacist 
	2
	0
	2

	Nurse at the GP
	0
	3
	3

	Nurse at the hospital
	3
	8
	11

	Pharmacist (Chemist)
	0
	2
	2

	Other
	2
	0
	2

	Total
	n=22
	n=49
	n=71



One person said the receptionist was the last person who had spoken about the risks. Another was a mental health therapist.


[bookmark: _Hlk193705619][bookmark: _Toc197616467]Did the healthcare staff explain the risks of the medicines to you?

In our area, most people said staff explained the risks of the medicine to them (79%, n=10). This was a higher proportion than in other parts of the country.

	 
	NENC
	Other areas
	Total

	Yes
	79
	59
	65

	No
	21
	28
	26

	Don’t know
	0
	13
	9

	Total number of responses (n)
	24
	64
	88



It appears that it is people who have been on the medicine longer who hadn't had the risks explained by staff: 
· Of the 5 people in our area who said "no", risks of the medicine had not been explained, 4 of the 5 had been on the medicine for over 5 years. There wasn't a pattern of which healthcare staff was involved, what condition people had, or gender.
· Of the 18 people in other areas who said the risks had not been explained, the majority had been on the medicine for over 5 years (n=15, compared with 3 people who had been on the medicine under 3 years).

The 4 people who had been on these medicines for under 5 years who said healthcare staff hadn't explained the risks of the medicine to them:
· all women aged 18-54,
· all on topiramate for 1-3 years,
· 3 had epilepsy and one had idiopathic intracranial hypertension
· 2 said they last saw spoke to a nurse/doctor in a hospital about their medicines, the others couldn't remember
· they all reported being offered no support (in person or in writing)
· only 1 of the 4 women lived in the North East- she had been offered an annual review, unlike the other 3 out of area.
· she had decided to try for a baby and had stayed on topiramate

[bookmark: _Toc197616468]Gender and explaining risks
Risks of taking the medicine was more often explained to women than men. This was starker across all geographic areas than in our area. In this survey we only asked men about valproate, as there is no safety alert for topiramate in men.

Table: risks explained, separated by gender- NENC area
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	Female (Valproate/Topiramate)
	83
	17
	0
	n=18

	Male (Valproate only)
	67
	33
	0
	n= 6

	Non-binary
	0
	0
	0
	n=0

	Didn't answer
	0
	0
	0
	n=0



Table: risks explained, separated by gender- all areas
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	Female (Valproate/Topiramate)
	73
	24
	3
	n=67

	Male (Valproate only)
	44
	44
	13
	n=16

	Non-binary
	100
	0
	0
	n=1

	Didn't answer
	0
	0
	100
	n=4



[bookmark: _Toc197616469]Which medicines and explaining risks
The risks appear more often explained to people currently taking valproate than currently taking topiramate. The same pattern is seen in our area and across the country. This fits with the times the safety alerts have been in place.

Table: risks explained, separated by current medicine- North East and North Cumbria
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	I take valproate
	86
	14
	0
	n=7

	I take topiramate
	70
	30
	0
	n=10

	I take valproate and topiramate
	50
	50
	0
	n=2

	Don't currently take either
	100
	0
	0
	n=5




Table: risks explained, separated by current medicine- all areas
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	I take valproate
	73
	19
	8
	n=37

	I take topiramate
	65
	35
	0
	n=34

	I take valproate and topiramate
	50
	50
	0
	n=2

	Don't currently take either
	47
	20
	33
	n=15



[bookmark: _Toc197616470]

Length of time on medicine and explanation of risk
People were much more likely to say that staff explained the risk of the medicines if they had been on the medicine less than 5 years. 92% of respondents in our area who had been on the medicine under 5 years said staff had explained the risks. This was more stark in our area than across the country.

Table: risks explained, separated length of time on the medicine- North East and North Cumbria
	
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	Over 5 years
	67
	33
	0
	n=12

	Under 5 years
	92
	8
	0
	n=12

	I don't know/not answered/don't take them
	0
	0
	0
	n=0




Table: risks explained, separated length of time on the medicine- all areas
	
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	Over 5 years
	56
	37
	8
	n=52

	Under 5 years
	87
	13
	0
	n=30

	I don't know/not answered/don't take them
	33
	0
	67
	n=6



[bookmark: _Toc197616471]Which sectors explained the risks?
There wasn't much difference between primary and secondary care as to whether people felt staff explained the risks of the medicines. In our region, there was a slightly higher percentage in secondary care than primary care, but numbers were quite low. Across the country, over larger numbers, there was a higher percentage of staff explaining the risks in primary care than secondary care. 

Table: which sector explained health risks in the NENC area
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	General practice
	89
	11
	0
	n=9

	Secondary Care
	91
	9
	0
	n=11

	Pharmacy
	0
	0
	0
	n=0

	Other
	50
	50
	0
	n=2

	No-one
	0
	0
	0
	n=0

	Can't remember/not answered
	0
	100
	0
	n=2





Table: which sector explained health risks in all areas
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	General practice
	85
	15
	0
	n=26

	Secondary Care
	71
	20
	9
	n=45

	Pharmacy 
	50
	50
	0
	n=2

	Other
	50
	50
	0
	n=2

	No-one
	0
	100
	0
	n=2

	Can't remember/not answered
	9
	55
	36
	n=11




[bookmark: _Toc197616472]Which healthcare staff explained the risks?
Across all areas, there wasn't a difference between whether doctors or nurses explained the risks to people- both around 80%. In our area, there were very small number of nurses who explained the risks (n=3) but all did explain them.

Table: which staff explained health risks in NENC area
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	Doctor 
	87
	13
	0
	n=15

	Nurse
	100
	0
	0
	n=3

	Pharmacy 
	0
	100
	0
	n=2

	Other
	50
	50
	0
	n=2

	No-one
	0
	0
	0
	n=0

	Can't remember/not answered
	0
	100
	0
	n=2




Table: which staff explained health risks across all areas
	 
	Yes (%)
	No (%)
	Don't know (%)

	Total number (n=)

	Doctor 
	80
	20
	0
	n=51

	Nurse
	79
	21
	0
	n=14

	Pharmacy
	75
	25
	0
	n=4

	Other
	50
	50
	0
	n=2

	No-one
	0
	100
	0
	n=2

	Can't remember/not answered
	7
	40
	53
	n=15




[bookmark: _Toc197616473]Do you feel you understand these risks from speaking to healthcare staff?
In our area, nearly two thirds of respondents said they understood the risks from talking with healthcare staff (n=15). This is slightly more than in other parts of the country (60%) a bit higher than in other areas in the country, where 48% of respondents said they understood the risks.

22% of respondents in our area (n=5) said the understood the risks "a bit". Three people said they didn't understand the risks from talking with healthcare staff, in our area.
	 
	NENC (%)
	Other areas (%)
	Average of all areas (%)

	I understand the risks
	65
	60
	62

	I understand a bit
	22
	29
	25

	I don't understand the risks
	13
	12
	12

	Total number of responses (n)
	n=23
	n=52
	n=75



From people who responded to both questions about whether they understand the risks and how long they have been on the medicines, nobody who had been on the medicines for under 5 years said they didn't understand the risk from these medicines. This was the same in our area and across the country. People who are newer to these medicines have a better understanding of the risks. 
	 North East and North Cumbria only
	Over 5 years (%)
	Under 5 years (%)
	Average across both (%)

	I understand the risks
	57
	76
	67

	I understand a bit about the risks
	24
	24
	24

	I don't understand the risks
	19
	0
	10

	Total number
	n=21
	n=17
	n=38



	 All areas
	Over 5 years (%)
	Under 5 years (%)
	Average across both (%)

	I understand the risks
	58
	68
	63

	I understand a bit about the risks
	22
	32
	27

	I don't understand the risks
	20
	0
	10

	Total number
	n=45
	n=28
	n=75





[bookmark: _Toc197616474]How involved did you feel in the decision to take valproate or topiramate?
Over a third of respondents from our area felt they were very involved in the decision to take these medicines (n=9). This was a similar proportion for all respondents across the country (n=28). Nearly two thirds of respondents felt at least a bit involved in the decision making. However, a third of respondents felt they weren't really involved the decision, or that they felt staff didn't want them to be involved.

Table: how involved people felt in their decision to take the medicine. 
	 
	NENC (%)
	Other areas (%)
	Average across all areas (%)

	I was very involved
	38
	37
	37

	I was a bit involved
	25
	19
	22

	I was not really involved
	33
	38
	36

	I felt staff did not want me involved
	4
	6
	5

	Total number of responses (n)
	n=24
	n=52
	n=76


[bookmark: _Toc197616475]
Two people with a learning disability were among the people who didn't feel involved in the decision to take the medicine in the North East and North Cumbria.
Involvement by time on the medicines
People who have been on the medicines for under 5 years were less likely to say they felt staff didn't want them involved in decision making. And more felt they were very involved in the decision. This could suggest this has got better over time. However, around a third of people still feel they were not really involved in making the decision. 

	North East and North Cumbria
	Over 5 years (%)
	Under 5 years (%)
	Average (%)

	I was very involved in making the decision
	33
	42
	38

	I was a bit involved in making the decision
	25
	25
	25

	I was not really involved in making the decision
	33
	33
	33

	I felt healthcare staff didn't want me to be involved in making the decision
	8
	0
	4

	Total number
	n=12
	n=12
	n=24






	 Across the whole country
	Over 5 years (%)
	Under 5 years (%)
	Average (%)

	I was very involved in making the decision
	31
	47
	39

	I was a bit involved in making the decision
	20
	23
	22

	I was not really involved in making the decision
	42
	27
	34

	I felt healthcare staff didn't want me to be involved in making the decision
	7
	3
	5

	Total number
	n=45
	n=30
	n=75




Involvement by condition
In the North East and North Cumbria, over half of people with epilepsy said they were very involved in making the decision to take the medicine. Only two people with epilepsy said they weren't really involved. The two people with idiopathic intracranial hypertension both said they were not really involved in the decision making. For people with migraines, in the North East and across the country, there was a spread of experience.

	North East and North Cumbria
	Epilepsy (%)
	Migraines (%)
	Epilepsy and migraines (%)
	Bipolar disorder (%)
	Idiopathic intracranial hypertension (%)

	I was very involved in making the decision
	55
	40
	0
	100
	0

	I was a bit involved in making the decision
	27
	20
	0
	0
	0

	I was not really involved in making the decision
	9
	40
	0
	0
	100

	I felt healthcare staff didn't want me to be involved in making the decision
	9
	0
	0
	0
	0

	Total number
	n=11
	n=5
	n=0
	n=1
	n=2




	All areas
	Epilepsy (%)
	Migraines (%)
	Epilepsy and migraines (%)
	Bipolar disorder (%)
	Idiopathic intracranial hypertension (%)

	I was very involved in making the decision
	42
	44
	0
	100
	0

	I was a bit involved in making the decision
	18
	22
	67
	0
	0

	I was not really involved in making the decision
	34
	33
	33
	0
	100

	I felt healthcare staff didn't want me to be involved in making the decision
	6
	0
	0
	0
	0

	Total number
	n=50
	n=9
	n=3
	n=1
	n=2




Involvement by type of medicines
Overall, people seemed to feel better involved in the medicine decision making for valproate than topiramate. This was starker in our area (but numbers smaller). Around half of respondents who take topiramate felt they weren't involved in the decision to take the medicine.


	North East and North Cumbria
	I take valproate (%)
	I take topiramate (%)
	I take valproate and topiramate (%)

	I was very involved in making the decision
	86
	30
	0

	I was a bit involved in making the decision
	14
	20
	50

	I was not really involved in making the decision
	0
	40
	50

	I felt healthcare staff didn't want me to be involved in making the decision
	0
	10
	0

	Total number n=19
	n=7
	n=10
	n=2




	All areas
	I take valproate (%)
	I take topiramate (%)
	I take valproate and topiramate (%)

	I was very involved in making the decision
	53
	30
	0

	I was a bit involved in making the decision
	13
	24
	50

	I was not really involved in making the decision
	27
	42
	50

	I felt healthcare staff didn't want me to be involved in making the decision
	7
	3
	0

	Total number n=65
	n=30
	n=33
	n=2




Involvement in decision making by sector
The story was similar in primary and in secondary care: out of the 66 people from the whole sample, who answered both questions about which healthcare staff they last talked to about the risks of taking these medicines and about their involvement in the decision: 
· 46% of people who had talked to staff in primary care about the risks felt that they had been very involved in the decision, but 39% felt they had not been involved
· in secondary care, similarly, 38% said they had not really been involved in the decision.
Table: Percentage of people reporting different levels of involvement in the decision about the medicine, in primary and secondary care- across the whole survey (n=88).
	Which healthcare staff did you last talk to about the risks of taking these medicines?
	I was very involved in making the decision
	I was a bit involved in making the decision
	I was not really involved in making the decision
	I felt healthcare staff didn't want me to be involved in making the decision

	Primary care (%)
	46
	15
	27
	12

	Secondary care (%)
	36
	26
	38
	0



This was a similar story when we looked at just the people in our area, who answered both questions about which healthcare staff they last talked to about the risks of taking these medicines and about their involvement in the decision (n=20) 

Table: Percentage of people reporting different levels of involvement in the decision about the medicine, in primary and secondary care- in the NENC area (n=20).
	 Which healthcare staff did you last talk to about the risks of taking these medicines?
	I was very involved in making the decision (%)
	I was a bit involved in making the decision (%)
	I was not really involved in making the decision (%)
	I felt healthcare staff didn't want me to be involved in making the decision (%)

	Primary care (%)
	33
	22
	33
	11

	Secondary care (%)
	45
	27
	27
	0



[bookmark: _Toc197616476]Involvement in decision making by staff type
From the people who answered the questions, which staff they last talked to about the risks of taking these medicines:
· when talking with a doctor in the North East and North Cumbria, 73% of people said they felt either a bit or very involved in making the decision. This was similar across the country
· 27-30% of people said they didn't feel involved by their doctor in the decision
· Smaller numbers of nurses were reported to have these conversations, but across the country a larger proportion of people said they didn't feel so involved in the decision, after talking with a nurse.
Table: Percentage of people reporting different levels of involvement in the decision about the medicine, by staff type, in North East and North Cumbria
	Which healthcare staff did you last talk to about the risks of taking these medicines?

	I was very involved in making the decision (%)
	I was a bit involved in making the decision (%)
	I was not really involved in making the decision (%)
	I felt healthcare staff didn't want me to be involved in making the decision (%)

	Doctor n=15
	40
	33
	27
	0

	Nurse n=3
	67
	0
	33
	0

	Pharmacist n=2
	0
	0
	50
	50

	Other n=2
	50
	0
	50
	0



Table: Percentage of people reporting different levels of involvement in the decision about the medicine, by staff type, across all areas
	Which healthcare staff did you last talk to about the risks of taking these medicines?
	I was very involved in making the decision (%)
	I was a bit involved in making the decision (%)
	I was not really involved in making the decision (%)
	I felt healthcare staff didn't want me to be involved in making the decision (%)

	Doctor n=51
	43
	25
	27
	4

	Nurse  n=12
	33
	8
	58
	0

	Pharmacist n=3
	0
	67
	0
	33

	Other n=2
	50
	0
	50
	0




[bookmark: _Toc197616477]Is a carer involved in your choice to take valproate or topiramate?
Two thirds of people who responded to the survey did not have a carer. In our area, 29% of people said they had a carer and they were involved the right amount. No-one in our area said a carer was too involved or excluded. 
	 
	NENC (%)
	Other areas (%)
	Average across areas (%)

	I have a carer- they are involved the right amount
	29
	16
	22

	I have a carer, and they are too involved
	0
	3
	2

	I have a carer and they aren't involved enough
	0
	0
	0

	I don't have a carer
	63
	61
	62

	Don't know/didn't answer
	8
	20
	14

	Total number of responses (n)
	n=24
	n=64
	n=88



In open ended responses, two carers told us they would like to be told more and be asked more about risks and more. See Appendix for full quotes.

[bookmark: _Toc197616481]Tell us about the in person support you were offered. 
Most people were given the chance to ask questions (70% in our area). Some people were given the chance to come back for more information another day (45% in our area) or offered time with another person (39%). About half of people in our area were offered counselling or another service for emotional support.

	North East and North Cumbria
	Given (%)
	Not given (%)

	Offered a chance to ask questions
	70
	30

	Offered the chance to come back for more information another day
	45
	55

	Offered more time with another person to talk about the details
	39
	61

	Offered support relevant to my culture or identity 
	65
	35

	Offered counselling or another service for emotional support
	48
	52

	All areas
	
	

	Offered a chance to ask questions
	64
	38

	Offered the chance to come back for more information another day
	40
	60

	Offered more time with another person to talk about the details
	39
	61

	Offered support relevant to my culture or identity 
	55
	45

	Offered counselling or another service for emotional support
	37
	63



Usefulness of support
It was rare that anyone described being offered any support as "not useful".

Ask questions: Of the people who were offered a chance to ask questions, about two thirds found this useful and some people (19%) didn't need. 

More time/information: Nearly half of people didn't need to come back for more information another day or be offered more time with another person to talk about the details. Of the people who said they were offered and needed this, about half found it useful.

Support relevant to culture or identity:  We asked whether people were offered support relevant to their culture or identity. Two thirds of people said they were offered this, in our area. Half said they didn't need this. 2 people in our area said they were offered support relevant to their culture/identity and found it useful. In both cases there were people with a learning disability. The two people out of area who said they were offered support relevant to their culture or identity, their support may have been related to other disability. 

Counselling or another service for emotional support: from the people who were offered this, over half didn't need it, but a third found useful. No-one in our area said they hadn't found it useful when they were offered it.



	North East and North Cumbria 
	Offered a chance to ask questions (%)
	Offered the chance to come back for more information another day (%)
	Offered more time with another person to talk about the details (%)
	I was offered support relevant to my culture or identity  (%)
	Offered counselling or another service for emotional support (%)

	Useful
	63
	56
	33
	13
	36

	Neither useful or not
	13
	0
	22
	33
	9

	Not useful
	6
	0
	0
	0
	0

	Didn't need
	19
	44
	44
	53
	55

	All areas
	 
	 
	 
	 
	 

	Useful
	57
	39
	28
	10
	26

	Neither useful or not
	16
	18
	14
	18
	7

	Not useful
	14
	0
	14
	8
	7

	Didn't need
	14
	43
	45
	64
	59



Getting access to a clinical psychologist has been a 
life-saver and I mean that in the strongest sense 



[bookmark: _Toc197616487]




I was offered something else. 
Nobody told us about being offered any other support. However, people in our area told us that for topiramate they have more recently been told about the risks of topiramate. In contrast, someone else told us that they hadn't been told about the risks at all (they have been on the medicine over 5 years).
 


Valporate my mother was given the information   Topiramate in 2004 no risks shared, 2015 consultant give no explanation of risks 2016 epilepsy nurse gave full explanation of risks and instilled the need to change medication prior to planning a pregnancy 

The hospital consultant prescribed medication no consultation just told it was the best for her condition 
(been on the medicine over 5 years)










Tell us about any information you were given 

People were asked what information they were given. Around half of people who answered this question were given leaflets, and about a third given links to websites. 

	North East and North Cumbria
	Given (%)
	Not given (%)

	Leaflets
	48
	52

	Links to websites
	39
	61

	Information in a language/format that was better for me
	65
	35

	All areas
	
	

	Leaflets
	46
	54

	Links to websites
	32
	68

	Information in a language/format that was better for me
	56
	44



We also asked about whether people were given information in a format/language that was better for them. In retrospect this question wasn't worded right to capture alternative format provision, as it could have been read in different ways. 

How useful was the information
In our area, most people who were offered leaflets and website links found them useful. 

Leaflets: Nearly three quarters of people in our area who were given leaflets found this useful. Some people didn't find leaflets useful (18% in local area and 12% nationally) and small numbers said they didn't need them.

Websites: Two thirds of people who were given website links found this useful. The numbers were a little lower nationally. Around a quarter of people didn't need weblinks. It was rare that someone said they didn't find them useful.

	North East and North Cumbria 
	Leaflets (%)
	Website links (%) 

	Useful
	73
	67

	Neither useful or not
	0
	11

	Not useful
	18
	0

	Didn't need
	9
	22

	All areas
	 
	 

	Useful
	56
	48

	Neither useful or not
	12
	9

	Not useful
	12
	4

	Didn't need
	21
	39



[bookmark: _Toc197616492]I was offered something else.
No-one in our area was offered other information. Two people said they looked things up for themselves. One person told us about being given inappropriate information about sudden epilepsy deaths. A couple of people described looking up things for themselves. 
As she got older she now looks up on the internet any concern she has

1 appointment with an epilepsy nurse specialist when I was 18, who briefly reminded me I needed to use contraception while on topiramate, and would need to come off it if I wanted to start a family.










[bookmark: _Toc197616493]Is there any other support you would have liked, when choosing to take valproate or topiramate?

Of the 20 people who wrote something in this free text question, 8 implied they needed more personalised conversations. A non-binary person and a lesbian particularly said this- not to make assumptions and to listen to them. 9 people wanted to have received information much earlier e.g. before getting pregnant or before doing IVF. 9 people had questions about other side effects, some wanted more time to research. People said they wanted advice on fertility and emotional support.  Very much all dependent on the person. Full details about what people told us can be seen in the appendix.

[image: A close-up of a word
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Figure: word cloud depicting what other support people said they wanted, from across all areas, when deciding to take valproate or topiramate. The bigger the word, the more people said they wanted support with this.

[bookmark: _Toc197616496]Did healthcare staff support your choice about valproate or topiramate?
A third of people didn't know/didn't answer whether healthcare staff supported their medicine choice, in our area. A third said they felt their decision was supported.

	 
	NENC (%)
	Other areas (%)
	Average across all areas (%)

	Yes
	33
	36
	35

	No
	38
	19
	24

	Don't know/prefer not to say/didn't answer
	29
	45
	41

	Total number of responses (n)
	n=24
	n=64
	n= 88



From the written responses it seemed that people hadn't felt supported in making the decision (lack of communication, some of it historic) rather than a disagreement between patient and clinician. 

Of the 9 people in our area who said their decision was not supported. 1 was male, the others female. All aged 18-54. There was a fairly even split as to whether they'd been taking the medicine for over or under 5 years. 3 people had decided to have a baby, and one of them stayed on the medicine. 

[bookmark: _Toc197616497]What help with birth control were you offered when you talked to healthcare staff about these medicines? 

In the North East and North Cumbria, a quarter of people were offered advice on birth control. In contrast, over two thirds of respondents were not offered support with birth control (n=11). This was a smaller proportion than the rest of the country. Of these 11 people, 
· one described a supportive conversation. 
· one described getting a small amount of information on birth control
· another said their child was too young at this point. 
6 people said that since starting the medicine they had decided to have, or try to have, a baby, and remain on the medicine. 

It seems from the comments that only 3 of the 11 felt negatively about the lack of advice birth control: "none", " No Birth Control conversations at all" and "provide advice about contraceptives".

	 
	NENC (%)
	Other areas (%)
	Across all areas (%)

	I was offered condoms
	0
	3
	2

	I was prescribed birth control
	6
	19
	15

	I was offered other birth control advice
	25
	19
	21

	I was referred to another service to talk about birth control e.g. general practice or sexual health clinic
	0
	11
	8

	I was not offered help with birth control
	69
	47
	54

	Total number of responses (n)
	n=16
	n=36
	n=52



[bookmark: _Toc197616498]I was offered something else
When asked if they were offered any other support, 3 people in our area described the support they were offered e.g. GP support or having a coil. One person said they didn't need as their contraception was already sorted.
Outside of our area, people talked about more help for seizures rather than birth control. Other people said they no longer needed birth control or didn't want it. One person, who had been on the medicine less than 3 years said she was given no choice- IUD/Implant or no medicine. 
 
She was a child when she was on valproate, from the age of 8-18.   She was on Naproxin, the birth control implant for the epilepsy. When she had the implant out the nurse said that they could discuss other forms of birth control if that was wanted.




[bookmark: _Toc197616500]Did healthcare staff support your choice of birth control?
Over half the respondents in the North East and North Cumbria didn't know or didn't answer this question. On reflection we think our question could be interpreted in different ways. However, 4 people in our said that healthcare staff in our area hadn't supported their choice of birth control. Of these two had had a baby and continued taking the medicine. One had had a hysterectomy. The other had received no support/advice about birth control.

	 
	NENC (%)
	Other areas (%)
	Across all areas (%)

	Yes
	29
	38
	35

	No
	17
	27
	24

	Don't know/prefer not to say/didn't answer
	54
	36
	41

	Total number of responses (n)
	n=24
	n=64
	n=88




[bookmark: _Toc197616501]Since starting topiramate or valproate, have you decided to have, or try to have, a baby?

From the 24 people in our area who answered this question, 
· Nearly two thirds hadn't tried to have or had a baby
· 25% had stayed on the medicine to have or to try to have a baby
· 13% (n= 3)  had decided to change medicine to try to have a baby
Similar proportions were seen from respondents out of our area. 

	 
	NENC (%)
	Other areas (%)
	Across all areas (%)

	Yes, and stayed on valproate or topiramate
	25
	28
	26

	Yes, and I changed to a different medicine or stopped my medicine
	13
	2
	5

	No
	63
	70
	68

	Total number of responses (n)
	n=24
	n=50
	n=73



6 people in our area decided to have a child and remain on these medicines. They were a mixture of genders, had been on the medicines for varying periods, were on different medicines and were under the care of a mixture of primary and secondary care.  

3 people, all women of childbearing age, in our area decided to change medicines to attempt to conceive. They had a mixture of conditions, and had previously taken different medicines. Two said they understood the risks, and one said they understood the risks a bit. All said that staff had explained the risks.

From the 19 people who decided to have a child and remain on these medicines, from all areas:
· People had a mixture of conditions
· 4 men- all had epilepsy, who were given no/little information from secondary care
· 16 women who have taken a mixture of valproate/topiramate
· Most had been on the medicine over 5 years (84%, n=16)
We don’t know from the data when people had decided to have a baby- under recent advice or a while ago.


[bookmark: _Toc197616502]Please tell us about any conversations you had with healthcare staff about this? We want to get a better idea what people are being told, and how it makes them feel.

Some people in our area described being given information and support before pregnancy. Some people said they were given a small amount of information. 
We got more in depth responses from outside of the area. Some people told us there weren't any conversations about getting pregnant. Some people did their own research. People who had been on the medicine longer remembered being told there was a small risk to a baby e.g. a cleft palate. Some people were told to come off the medicine if they wanted a child, whilst others were told it was safer to stay on the medicine. Other people said it wasn't relevant to them to talk about pregnancy. Full comments are included in the appendix. I have spoken to my dr at the hospital and was given a small amount of information
(male)

I was made to feel awful about remaining on my life sustaining medication during my pregnancy by healthcare professionals in the maternity decision.  My child is not affected by Valproate.











[bookmark: _Toc197616505]

LGBTQ people's responses
Six people who responded to the question told us they were lesbian, gay, bisexual or queer. This included 4 women, one man and 1 non-binary person. People had taken different medicines for epilepsy/migraines. All the respondents said staff had explained the risk and that they understood the risks, at least a bit. One of the women was from the North East, the others were from around the country.

When asked what other support they would have liked, these are what people told us
· An assumption was made an out my sexuality that I wouldn’t be getting pregnant - I’m masc presenting AFAB. None of the fertility issues were explained and I wasn’t put on birth control. This was only picked up by the GP who rang several years later in a panic. I was hurt and frustrated by this assumption. Queer people have children too
· I'd like them to stop calling about pregnancy when I'm a lesbian! Every gender identity is different. 
· Treat the EPILEPSY not some pretend baby that doesn't exist, I'm the patient!

When asked what other help with birth control they were offered when they talked to healthcare staff about these medicines:
· I asked for help with periods and seizures but all I got was: Do you want child? No. obviously.
· I was 13 at the time so my parents were the ones making the decisions and gaining information 
· Recently spoken to my epilepsy nurse about some recent research that has come about males taking sodium valproate and starting a family I.e low sperm count 

When asked about conversations had with healthcare staff about thinking about having a baby, people said: 
· I never want kids or intercourse with a man. 
· I have been well advised of the risks and what I need to do to minimise them, as well as what to do if I think I may be pregnant. I feel like its a heavy assumption I will want to have a baby, and I feel the way it is portrayed can come across very heteronormatively. I understand why the precautions must be taken but sometimes the value feels like its being placed on a theoretical foetus than me, a person trying to stay seizure free. 
· that i had to wait a period after stopping
· I was told nothing initially by specialist and hospital. It was picked up by my GP whilst checking my records. I incidentally then had a Mirena fitted for adenomiosis which covered fertility. It made me feel that all kinds of assumptions were being made about my gender, my sexuality and my assumed choices to carry a child.

When asked what would make these review meetings more helpful, people said:	
· If they'd understand the other things going on with my body might be connected 
· I believe a more open discussion with regard to feelings around the mental toll being prescribed this can take. We all know the facts as we hear them every year and see on the tablet boxes.

When asked what do you want to tell us about what healthcare staff can do to help you avoid unwanted pregnancy when taking these medicines, people said:
· Don’t make assumptions about a persons’ gender or sexuality
· Realistically? If I was forced (for whatever reason) it'd be helpful to have a safeguard or a management plan in place for those who are sexually active 
· While I agree with the pregnancy prevention programme to a certain extent, I feel the focus should be shifted to helping people control their seizures faster and more effectively than protect a potential foetus that may or may not materialise. I am appreciative of my neurologists over the years but the stigma I have felt from pharmacists has been uncomfortable at times.

[bookmark: _Toc197616506]Annual reviews

[bookmark: _Toc197616507]How often do you meet with healthcare staff to talk about taking your valproate or topiramate?

Of the people who answered this question across the country, who are currently taking these medicines (n=58) 68% have been invited to review their medicines at least once per year. 25% were not invited for review meetings (n=10)



	 
	NENC (%)
	Other areas (%) 
	Average of all areas (%)

	More than once a year
	17
	18
	17

	Around once a year
	44
	50
	48

	Less than once a year
	17
	8
	10

	I have not been asked to come back for a meeting
	22
	25
	24

	Total number of responses (n)
	n= 18
	n=40
	n= 58



The two respondents who are on both medicines have regular reviews.

In our area, the four people who have not been asked to come back for a review meeting were all women. One was over 55 years old, so unlikely to be able to concieve. The others were on a mixture of medicines, for different lengths of time  (over a year) for different conditions. Nationally, this was also a mix, including two men.

In our area, the three people who were invited back for a review meeting less than once a year all had epilepsy and had been taking a medicine for over 5  years. They were a mixture of genders and took different medicines. One of the women and the man had decided to try for a baby and stay on this medicine. Nationally, people who were invited back for a review meeting less than once a year were more likely to be taking topiramate (5 out of 6) and more likely to be female (5 out of 6). 4 out of 6 had been taking the medicine over 5 years. Two women had been on topiramate under 5 years.

Across the country, looking at who is being invited back for medicine reviews. People who have been on the medicine for under 5 years are quite likely to be invited back more than once a year (29%). If over 5 years, more people are invited in around once a year (56%). There were no responses from people who had been on the medicines for under 1 year.
	 
	Over 5 years (%)
	Under 5 years (%)

	More than once a year
	9
	29

	Around once a year
	56
	38

	Less than once a year
	12
	8

	I have not been asked to come back for a meeting
	24
	25

	Total number (n=58)
	n=34
	n=24




Across the country, you're more likely to be recalled for a review at least once a year on valproate (77%, n=20) than topiramate (53%, n=16). This is what we would expect, given the safety alert for valproate has been out longer. 
	 
	I take valproate (%)
	I take topiramate(%)
	I take both (%)

	At least once per year
	77
	53
	100

	Less than once a year
	4
	17
	0

	I have not been asked to come back for a meeting
	19
	30
	0

	Total number (n=58)
	n=26
	n=30
	n=2




[bookmark: _Toc197616508]How do you usually have these meetings?
The majority of people had their review meetings face to face- more so in NENC (71%) than in other areas (60%). Around a quarter of respondents had their review on the phone.

	 
	Percentage of responses

	 
	NENC 
	Other areas 
	Total

	Face to face
	71
	60
	63

	Phone call
	24
	29
	27

	Text chat
	6
	0
	2

	Video call
	0
	3
	2

	Phone call and email
	0
	3
	2

	Phone call and face to face
	0
	6
	4

	Total number of responses (n)
	17
	35
	52



People with a learning disability and their carers told us:

 

We have a mixture of meetings about our epilepsy medicines. These are no longer valproate/topiramate. We meet our consultant in person. We meet the specialist epilepsy nurse every 3-4 months. The nurse phones us every 4-5 weeks.  If we have any issues we can phone the secretary and they will call us back that day.




We talk about the medicine in my learning disability Annual Health Check






[bookmark: _Toc197616509]

How would you prefer to have these meetings?
A larger proportion of people would prefer face to face meetings than actually have them. 

	 
	Percentage of responses

	 
	NENC
	Other areas 
	Total

	Face to face
	86
	73
	77

	Phone call
	9
	20
	17

	Text chat
	5
	2
	3

	Video call
	0
	5
	3

	Total number of responses (n)
	22
	44
	66



People were only able to state one way of having review meetings. In the "other" box people expressed other ways they would like to have reviews.  

People from our area told us:
· I'd like a choice
People from other areas told us:
· Any
· Face to face or phone, a mix is fine 
· I’m fine with face to face, phone and text.  
· I have never met my epilepsy nurse - this would be nice at some point.
· Phonecall or email   
· Video chat or text chat

[bookmark: _Toc197616510]What would make these review meetings more helpful?

What people told us, in the North East and North Cumbria:

Better understanding, being heard and professionals linking
· A better understanding of what the meetings are meant to achieve and less reliance on seizure free as a success measure 
· Not more helpful but it’s knowing that any questions are being answered, your GP & Neurologist are liaising with one another to prevent repetition and chasing of information. Also, feeling heard and validated.
· If I was more informed and was able to have longer conversations


Meeting staff who understand
· Meeting with professionals who fully understand the risks. I my experience GPs did not understand this nor the need for yearly MOT bloods etc
· Both Consultant and Specialist Nurse
· Having a bit more time and not being palmed off to the nurses every time. They don’t seem to actually be too knowledgeable, and everything they tell me I have already read online. 
Other
· Was not under routine review for epilepsy meds; used to be seen every year/2 years but appointments stopped- was re-referred after seizure breakthrough 
· Just check in's on medication specifics

What people told us, out of our area:

To be more listened to
· My consultant taking me seriously when I have concerns about new symptoms, and not making me feel like an idiot for bringing someone with me. I have epilepsy, so funnily enough I cannot answer questions like ‘describe what happened when you had a seizure’ as I was unconscious!
· Listened to better 
I'd prefer face to face
· Going back to face to face - or maybe Teams. Phone calls aren't enough
Longer
· More time rather than just being asked to resign the same contract saying you understand the risks and take birth control. 
More personal to me
· If they'd understand the other things going on with my body might be connected 
· Being tailored to individual circumstances - I can no longer get pregnant but still have to attend & answer questions about pregnancy.
· Better discussion with long term possible outcomes & improvements with the medication changes. Also more chats around triggers, lifestyle etc.
· I believe a more open discussion with regard to feelings around the mental toll being prescribed this can take. We all know the facts as we hear them every year and see on the tablet boxes.
· Being seen as a whole person having a mixture of different departments involved not just neurology
· Not going over the same information once I tell them I’m perimenopausal, don’t want any more children and my husband has had the snip. Only give new updates on the drug.
· To talk about the effectiveness of my medications on my migraines 

More often
· More often 
To have a review
· To have them 
· To actually have a review annually would suffice but get nothing!
· I have never met my epilepsy nurse - this would be nice at some point. 
I don't need them
· Again no needed as I will never get pregnant again 
Other
· GP following the advice of the neurologist who knows the patient well
What do you want to tell us about what healthcare staff can do to help you avoid unwanted pregnancy when taking these medicines?

25 people responded to this question. What people told us about what healthcare staff can do to help avoid unwanted pregnancy fell into three areas: explaining the risks, birth control advice and support. In the North East and Cumbria the most common response was around wanting to understand the risks before starting the medicine. Across the country the most common response was around understanding individuals' circumstances and choices around birth control. 



	 
	 
	Number of responses
 

	Area
	Theme
	NENC
	Other
	All areas

	Explaining the risks
	Understand risks before taking the medicine
	4
	0
	4

	 
	It's more difficult to wait until you're considering pregnancy
	1
	0
	1

	 
	Have two meetings, one for diagnosis and one for medicines
	1
	0
	1

	 
	Discuss the risks
	1
	2
	3

	 
	Clear messages
	0
	1
	1

	Birth control advice
	Give me advice about contraceptives
	2
	0
	2

	 
	Make it easier to get birth control
	0
	1
	1

	 
	Understand my birth control choices
	0
	7
	7

	 
	Don't assume about gender or sexuality
	0
	1
	1

	 
	Talking about contraception isn't appropriate for some children with epilepsy
	0
	1
	1

	 
	Advice from early age
	1
	0
	1

	 
	I can work it out myself
	1
	0
	1

	 
	Focus on controlling epilepsy more than contraception
	0
	3
	3

	Support
	Help and support
	0
	2
	2

	 
	Advice at review meetings
	0
	1
	1

	 
	Regular support
	1
	1
	2

	 
	Have a management plan
	0
	1
	1

	 
	Staff need to understand epilepsy medicine and side effects
	0
	1
	1

	 
	Reduce stigma of taking these medicines
	0
	1
	1




[bookmark: _Toc197616511]Results from the easy read survey
12 people responded to the easy read survey. Nobody told us where they lived in this survey. Of these 5 people took valproate, 3 people took topiramate and 4 people didn't tell us which medicine they took. Most people who answered this survey didn't tell us how long they had been taking the medicine. Two people said they'd been taking it a year. One person for 2 years and one person over 6 years.

4 people took this medicine for their mental health. One person took it for headaches and 4 people for epilepsy. Three people didn't answer this question.

3 out of the 12 respondents had been given a bit of support around the risks:
-  1 was given the chance to ask questions
-  1 was given a leaflet
- 1 was given the chance to talk to someone 

One person who had been on the medicine for a long time said:

Inform me of the risks in taking this medication for too long.  I was on this medication for a longer period than is expected due to potential risks.  No clarity on what these risks were and was advised to stop taking the medication

I am no longer taking this medication but was shocked that it had been continually prescribed without risks being discussed. The hospital support given to me was what identified that I should not have been continually taking this. 















[bookmark: _Toc197616512]Condition specific learning 

[bookmark: _Toc197616513]Bipolar disorder
We had only two responses from people with bipolar disorder, in the main online survey. Both were from women from our area aged 18-54. Both said the risks were explained and they understood them “a bit”. One of them, who had been on the medicine for under 5 years, found it useful being able to ask questions, get some written information and have some counselling. They have gone on to try to have a baby whilst still on the medicine. 

The other person had been on the medicine for over 5 years. 
I was told not to get pregnant. That's it.  As I was a teenager, I was in no way made aware of actually how dangerous it was  





[bookmark: _Toc197616514]Migraines
13 respondents had migraines. Of those, 9 currently take topiramate. The others had historically been on either topiramate or valproate. Seven of these had been on topiramate under 5 years. All bar one under the care of the GP. 
· 3 people had not been invited in for an annual review.
· 4 people said they had decided to try for a baby, and 1 person decided to stay on topiramate for this. 
· Only one person said the risks hadn't been explained and she didn't understand the risks.
"No risks about taking Topiramate and pregnancy were explained to me ever. I take the mini pill and my GP surgery has just contacted me thought I have been in Topiramate since 2018"










[bookmark: _Toc197616515]Idiopathic intercranial hypertension
Two women, both from the local area told us they take topiramate for idiopathic intercranial hypertension. One had decided to stay on the medicine and try to have a baby. Healthcare staff had not explained the risks to her and hadn't felt involved in the decision to take the medicine. The other women, who was older 55 said she understood the risks from talking with the GP Pharmacist.

[bookmark: _Toc197616516]Epilepsy
In our local area 14 people responded who were taking, or had taken, these medicines for epilepsy, as well as one person with epilepsy and bipolar disorder. 11 of them are currently taking one or both of these medicines. Of those 11 people, 8 had spoken to a doctor in the hospital about the medicines. 

All the four people currently taking one of these medicines for under 5 years had had the risks explained by their healthcare staff, both men and women and say they understand the risks. All four had been given leaflets and found them useful. 2 people had been given links to a website for more information and found that useful. 3 people said they'd been offered a chance to ask questions and found that useful and one person said it was useful to be offered a chance to come back another day and time with another person to talk about the details.

Of the seven people currently taking these medicines, and had been for over 5 years, only 4 said they understand the risks. Three people said healthcare staff hadn't explained the risks

4 of the people currently taking one of these medicines decided to have or try to have a baby and stay on the medicine. Two were women on topiramate and two were men on valproate.
Next steps
The findings of this report are being used to amplify patient voice when considering the future of the management of Valproate and Topiramate. By capturing the experiences of a wide range of people from across NENC, and beyond, it has helped us understand the concerns, so we can address the issues in designing future service models.  For example, reviewing the communication methods with patients, and ensuring information is available to them in the most appropriate format. 

Elements of this report will be used to generate and enhance training materials to provide a patient's perspective to clinicians. We want to instil a patient centred approach from the outset. For example, ensuring that conversations are handled sensitively, with an understanding of how emotive these issues are. By making clinicians of all professions aware of this, we can minimise the distress caused and make patient interactions more beneficial for the patient as well as tailored to their needs. 
Appendix

Please tell us how your carer could be better involved in conversations about taking valproate or topiramate.

Responses from North East and North Cumbria
We'd like to know more and be asked more
· By asking more in depth questions about the long term side effects of the medication outside of pregnancy 
· Consultant or Specialist Nurse should explain the risks

Reviews are done differently now
· As my daughter has been on medication for epilepsy since she was 16 I find there used to test the significance annually but that has not happened for years this was done to show if it was working because if your weight increases or decreases your dose had to be adjusted now you just get a phone review from GP Pharmacist 
· When prescribed valporate at 12 years old my mother was made fully aware of this risks in pregnancy for me and she explained this to me. When prescribed topiramate at 14 there was no risks explained it was sold as the "new drug on the market" and "much better than valporate" I was only on this for another year then medication free for 10 years. When seizures started again my male consultant restarted me on topiramate with no thought of explaining any known risks and it took a year for me to see the epilepsy nurse who was frankly annoyed the consultant had place a woman of child baring age on topiramate and she fully explained the risks 
We weren't told about the risks
· Our healthcare professionals didn't tell us about the risks. We saw about it in the newspaper. And we have a GP in the family

Responses from other areas
· Mum has been taking Epilium and also Keppra for over 20 years.  There is no medicine review, such as dose reduction.  Mum takes many other medications too.
· As there are no imminent family planning plans, we feel we have time to wait for the studies to be completed by worldwide health organisation before making any decisions on topirmate going forward

I was offered other support/information.
Responses from the North East and North Cumbria
Not explained (or only explained recently)
· No risks about taking Topiramate and pregnancy were explained to me ever. I take the mini pill and my GP surgery has just contacted me thought I have been in Topiramate since 2018
· The hospital consultant prescribed medication no consultation just told it was the best for her condition
· Valporate my mother was given the information   Topiramate in 2004 no risks shared, 2015 consultant give no explanation of risks 2016

Inappropriate leaflet
· I was given an ADULT leaflet on SUDEP and this should have been a conversation with my carer first. And better prepared for by the consultant 
I looked things up myself
· i looked myself
· As she got older she now looks up on the internet any concern she has

Responses from other areas
· I could speak to the pharmacist regarding my medication and side effects
· 1 appointment with an epilepsy nurse specialist when I was 18, who briefly reminded me I needed to use contraception while on topiramate, and would need to come off it if I wanted to start a family.

[bookmark: _Toc197616494]Is there any other support you would have liked, when choosing to take valproate or topiramate?
Responses from the North East and North Cumbria
Would have preferred earlier information
· Would’ve preferred the information when I began taking Topiramate rather than when I was embarking on my IVF journey.
· I would have liked to have known about the risks well before I started taking the medication as I was unaware of them until recently.

Would have liked more or better information
· More information about side effects and drug interactions 
· I wasn't actually told about the risk of pregnancy with topiramate but I had told them I was not expecting to get pregnant and had ablation surgery and long term contraceptive. I did know about the risk from previous experience and my GP mentioned it when giving it to me. 
· All I was told was "don't fall pregnant on it"    I was on the pill, the pill failed and I was then told my a GP" well you do have other options"  implying termination
· Historical and anecdotal evidence of harm
· The risks weren't known when we started taking sodium valproate.  We were told to come off it when the effects were in the news. Our new doctor has said we could have stayed on it now until she wanted to have a baby. We didn't have information or choice at the time (3 years ago)
Would have liked more focus on epilepsy than risk to pregnancy
· I would’ve liked it to have been offered sooner. I struggled with seizure control for around 15 years and begged for valproate. I said I knew it could be risky for pregnancy but I had a low quality of life. They seemed to care more about my womb than my brain. I am glad that I finally got a new consultant who listened. 
[bookmark: _Toc197616495]
Responses from other areas
Would have preferred earlier information
· I feel like when I was put on the medication, I didn’t understand the full risks of being of child bearing age. And recently the risks and research has came to light and it makes me nervous to take it for the risks of my future. However, without it, I worry how my migraines will be as I take other medications and still suffer. I have tried a multitude of medications and the current combination is the best relief I have had. 
· Maybe earlier on in life and around the time of being pregnant.
· I would have liked the information regarding the risks to unborn babies BEFORE I got pregnant with my son.
· I didn't get any information about the potential damage to foetuses. I don't have children but I should have been given this information when I was put on the medication

More or better support
· Overall a better & more detailed discussion with the impacts or risks in taking these - both long & short term. With check-ins when these are first started.
· Risks of taking valproate when pregnant were not highlighted to me, i was advised to take folic acid but the reasons why not disclosed
· The risks! - although the full risks may not have been known, the ones that were known about should have been discussed & counselling should have been offered even back then (18 years ago on Valporate & 15 years ago on topiramate).   Also, more choice of other medications - Valporate was the 'go to' med with topiramate being the optimal second choice, there were no discussions about trying other medications at any point. 
· More support 

Support tailored to the person
· I'd like them to stop calling about pregnancy when I'm a lesbian! Every gender identity is different. Treat the EPILEPSY not some pretend baby that doesn't exist, I'm the patient!
· Information about pregnancy, freezing eggs, fertility treatment, dietician and weight management. Emotional support.

Support my choice
· My opinion on what I take when I have a baby 
· No, it is my body  my choice, my rights and my life.  The MHRA can shove their policy & PPP where the sun doesn't shine.  

Alternatives
· It was a last option for me so there wasn’t a choice. 
· I would like to have known more about the risks and potential alternative treatments.
· I would have liked it if I could have researched ingredients of new medicine before being given prescription, one had lactose in it that I can’t have. 

Focus on side effects
· Potential side effects 
· Yes regular check on my bone health. Valproate has really messed my joints up.
· i would of preferred a little more support for taking my medication as it has changed my life and i lost friends and energy to do daily things.

What help with birth control were you offered when you talked to healthcare staff about these medicines? 
Open ended responses from our area
· She was a child when she was on valproate, from the age of 8-18.   She was on Naproxin, the birth control implant for the epilepsy. When she had the implant out the nurse said that they could discuss other forms of birth control if that was wanted.
· Coil
· I was already on the contraceptive injection as I was a female in my twenties 
· GP offered when prescribing. 

[bookmark: _Toc197616499]Open ended responses from outside our area
Wanted different help
· I asked for help with periods and seizures but all I got was: Do you want child? No. obviously.
Didn't need more birth control
· I was sterilised at the age of 25, I am now 49.
· I was already on birth control. 
· Don’t need as had hysterectomy 
· I was already taking it
· They were satisfied I would not be getting pregnant as my partner has a vasectomy 
· I'm already on birth control, but they did not ask at the epilepsy clinic, so whether they knew or not I don't know
Didn't want birth control
· It is my choice whether to take birth control and I will not be forced onto it
· it was a planned pregnancy
Received some information
· Recently spoken to my epilepsy nurse about some recent research that has come about males taking sodium valproate and starting a family I.e low sperm count 
Didn't get a choice
· I was told I needed to be on birth control and was put on it. Nothing was actually discussed at the time.
· I was given two choices - IUD or implant, otherwise I would not have been prescribed valproate
· An important discussion with neurologist around the unlikley possibility of pregnancy due to severe cognitive impairment and no interest in relationships formed part of our discussion as to what birth control was appropriate.  GP was very unhelpful. Was not interested in meeting the patient nor discussing with parent carer, instead just wanted to force contraception on us, threatening to withdraw from prescribing SV
No advice
I was not informed that AMSs [anti-seizure medication?] interacted with certain birth control!   I received no preconception counselling or advice/support about the safety of birth control or the need for effective birth control while taking Valporate or Topiramate. 
· No body mentioned birth controlI was 13 at the time so my parents were the ones making the decisions and gaining information 

[bookmark: _Toc197616503]Please tell us about any conversations you had with healthcare staff about having or trying to have a baby? We want to get a better idea what people are being told, and how it makes them feel.
Open ended response from our area
I was given advice before pregnancy
· I was advised to try Keppra as an alternative ’safer’ medication whilst undergoing IVF treatment. In addition to being advised, Topiramate was unsafe during pregnancy however, it was my choice and given a plethora of information. A follow up call and appointment was made after health checks were conducted where I informed the team I did not want to change medications and to stay on Topiramate. I have tried several other epilepsy medications that have had adverse side effects therefore, Topiramate is the best medication for me.
· She was looked after by our GP then when she had both of her children but sadly he is no longer here and we don’t have that luxury anymore 
· 3 years prior to conceiving I changed from topiramate to kepra as I was reaching a time in my life that pregnancy was more of a priority. When I was ready for pregnancy I requested a pre-conception planning appointment with my (new) consultant neurologist and whilst waiting for my appointment they instructed my GP to start me on 5mg folic acid and vit D. I met with my consultant discussed my epilepsy and what my priorities would be. To remain seizure free. My epilepsy had seizure freedom for 9years at this stage. My consultant was happy with the stability and requested for some trough levels to be completed prior to falling pregnant. To inform her when I fell pregnant and she planned to increase my kepra in my second trimester to account for the increased blood volume in pregnancy 

We were given some information
· I have spoken to my dr at the hospital and was given a small amount of information
· that i had to wait a period after stopping
· They always ask if I’m thinking of conceiving. I say no but I’d like to know what would happen. They say they only have 15 minutes to talk so would rather talk about something else/id need to speak with my consultant. I have spoken with only nurses for many years. I managed to speak to my consultant once in the last 5 years after having to tweet him and beg for an appointment. 

Young people- had contrasting views
· I was told not to get pregnant. That's it. As I was a teenager, I was in no way made aware of actually how dangerous it was 
· This part is irrelevant for a 14 year old 

Not relevant to me
· Our clinician didn't talk to us about birth control. But I don't want to get married. 
Open ended response from outside of our area
Not told anything
· No conversation 
· None only know issues due to reading labels on packaging 
· they just tell you that it may make you tired and sleepy. 
· had babies, but not planned, wanted but not planned so no conversation prior with HCPs. Only conversations after I had fallen pregnant. Discussion on taking 5mg folic acid to reduce birth defects. 
· No Birth Control conversations at all
Did my own research
· I found out the effects of this medication while doing a midwifery course this was around 15 years after I had started taking this medication. I was never told of the birth defects Or actual complications. I have since seen a geneticist and being told that if I am wanting to freeze my eggs that they need to be fertilise to be held by the NHS. As I am not with a partner, this is something that I do not want. I feel like I have been left with no choice. I will never have children. this choice has been taken away from me due to this medication.
· Was not given information but I read a lot so knew the dangers (eventually) - which is why I chose not to have children
Told a small risk (all had been on the medicine for over 5 years)
· I was under gynae and a neurologist at the time and the only risk they advised me of was 'a small chance of a cleft palatte / lip'
· I got told slite small risk of cleft pallet
· Only told general risk of epilepsy medication (also on levetiracetam) only specific thing about topiramate was that it could affect birth weight (smaller baby)
Warned to come off the medicine if I wanted a child
· I get reminded at check ups that I will need to come off topiramate if I want to start a family ‘as it will cause problems for the fetus’. This is all I have been told.
· They want to change my medication so I can have a baby and I’ve said no 
· At the time, (1981), I was 18 and the conultant just said that I shouldn't get pregnant as there may be birth defects. Many years later when I was considering having children I went to see a specialist to find out more. He mentioned minor physical issues e.g. a tip of a finger missing, but also said there was a chance of spina bifida. There was a test to check dor this but it only showwd the presence of spina bifida, not the severity. I didn't think I could cope with a severely disabled child and would hate to have to make a decision to terminate a pregnancy so I decided not to have children.
· I looked into adoption with my husband at the time as we felt this would be the best option for us. With my most recent partner I was advised due to now being in my mid thirties it may be possible to come off of valporate to try and get pregnant however we did not go ahead with trying to get pregnant. 
· The epilepsy nurse discussed this fully with me and was happy I would not be getting pregnant due to my partner having a vasectomy and me being peri menopause plus I have 6 adult kids and do not want anymore, I read all the information she sent me and signed the forms . My pharmacist also discussed this with me when handing me my last lot of medication
· I wasn’t told anything about side effects until a phone call from my gp warned me but I had already been on Top for several years. So, got started on birth control.
· I was told nothing initially by specialist and hospital. It was picked up by my GP whilst checking my records. I incidentally then had a Mirena fitted for adenomiosis which covered fertility. It made me feel that all kinds of assumptions were being made about my gender, my sexuality and my assumed choices to carry a child. 

Told safer to stay on the medicine/reduce medicine
· Very little was said. Just that it might affect the baby. I had babies in 2005, 2007 and 2013. Very limited information about side effects was available then. And I was told it’s probably low risk compared to me having seizures 
· I had my children in 2002 and 2004 and I have not had any more children since. I was advised at the time to stay on the medication as it would be dangerous to the baby if I was to have a seizure, I was not told the full health issues that could be caused by this medication to unborn babies. 
· My Son is now 26 and a very healthy man.  When I fell pregnant I was advised to reduce my dosage of valproate, which I did and once he was born my dose slowly returned to the original amount.
· I was told that there were risks but it was better to stay on my medication topiramite than come off as it would risk more seizures to come off, my baby was born premature with low birth weight at 35 weeks but I had pre eclampsia otherwise he seems to be perfectly healthy and is now 3 months old.

Told not to have children or come off the medicines
· GP said 100% do not get pregnant, do not remove contraceptive and do not risk it. 
· I was made to feel awful about remaining on my life sustaining medication during my pregnancy by healthcare professionals in the maternity decision.    My child is not affected by Valproate.
Not relevant to me
· I never want kids or intercourse with a man.
· I went through the menopause early 
· I have gone through the menopause early.

Other things people told us that wasn't directly relevant to the questions, so the voices weren't lost.

Campaigns and request for redress
· I am campaigning against the MHRA, the policy breaches our human rights and puts our lives at even more risk. 
· Started topiramate in 2005   I have had 2 children with autism. The information coming out now is too late for me and my children. There needs to be a redress scheme. 
· Who said all pregnancy whilst taking the medication is unwanted?  A huge % of child born are NOT IIMPACTED BY VALPROATE     Our bodies, our rights, our choices and our lives!    Help by campaigning for change with the MHRA and their policy which has stripped away our reproductive human rights and patient capacity, whilst increasing risks to our lives all through basing a policy upon a theoretical foetus.    People with epilepsy are dying because of the MHRA policy and yet where are your voices to prevent this?
Other useful things
· EpsMon App to be promoted for patients and SUDEP Checklist 

Other queries
· We wonder, does it have long term effects on behaviour? There's been a change and we don't know why. He's been taking Epilem for 30 years.
· All the information and support we have ever received for our son has come too late. We weren't told about being able to claim for benefits. We weren't told about Sunderland People First. Not until years later. We did have a brilliant special needs nurse for a while. She got him referred to Newcastle Road and we finally got a lot of information. She's left now. 
· When she came off the valproate 3 years ago her seizures  became uncontrollable again.   She is on 4 medicines and about to start taking a 5th





North East and North Cumbria	Other	Didn't say	24	39	25	


Number of responses	Me	Someone I care for	People I volunteer with	69	18	1	
Number of responses



Gender

Number of responses	Female	Male	Non binary	67	16	1	


Number of people	
13-17	18-54	55 or over	10	67	8	Age group


Number of people



Medicines people are currently taking

Number of responses	I take valproate	I take topiramate	Valproate and topiramate	Neither	36	34	2	15	
Number of responses





Less than a year	1 to 3 years	3 to 5 years	Over 5 years	5	17	8	52	Years taking the medicine


Number of respondents



Number of responses	
Bipolar	Bipolar and epilepsy	Epilepsy	Migraines	Epilepsy and migraines	Idiopathic intercranial hypertension 	1	1	68	12	4	2	
Number of responses
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