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Epilepsy is a common neurological condition that affects 1 in 97 people in Scotland.
Between 2,000 and 3,500 people are diagnosed with epilepsy each year. 

Epilepsy Connections’ purpose is to support people affected by epilepsy to develop their
resilience and independence so that they can take charge of their condition and live their
lives to the full. Our People’s Forum, a panel of people living with epilepsy, has prioritised
6 achievable goals for the new Parliament in consultation with the wider Epilepsy
Connections’ community. We’re asking our elected representatives to ensure:

Everyone with epilepsy has access to an Epilepsy Specialist Nurse. 

Pandemic restrictions permitting, people can choose between virtual
or in-person appointments with health professionals.

Continuity of supply of antiseizure medication.

Unpaid carers get the support they need. 

Epilepsy training for assessors and decision makers involved in the
benefits application process.

Sustainable, realistic funding for third sector organisations providing
specialist support.
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Everyone with epilepsy has access to an 
Epilepsy Specialist Nurse 

Epilepsy Specialist Nurses (ESNs) play a vital role in helping people to live as well as possible
with epilepsy. ESNs carry out assessments, monitor and, in some cases, prescribe treatment,
provide information and advice about epilepsy, help people come to terms with their
diagnosis, provide emotional support and help with psychological wellbeing, develop care
plans including seizure and risk management plans, coordinate care, signpost people to
sources of support, and are a first point of contact for routine or urgent enquiries. ESNs can
specialise in working with adults or with children, and some work exclusively with people with
a learning disability. They can work in hospitals or in the community. Wherever they are, and
whoever they work with, there is a growing body of evidence to show that ESNs are highly
valued by their patients and colleagues and that their involvement leads to measurable
benefits for people with epilepsy.

SIGN Guideline 143 on the Diagnosis and Management of Epilepsy in Adults recommends
that “every epilepsy team should include ESNs”. Keys to Life, the Scottish Government’s
strategy for improving the quality of life of people with a learning disability, recommends that
“people with learning disabilities who have complex epilepsy have access to specialist
neurological services, including access to learning disabilities epilepsy specialist nurses”.
ESNs are not a luxury. They are essential to the wellbeing of people with epilepsy.

We’re calling on the new administration to ensure that every health board secures
enough Epilepsy Specialist Nurse provision to meet the needs of adults and children,
including people with a learning disability, in its area.

"I have suffered with epilepsy since having a brain tumour removed when I was just a
few years old. My seizures are really uncontrolled, and I feel like they have made every
part of my life harder. I got bullied at school really badly and this still affects my
confidence to this day. I'm not allowed to drive and do lots of other things that my
friends my age can do. Having bad epilepsy also makes getting a job hard. I feel lots of
employers don't understand about epilepsy and just try to get rid of you if you ever
have a seizure at work. I feel really frustrated and angry about my epilepsy and the fact
my medication hasn't helped much. I often wonder "what's the point" and when my
seizures have been really bad have thought about suicide."

"I'm not going to lie, I'm not happy about having epilepsy. I can't drive or stay up too
late, and I have to get up at 8am to take my tablets and have breakfast (even on the
weekend) plus it also makes finding a job a lot harder."

1.
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Pandemic restrictions permitting, people can choose
between virtual or in-person appointments with
health professionals

2.

84% of respondents to our Lockdown 2020 survey had accessed a medical consultation by
phone or video during lockdown. Of these, 70% found it to be a positive and satisfactory
experience.

“I’ve had my phone review with my ESN twice since lockdown. This has worked fine…
as I’ve had reviews by phone in the past.”

“It helps that my ESN knows me so well as it means nothing was missed on the call.”

Positive feedback like this reflects good relationships between health care professionals and
patients, an essential element of self-management. 

However, nearly a third of respondents to our survey said phone and video appointments
were unsatisfactory and told us that they found it difficult or uncomfortable to explain their
symptoms. Some people said they felt rushed and that they hadn’t “connected” in the way
they would in an in-person appointment. Some health professionals share this view. 

“Phone appointment with consultant – I do not think you properly convey what’s going
on over the phone, you are also losing face-to-face contact and human touch.”

One Epilepsy Specialist Nurse said “I would not like to see solely remote contact with
people continue after the pandemic - you get so much more by being able to engage
with people face-to-face.” 

Effective communication and trust are essential to the relationship between health
professional and patient. If a remote appointment undermines communication, then it
becomes a missed opportunity for both patient and health professional and has the potential
to compromise wellbeing.

We’re calling on the next administration to ensure that in-person appointments with the
epilepsy specialist team are available for those who want them. 
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The majority of people with epilepsy are prescribed antiseizure medicine. Switching between
branded and generic versions, or between different manufacturers’ versions of generic
medicines can, in some cases, lead to an increase in seizures or breakthrough seizures after
being seizure-free. This can have devastating consequences for people with epilepsy and
their families, leading to loss not just of seizure control but potential loss of employment and
income, opportunities, freedom, and confidence. Loss of seizure control also potentially
increases people’s use of health resources. Switching between versions of antiseizure
medicine can result in avoidable personal and healthcare costs.

SIGN 143 advises that “routine switching between different manufacturers of
antiepileptic drugs should be avoided.” 

Before and during the pandemic, people with epilepsy have routinely reported problems
accessing their medication. Some people have been given different versions of their medicine
instead of their usual. Others have been unable to collect their entire prescription on a single
trip to the pharmacy. Although these problems are not new, during the last year they have
caused increased anxiety; many people reported having to make multiple trips to the
pharmacy and queue at a time when they were trying to avoid exposure to COVID-19. 

Pharmaceutical supply chains are complex and there are many reasons why antiseizure
medicine can run out including:

The impact of Brexit on medicine supply remains an unknown; to date a short-term solution
has been put in place to ensure access to one imported cannabis-based medicine for those
with a prescription, but the long-term situation remains unclear, and we don’t know if other
antiseizure medicines will be affected.

People with epilepsy deserve to feel confident that the antiseizure medicine they rely on will
be available to them when they need it.

We’re calling on the new administration to be a voice for people with epilepsy with the
UK government to ensure that availability of antiseizure medicine is not delayed or
constrained in any way by Brexit or the pandemic.

Continuity of supply of antiseizure medication

increase in demand
manufacturing problems e.g. shortage of ingredients, issues at the factory,
manufacturer ceases production
wholesalers run out of stock
pharmacy “quota” has been reached and the pharmacy can’t order any more
“just in time” supply chains 
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“It’s no exaggeration to say that unpaid carers are indispensable” 
(Derek Feeley, Chair of Expert Panel, Review of Adult Social Care, November 2020)

There are an estimated 729,000 unpaid carers in Scotland, including around 29,000 young
carers. It’s impossible to know how many care for a child, sibling, parent or partner with
epilepsy, but we do know that the impact of epilepsy on carers’ lives can be devastating.

Some people with epilepsy don’t need any additional care. Other people with severe epilepsy
need care most or all the time. Others only need active care during and after seizures but may
need someone with them all or most of the time. Carers, including young carers, can be on
alert 24-hours a day to respond to seizures. In some cases, seizures are life-threatening, and
carers may have to administer life-saving rescue medication at any time.

Epilepsy is a fluctuating condition and care needs vary over time and from person to person.
Caring for someone with epilepsy can involve keeping them safe during seizures, giving first
aid or life-saving emergency medication, monitoring seizures, ensuring antiseizure treatment
plans are followed, going to appointments, advocating with health, social care, housing and
education providers, acting as a point of contact and information for professionals and
agencies involved, keeping the person safe at home and while out and about, providing
transport, and offering emotional support. 

Epilepsy can be a “hidden” and stigmatising condition. Sometimes people outside the family
do not see the need for care. Discussing, explaining, and managing negative responses to
epilepsy and seizures is an additional source of anxiety and stress for carers. Social services
often don’t see epilepsy as a condition that has particular care needs, and if they do, they are
frequently unable to provide the level or flexibility of care that families need.

Life as a carer of a person with epilepsy can be rewarding. It can also be a relentless and
exhausting struggle to find, secure and maintain appropriate services, and to have a life
outside of caring.

Unpaid carers sacrifice their education, career, income, personal life and their wellbeing to
care. Successive administrations have failed to keep their promises to better support carers.
We’re calling for the recommendations of The Independent Review of Adult Social Care to be
fully implemented, and we support the calls for action detailed by Scotland’s National Carers
Organisations in their manifesto. 

In particular we’re calling on our elected representatives to look after our carers by:

Unpaid carers get the support they need4.

making sure suitable care options, including respite care options, are available
for children and adults with epilepsy, particularly those with complex epilepsy
giving carers the right to take a break

https://www.epilepsysociety.org.uk/emergency-medication


- 5 -

providing free access to leisure and wellbeing activities for unpaid carers
including “out of school” activities for young carers
working with providers to secure free broadband for carers to reduce isolation
and create opportunities for learning and working from home 
awarding Carers Allowance to adults who care for 20 hours per week or more
awarding Young Carers Grants to multiple young carers who care for the same
person

Epilepsy training for assessors and decision makers
involved in the benefits application process5.

Since 2018 Epilepsy Connections has campaigned for a fairer, more dignified benefits
application process that treats people with respect. We’re pleased that some of the
recommendations we made are included in Social Security Scotland’s plans for the
administration of Adult Disability Payment (the replacement for Personal Independence
Payment) but people with epilepsy continue to experience significant disadvantage when
claiming disability benefits.

The Department for Work and Pensions’ own figures show that over half of people with
epilepsy who previously received Disability Living Allowance have been refused Personal
Independence Payment. Up to two thirds of new claims for Personal Independence Payment
from people with epilepsy are refused, but of those claimants who appeal the original
decision, nearly 8 out of 10 are awarded the benefit. This suggests serious problems with the
assessment and decision-making processes that have a prejudicial effect on people with
epilepsy.

The assessment criteria for Personal Independence Payment disregard the wide-ranging
symptoms, unpredictability, and fluctuating nature of epilepsy. We are disappointed that
Social Security Scotland proposes to retain and apply these to Adult Disability Payment with
no review until 2023. More must be done right now to ensure that from the start Social
Security Scotland treats people with epilepsy fairly and with dignity and respect. People with
epilepsy tell us that assessors often fail to recognise different seizure types and the wider
impact of epilepsy including memory difficulties, anxiety and depression, and communication
difficulties. Assessors have been reported to make inappropriate observations including “Is it
the bad kind of epilepsy you have?” and to apply inappropriate and demeaning “memory
tests”. This is not reflective of an informed, inclusive, respectful government agency. Social
Security Scotland needs to do better than the DWP.

We’re calling on the new administration to ensure that assessors and decision makers
involved in the disability benefits application process have epilepsy awareness
training, and that this training is developed and co-delivered by people with first-hand
experience of epilepsy.
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One of Scotland’s best assets is its range of third sector organisations, which contribute in so
many ways to the wellbeing of Scottish people, communities and society. With the right
support and funding, these organisations - including Epilepsy Connections - have proven their
ability to make vital and unique contributions to the common good, supporting citizens and
communities through social care; community, social and economic development; culture and
recreational activity. 

Despite these contributions, the environment in which the third sector exists is increasingly
unstable and uncertain, with long-term, sustainable funding almost impossible to come by.

Sourcing funding on a year-to-year basis is taxing on a charity. The amount of time required
to source suitable funding streams, complete applications and report to funders is
disproportionate to the amount of funding available. Opportunities to apply for unrestricted
funding are limited, and charities are forced to dip into their reserves to cover ongoing costs;
costs which are essential to the running of any successful voluntary organisation. We are
asked to be ‘innovative’ and ‘creative’ with our approaches to service-delivery, and yet the
strained climate in which we operate often means that organisations adopt more of a ‘survival
mode’ approach, withdrawing into core services, for fear of biting off more than we can chew. 
Even in 2019, pre-pandemic, 34% of third sector organisations felt their financial situation was
sure to deteriorate, with 82% admitting that they were worried about the challenges created
by funding cuts.

COVID-19 was catastrophic for fundraising activity, but one positive to come out of this last
year is that funders were forced to be more flexible and place greater trust in grant recipients.
Charities were given the green light to spend money as we saw fit, allowing us to begin to
future-proof our organisations and protect the wellbeing of the people and communities we
serve.

COVID-19 also shone a light on our ability to remain positive in the face of challenge and
demonstrate unwavering commitment to meeting our goals. Even as budgets tightened, we
found new, digital ways to support our service-users and mitigate the negative effects of
lockdowns as much as possible. 

Prior to the May 2021 election, leaders of the main political parties reaffirmed their
commitment to multi-year funding for the voluntary sector. They acknowledged that moving
away from short-term funding would increase charities’ ability to plan ahead and with greater
certainty, and in turn this would benefit Scotland’s people and communities. 

We’re asking MSPs to fulfil their commitment to the third sector. We’re asking you to
trust that we understand the needs of the people and communities we support, and
that we are capable of spending public funding responsibly and effectively. We’re
asking you to nurture the voluntary sector, not control it.

Sustainable, realistic funding for third sector
organisations providing specialist support6.



Epilepsy Connections provides services that support people with epilepsy, their family, friends
and carers, as well as the professionals working with them in the Greater Glasgow & Clyde,
Forth Valley, and Ayrshire and Arran areas.

Our vision: we want everyone affected by epilepsy to have the support, resilience and
respect they need to live life to the full.

Our mission: we walk alongside people affected by epilepsy, providing vital support and
encouragement so that they can live well and have their voices heard.

Head Office
Suites 129-134 Baltic Chambers, 
50 Wellington Street, Glasgow G2 6HJ
t: 0141 248 4125

Forth Valley Fieldwork Service
Admin Offices, Falkirk Community
Hospital, Falkirk FK1 5SU
t: 01324 673 750

Ayrshire & Arran Fieldwork Service
t: 07585 570 466

www.epilepsyconnections.org.uk
info@epilepsyconnections.org.uk

@EpilepsyConnexn

@EpilepsyConnections
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