Parenting with epilepsy
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Being a parent while living with epilepsy can be overwhelming, especially Parents with

if you are the primary caretaker in your household. If you are struggling, epilepsy sometimes
knowing that you are not alone is essential. This resource is available to find talking to other
support you through your parenting with epilepsy journey. parents in similar

situations helpful.

Recognising parental exhaustion

As a parent, it can be hard to prioritise your physical and mental health. Yet, taking
good care of yourself is the best way to prevent burnout and exhaustion. Remember,
your health is a top priority. If you are feeling stressed and overwhelmed, it is important
to recognise the warning signs and ask for help. Here is a short list of things to look
out for:

* |solation from friends, family, and loved ones.

e Loss of interest in activities that you used to enjoy.

* Feelings of sadness, irritability, and hopelessness.

e Changes in sleep habits, appetite, and weight.

* Constantly feeling ill or getting sick.

* Intense physical and emotional fatigue (exhaustion).
e Chronic stress or anxiety.
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Understanding parental burnout

Caring for children and other family members can be
physically and mentally exhausting. In addition to your
many daily tasks, you may be managing seizures and
other challenges associated with your epilepsy. Feeling
overwhelmed and out of control is a normal response to
this situation. If you feel like this, ask for help.

Managing your health

You may want to try the following to help manage your
physical and mental health:

* Learn about your epilepsy. The more you know
about your epilepsy, the more effective you will be at
managing your seizures.

¢ Nurture yourself. Plan free time for yourself, even if
it is a few hours on a regular basis.

* Practice healthy habits. Maintain your wellbeing
by eating healthy foods, exercising, and getting
enough sleep.

* Have realistic goals. Accept when you need help
caring for your loved ones and ask for and accept
help from others. Stay in touch with your epilepsy
team and ensure you have the latest facts and
treatment options to manage your epilepsy.

e Develop skills to overcome challenges. Use
relaxation techniques like mindfulness, yoga, or
deep breathing to help you cope with day-to-day
challenges.

¢ Manage your expectations. You may find it helpful
to focus on a few things and simplify your meals,
extracurricular activities, and holidays.

*  Know your limits. Review your situation.
Acknowledge and come to terms with feelings of
being overwhelmed or emotionally strained.

* Accept your feelings. Feeling frustrated or angry
about your responsibilities can be normal.

e Talk to your friends. Find someone you trust, such
as a friend, a co-worker, or a neighbour, to discuss
your feelings and frustrations. Parents with epilepsy
sometimes find talking to other parents in similar
situations helpful.

* Foster and prioritise your primary relationships.
Do something fun with a loved one for 5-10 minutes
daily.

e Laugh. Your sense of humour can help you deal
with the stresses of each day.

* Join a support group. Sharing your feelings with
others in a similar situation can help you manage
stress, find sources of help, and decrease feelings
of frustration or isolation.

* Seek professional help. Most therapists, social
workers, and members of the clergy or church are
trained to counsel people who have physical and
emotional difficulties or challenges.

e Consult your doctor. If you already suffer from
stress and depression, seek medical help.

* Use respite care services. These can give you a
brief or more extended break from your activities.
Respite care can provide short-term relief.

Exploring other sources of support

As a parent living with epilepsy, it is possible to prevent
overload and burnout. You may find the following tips
helpful:

* Home help and respite services provide in-home
help and nurses for short-term care.

e Private services may be available from professionals
to help coordinate care needs.
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e Other support services for parents include support Lived experience
groups and other programs that can help parents
‘recharge batteries’ and meet other people who
are facing similar situations, find more information,
and locate additional resources. You can contact
the National Epilepsy Support Service on
1300 761 487 to find support services you
may need.

We recognise all people living with epilepsy

and the impact it has on their lives. We take a
moment to acknowledge the lived experience they
have shared with us. In sharing their stories, we
acknowledge the strength and resilience people
living with epilepsy have shown in the face of not
getting a fair go.

Other resources

« Carer Gateway A medical note

Phone: 1800 422 737 The information contained in this publication

Web: www.carergateway.gov.au provides general information about epilepsy.
* Epilepsy Smart Australia It does not provide specific advice. Specific

www.epilepsysmart.org.au health and medical advice should always be

obtained from a qualified health professional.
Epilepsy support
The National Epilepsy Support Service (NESS) is
available Monday — Friday, 9.00am — 5.00pm (AEST)
to provide support and information across Australia.

Phone: 1300 761 487
Email: support@epilepsysmart.org.au

Special thanks to Dr Silvana Micallef, Senior Clinical Neurologist, Austin Health, for her pro bono support in reviewing this resource.

This content is licensed from Epilepsy Foundation of America and cannot be reproduced or modified without the express written
permission of Epilepsy Foundation of America.
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