
 

Working together - 

medication safety - one 

consumer’s perspective. 



One consumer’s story on medication 

safety 

• A little bit of context – who am I / we? 

• Our journey - the early years 

• What’s important to our family? 

• What medication safety means to us? 

• Working together - home, hospital, respite, school 

• Errors and issues – our experience 

• Our greatest safety challenges for medication management 

• Working together to create safer systems / standards across services 



Left to 

right, my 

team! 

 

Charlie, 6 

Alex, 10 

Jack, 12 



Our journey – the early years 

 
• At five weeks and five days old, Alex had his first tonic clonic seizure 

• Our journey had begun, one ambulance ride and several hours later 

in PMH emergency 

• He was treated with a loading dose of phenobarbital and in ICU 

• Terminology – WOW, so much information and jargon, so many 

measurements and schedules 

• Then we went home, no medication and strict instructions 

• There was little reference made about the type of medication 

administered in hospital – where to get information and support – 

who could help us understand? 

• Two weeks passed, we though we were clear…and then the seizures 

began again 

 



The journey – early years 

• Every day is a steep learning curve. 

• We have used a range of different medications to manage seizures. 

• At last count 17 medications had been tried. 

• In addition there have been special diets and experimental regimes. 

• We have learnt that “neurological conditions and their management are more 

of art than a science”. 

• After years of wondering I asked a doctor – what makes you choose a certain 

regime for a child – the response – it all depends on a Dr’s experience with a 

particular medication. 

• I have been exposed to, and learnt how to administer more drugs in Alex’s 

short life, than most would in a lifetime. 

 

 

 



Sometimes I even dream about 

medication….. 

And you think I’m joking! 



The journey – early years 

• Our world has been a sea of drug 

interactions and side affects. 

• It is overwhelming, emotional and scary – 

and that’s on a good day.   

• We tried at least eight drugs in Alex’s 

first 12 months, not one or any 

combination delivered the results we 

were striving for…..to be seizure free. 

• At four months of age, one reduced the 

seizures,  but seemed to rob our little 

boy of any other skills he had obtained, 

including his smile. 

 

 



Safety and working together 
 

A quick overview of where and who is exposed to medication in our team and 

the safety issues it presents. 

Where / Who Issues 

Home (parents, carers, family) Storage, disposal, expiry, supply 

School (teachers, EA’s, nurses, 

carers) 

Administration, storage and expiry 

Respite (in-home, care facilities & 

their carers) 

Storage, supply, Webster packs, 

expiry 

Friends and family Storage, supply, administration, 

training 

Unregulated care givers Administering, Webster packs, liquid 

medications, training 

Hospital (parents, carers, staff) Scripts, PBS, pharmacy, dispensary, 

access to uncommon drugs. 



Storage and medication dispensing 



Why it’s important to my family 

• The safety and wellbeing of our family is paramount, we are responsible and 

accountable for their well being. 

• A medically complex child or other family members with complex medication needs 

complicates this. 

• A child’s life is something most families get to navigate with ‘normal’ medication 

management. 

• For families like ours, the journey is different. 

• ‘Medication’ ranges from over the counter ie Panadol, food (formula), dietary 

supplements, regular prescribed medications and rescue medications. 

 

 

 

 



A point of difference…. 

Most kids’ bedroom drawers don’t look like this! 



Understanding the consumer 

• To make our journey less stressful, we need to understand 

o what medications are for  

o Incidents and be informed if one occurs 

o why and how long they have been prescribed  

o what their side effects and contraindications maybe 

o How to integrate, use and store them at home, 

school, out-and-about 

• We also need understanding 

o This job is hard, and we are emotionally, cognitively 

and financially challenged, sometimes past our 

breaking point 

• We also need to understand your processes, through 

information and communication. 



What our family needs - medication 

safety 

• We need easy to follow guidelines and training to safely administer, store and 

dispose of medication, which is integral to our child’s care at home and 

hospital. 

• Enhance safety through consistent policy and guidelines across health services 

– health care to care facilities. 

• We want to collaborate to create systems that work! 

• Develop reasonable safety policies we can use at home. 

• Simple reporting, coordination and management for those with complex 

medication needs. 

• Simply put………… 

 

 

 

 

 

Less of this……………... 

More of this! 



What we are dealing with at home 

• Drug interactions and side affects – the whole shebang 

• Medication charts – what our child can and can’t have and why 

• Compassion and empathy for everyone 

• Trying to be a doctor, nurse, pharmacist and therapist all rolled into one.  Ask 

yourself  

• what would you do?   

• What would be important to you?  

• How would you like to be treated?   

• What services would you expect?   

• What information would you want / need? 

• Struggling with – a non-medical or clinical perspective, which challenges me - 

I’m not doing this because I wanted to! 

 

 



Errors or issues – Our experience 
• In general 

o Communication! 

o A lack of medication administration consistency across health and 

care facilities in Western Australia leads to confusion for care givers. 

o Poorly written scripts. 

o Consider administration for complex care patients and coordination 

of PBS implementation at PMH. 

o Development of a complex care system that simplifies medication 

and script tracking. 

 

• In hospital 

o Communication! 

o Various from liquid Panadol being given instead of crushed tablets, 

medications being given late due to a lack of supply or staff 

resourcing 

o Issues with supply of limited drugs 

o Poorly written medication charts 

o Difficulty accessing recent medical notes 

o High staff turn over 

o Lack of understanding of the ‘home front’ 

 

 



How to help make medication safe for 

families 

• Communication, communication, communication. 

• Safety – ‘how to’ and ‘dos and don’ts’ explained. 

• Readily available information. 

• Medication training for parents and carers – regular and standardised.  

• Consistent use of drug names – generic vs pharmaceutical. 

• Easy guidelines. 

 

 



Errors and issues – Our experience 

• At home 

o Communication! 

o Missed tablets (caught in blister pack), signing sheets not initialled, 

liquid drugs not able to be administered. 

• Respite 

o Communication! 

o Poor documentation, in-home vs carer facilities, webster packs 

o Missed doses, lost tablets, incorrect dosing and administration 

o Disparity between health care centres and their policy 

o Piggy in the middle - families 

 

• Unregulated care givers – family, friends, carers and others 

o Communication! 

o Poor documentation, in-home vs carer facilities, webster packs 

o Missed doses, lost tablets, incorrect dosing and administration 

o Lack of formal training  

o Lack of confidence – too hard 

 



Our safety challenges 

• Communication! 

• Best intentions – unregulated carers, family and friends 

• Training 

• Confidence 

• Protecting others - siblings and visitors 

• Staff turnover and knowledge of processes – it’s all really complicated! 

• Changing policy and procedures 

• Integration of home and clinical care – how do we work with clinicians? 

 

 

 

 

Thank you 


