
August 2023.
Feedback from Parent Carers.
How the Prescription service works at
 Alder Hey Children's NHS Foundation Trust. 

We are the health and social care champion for people and communities across
Sefton. We have the power to make sure leaders and other decision makers listen to
feedback and improve standards of care. We also help people find reliable and
trustworthy information and advice and have an independent Complaints Advocacy
Service which supports residents who want to make a complaint about an NHS
service. 

Introduction

What are our core beliefs?

We believe that health and social care providers can best improve services by
listening to people’s experiences.
We believe that everyone in society needs to be included in the conversation,
especially those whose voices aren’t being listened to.
We believe that comparing lots of different experiences helps us to identify
patterns and learn what is and isn't working.
We believe that feedback has to lead to change, listening for listening’s sake is
not enough.

Feedback 

We have been working with Sefton Parent Carers Forum, an active member of our
steering group to gain feedback on how accessing prescriptions from Alder Hey
Children's NHS Foundation Trust works. Problems with the service was an emerging
theme. This report details the feedback which the forum helped us to gather and we
would like the trust to review this feedback and provide us with a formal response to
ensure that those accessing the prescription service in the future have a better
experience. 



Repeat prescription requests

"Ordered 2 weeks before we ran out, no prescription 3
weeks later. Called on telephone, no answer, left

message no call back. Rang PALS. PALS team said the
prescription team would send emergency prescription
but one week later still nothing. When the prescription  

arrived, it  was wrong."

"Put in a request 3 weeks
ago and heard nothing." "Not allowed to order more than 2

weeks before we run out but the
prescription is issued after 2

weeks and then we need to allow
time for the courier to get it to

Southport and then the chemist to
order the drugs in. When we ring

to complain, we are told “it’s only
ADHD they don’t need it.” 

"Why do they only issue 3
months at a time. Kids

aren’t having medication
reviews for years at a time,

so just issue 6 months
worth and reduce the

number of times we have to
go through this!"

"Ordered prescription, nothing arrived. Chased up and told needed
height,weight and blood pressure first. If they’d have just told me I

would have arranged that 3 weeks ago!"

"Had text to say
prescription would

be 2 days but still
waiting 3 weeks

later!"

 "It will be 4 weeks tomorrow
since I ordered, still no

prescription." 



"Problem with local chemist getting 2 mg tablets when
my child needs 4 mg. Prescription needs to be changed

but cannot get anyone at Alder Hey to do this."

" Doctor said prescriptions
only get couriered out on

Monday, Wednesdays and
Fridays."

"After speaking to secretary
,turns out prescription has been

stopped late last year but no
reason in clinical notes and now

need phone call with Pead to
reinstate!” 

"Been a nightmare, no
meds for a week."

"Saw the community Paed who increased dose to 2-3 tablets per night.
Every time I ordered they wouldn’t dispatch as said wasn’t due but

pharmacy hadn’t been told of increase in dosage so still had use as 1
per night."

"Often get text to say
prescription

dispatched but 6
days later chemist

doesn’t have it ."

 "Had to ask GP to issue
emergency 1 week script so

we didn’t run out!" 

"Put prescription on hold because I ordered 3 weeks early but
 didn’t tell me and then they forgot, so no meds."

 "Respite won’t let my kid
attend without her sleep

meds so I have to keep some
back."

 



"Had argument with local pharmacist as prescription
advised Circadin to be crushed and pharmacist says it

shouldn’t be but they can’t get hold of Alder Hey!"

"Anxiety meds for kids need
to be prescribed through

CAMHS not GP,  but  there is
a 18 month waiting list to be

seen. "

"That melatonin service from
Alder Hey – WTF?” 

"Prescription lost between Alder
Hey and local chemist."

"Only had the
system work

properly twice in 18
months."

 "It’s an absolute joke how
long we have to wait!" 

"Used to order early to allow for delays but now get message
back saying too early."

"Service is an
absolute joke!"

 "Much smoother to order
online." 

"Service states no request received but we have an
acknowledgement email."



"Alder Hey told me my son is now under adult services
and I was told meds will be prescribed through GP as

shared care agreement. Spoke to my GP who said they
can’t prescribe Circadin or Melatonin."

"Intuniv is a hospital script
only medication so can’t get

from GP now child is 18. "

"You can buy liquid
melatonin and

gummies online as my
son wont swallow the

tablets."
 "I’ve borrowed meds off
people as my son wasn’t

sleeping ." 

"Issues with private
diagnosis not being
accepted so we are

paying private clinic
for private meds at £98

per month."

 "Chemist can’t get
Melatonin so I’m using stuff

from the States!" 

Transition to Adult services and problems with
prescriptions.

Ordering medication from other organisations/
borrowing from other parents. 



"Was so desperate, we put an
appeal on Facebook and met

another mum at an Asda car park.
She lent me a pack and then I

posted her a pack of ours when the
prescription arrived. "

" I buy spares of Melatonin
from the states."

"The old Melatonin capsules were great
then they stopped them and prescribed

Circadin. My kids don’t do well on it so we
buy the Melatonin gummies from

America."

Summary and Next Steps. 

From reviewing this feedback, this strengthens the emerging theme that there are
issues for parent carers who access prescriptions from Alder Hey Children's NHS
Foundation Trust.

Feedback shared has been themed and there are issues with access to repeat
prescriptions, during transition to adult services and more concerning is the
feedback in which parents are purchasing medication from other sources, whilst
others are lending medication to others whilst they wait for theirs to become
available!

We would encourage the Trust to review this feedback and provide assurances that
the service will be reviewed particularly focusing on those issues we have identified
with a formal response being shared back to Healthwatch Sefton in line with
Healthwatch Statutory guidance, and welcome your response to this letter within the
statutory 20 working day time frame (Health and Social Care Act, 2012).



Response from Alder Hey Children’s NHS Foundation
Trust.  










