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Preparing for school
— Child

— Parents

—Schools \r(
— Medical team \ .
Resources |
Support .
Educational Health Care Plans (EHCP)

* Summary
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STARTING SCHOOL S Bl

NHS Foundation Trust

 Transition of care: Starting Primary/secondary
 Child, Parent and school anxiety
 Early preparation and organisation is key
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Increased independence around care

Disclosure of medical needs to new friends
Managing a difference that is not always visible.
Same opportunities as other children

Enjoyable and safe environment

Reach their full potential
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Challenges: trust, right support, handing over care

Meet with school to discuss and provide information about
medical/ educational

Good communication
» Book appointment
 Communication book

Provide all essential equipment and ensure always well stocked
* Medications

« Hypo plan and emergency contact details

* Glucometer - Strips and lancet

* Hypo treatment -glucogel, snacks (Hypobox)
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Great Ormond Street

SCHOOLS Hospital for Children

NHS Foundation Trust

* Schools must make reasonable adjustments to ensure that
children and young people with disability including those with
medical needs are not put at a substantial disadvantage
compared with their peers

* Enough staff trained by healthcare professional so that a
child with a medical condition can take part in all aspects of
school life

« Contingency plans must be in place if all staff leave

* No legal duty that requires school staff to administer
medicines
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LINICAL NURSE SPECIALISTS==% s

NHS Foundation Trust

Join the family on their journey - smooth communication,
working collaboratively and co-ordinating care

HlI management complicated
Liaison with other services

Best position to provide education, training and ongoing
support
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LINICAL NURSE SPECIALISTS= e g ™

HS Foundation Trust

« Work closely with school and community nurses in educating
and supporting school staff.

» Blood glucose monitoring

* Recognising a hypoglycaemic episode
* Management of a hypoglycaemic episode @ 5
* Administration of medications TN
» Feeding plans and enteral feeding suppor
» Support with Care plans, EHCP applicatio

Low Blood Sugar Symptoms

HEADACHE IRRITABLE
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HYPOPLAN  Fohairiamen

NHS Foundation Trust

HYPOGLYCAEMIC PLAN FOR ........

1.0f ......... blood glucose level is 3.5mmols or less, re-check after 10mins on an
alternative site.

2.If his blood glucose level is still 3.5mmols or less, then give her 1/2 tube of glucogel
and a snack and drink.

3.Re-check his blood glucose level 10 minutes later. To ensure blood glucose has risen.

4.If ......... continues to be hypoglycaemic and does not respond to glucogel and a snack
and drink then please repeat step 2 and take him to the nearest hospital for further
management (Call an ambulance). This may include insertion of an intravenous

cannula and intravenous 10% glucose to stabilize .......... . blood glucose levels especially
when he is unwell and unable to tolerate food.
5.If ......... . presents to hospital with a hypoglycaemic episode he should always be

admitted to have his blood glucose levels monitored and correction of hypoglycaemia
with intravenous glucose.
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HYPO TREATMENT 5SSl

NHS Foundation Trust

Recommended hypo
Product Age of patient management
(glucose in gram)
1/3 tube 3.33g

Glucogel Neonate - 6 months
(10g of glucose in each

6 months - 2 years %2 tube 5g
2-5 years 1 whole tube 10g
5 years and over 1 %2 tube 15g
Lift (previously Glucojuice) 2-5 years 40mLs (10g)

15g of glucose in 60mLs

5 years and over 60mLs (15g)

Glucose tablets 2 -5 years 2 5 tabs (10g)
4g of glucose

5 years and over 4 tabs (16g)
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Great Ormond Street Hospital for Children NHS Foundation Trust: Information for nurseries, schools and colleges

Congenital hyperinsulinism

One of your pupils has a called which
is present at birth and causes high levels of insulin to be produced. This
information sheet from Great Street (GOSH) about

congenital hyperinsulinism and the signs and symptoms of a hypoglycaemic
episode where the blood glucose levels fall too low. It also contains guidance

for

Sheet 1 0f 3

The child first and always

in the nursery, school or college setting.
I you would like further about

or have any questions, please contact the Clinical Nurse Specialists (CNS)

for Congenital

©n 020 7405 9200 ext. 0360 or bleep 1016.

Hyperinsulism
You can also email them at cns hypoglycaemia@gosh.nhs.uk

What is congenital
hyperinsulism?

Congenital hyperinsulinism is characterized
by insppropriste and unregulated insulin
secretion from the beta-cells of the pancreas.
In CHI, the beta-cells release insulin
inappropriately all the time and insulin
secretion is not regulated by the blood
ghucose level (as occurs normally).

Normally, the beta-cells release insulin in
response to the level of glucose in the blood.
Insulin converts the glucose into a form

that can be used by the body. If too much
ghucose is converted, it is stored in the liver
and musdes as glycogen. Glycogen can be
converted back to glucose to be used when
ghucose is not available.

In CHI, too much insulin causes the blood
glucose level to drop too low. High insulin
levels prevent ketone bodies being made. This
means that the brain is not only deprived of its
most important fuel (ghxose), but ako ketone
bodies which are used as alternative fuels.
When the brain has no ghucose or ketones to
use as fuel then the child is at risk of seizures,
loss of consciousness and even brain injury.

Ref- 201550048

How is congenital
hyperinsulinism treated?
Treatment aims to keep a child's blood glucose
level stable at 3. Smmollitre to 10mmol/

litre. This can be managed by regular high
carbohydrate feeds alongside medicines

to reduce insulin secretion. Sometimes the
management of CHI can be complicated.
However, once CHI is stable, a degree of
normal life can be achieved. Brain function in
CHl can be normal if hypoglycaemia has been
dhagnosed and treated quickly, but can be very
variable depending on the amount of damage
caused before diagnosis and treatment

© GOSH NS Foundation Trust Apeil 2015

[Medication

Your pupil may need to take their at regular the school day as
shown In the table below. If the dosage or dose schedule changes as your puplil grows older, we
will update this page.

Dosage times

Madicine name Dose
AM AM PM PM

O Diazoxide

O Chlorothiazide

O Octreotide

O Sirolimus

O Other medications

Food and drink

An important part of treating CHI is to ensure that your pupil has regular and frequent snacks
and drinks throughout the school day. These will be provided by your pupil's family and should
be carried with them at all times. Please allow them to leave lessons to have a snack or drink if
neaded. Each day, your pupil should have the following snacks and drinks.

Times

Snack or drink

Blood glucose monitoring

Your puplil will also need to check their blood glucose levels at regular intervals throughout
the day. Please allow them to leave lessons to do this If needed. Children and young people
are given a blood glucose monitor which measures the amount of glucose in the blood. This
is done by a small finger prick that will give a single drop of blood to put on a strip. The
monitor will display the blood glucose level as a figure measured in mmol/itre.

Blood glucose monitoring should be done at the following times:

AM AM PM M

Additional checks may be needed If your pupll is unwell or takes part in energetic activities
such as games and school trips. Please liaise with the pupil’s family about additional blood
glucose monitoring.

Great Ormond Street

Hospital for Children

NHS Foundation Trust

Signs and symptoms of hypoglycaemia

A hypoglycaemic episode will occur when blood glucose is less than 3.5mmol/litre. Some
children also notice they don’t feel right when their blood sugar levels start to go too low.
Common symptoms include:
= Feeling tired or sleepy m Feeling hungry
= Feeling wobbly or shaky = Feeling grumpy or angry
= Feeling dizzy

Your pupil may also show the following symptoms:

= Having a headache

If you notice any of these signs, or your pupil is exhibiting unusual behaviour, you should check
their blood glucose level immediately and follow the emergency plan below.

Treating a hypoglycaemic episode

® Recheck their blood glucose level 10
minutes later using a new finger prick and
testing strip

m |f their blood glucose level remains at
3.5mmol/litre or lower or they are not
responding to the Glucogel® and snack, give
them the remaining half of the Glucogel®
tube and dial 999 to call an ambulance.

Your pupil will carry an emergency Glucogel®/
snack with them at all times to deal with a
hypoglycaemic episode. If one occurs, inform
the family immediately so that, not only

are they aware, but they can restock the

Glucogel®/snack if required.

m If the blood glucose level is 3.5mmol/litre or
lower, recheck using a new finger prick and
testing strip

m If the blood glucose level is still 3.5mmol/
litre or lower, give them half a tube of
Glucogel® and a snack

More information about CHI can be found

at www.gosh.nhs.uk/medical-information/
clinical-specialties/endocrinology-information-
for-parents-and-visitors/conditions-we-treat/
congenital-hyperinsulinism
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Great Ormond Street Hospital for Children NHS Foundation Trust: Information for Families

Diazoxide and chlorothiazide suspensions

This information sheet should be read in conjunction

patient information leaflet provided by the manufacturer

This i and

suspensions, which are usually prescribed together.
It explains how they are given and some of their side
effects. Each person reacts differently to medicines so
your child will not necessarily suffer every side effect
mentioned. If you have any questions or concerns, please
ask your doctor, nurse or pharmacist or telephone one of

the contact numbers on the information sheet.

What are diazoxide

and chlorothiazide?
Diazoxide is used 1o treat persistently
low blood sugar levels (hypoglycae
mia) caused by the body producing too

much insulin Myperinsulinism). It works
by blocking the release of insulin by
the body.

Chlorothiazide is a diuretic, that is, a
medicne that incresses the amount of
urine produced by the kidneys. It & used
in conditions where the body retains
too much fluid, causing puffiness (ce-
dema) especally around the eyes or
affecting the hands or feet. Chlorothi-
azide is commonly prescribed alongside
Ghazowde, as o side effect of this med|
cine is fluid retention.

How are they given?
Diareside suspension is given by mouth
two or three times a day. Chlorothiazide
suspension & usually given twice a day
For guidance on how to give your child
liquid medicnes, please read our infor-
mation sheet or watch our video podcast
avallable on our website at www.gosh.
nhs.ukigosh_familiestnformation_sheets/
medicines_liquidimedicines liquid_fami-
lios rami
Diazowsde and chiorothiazide suspen-
slons are not readily avallable from your
comemunity pharmacy. Neither medicine
Is avadable in the UK and so has 10 be
imported from abrosd by a icensed
pharmaceutical impert company. Supplies
of these medicines may take longer than
usual 1o obtain, ususlly several days.

Rt 201360576

© GOSH NIS Foundation rust December 2011

The child first and always

Great Ormond Street
Hospital for Children

NHS Foundation Trust

RESOURCES

Great Ormond Street (IS
Hospital for Children

N Foundaton Traat

e

-
Great Ormond Street Hospital for Children NHS Foundation Trust: Information for Families

Octreotide injections

This information sheet should be read in conjunction with any
patient information leaflet provided by the manufacturer.

This
how they are given and some of its side effects.
Hach person reacts different to medicines so
your child will not necessarily suffer every side
effect mentioned. If you have any questions

or concerns, please ask your doctor, nurse or
pharmacist or telephone one of the contact
numbers on the information sheet.

under the skin (subcutaencusly). At GOSH,
we use a multi-dose vial, which can be
used for up 1o 10 injections. The strength
of tis injection sokution is Tmg of active
ingredient in Smi of liquid. The solution
aho contains water and preservatives.

Congenital Hyperinsulinism (CHI)
tothe for (CHI at Great How is it given?
""“’"5 . homepage for Congealtal Hperinsalatem Owncad otide is given a1 a
injection, three to four times & day The
dose should be calculated in milliltres,
drawn up from the multi-dose vial and
@hven using a B0 msulin syringe. You
wiill have been taught how to give
subcutanecus injections before leaving
haospital but please read owr information
sheet available on our website at

g www gosh nhs ukugosh famdies)
information_sheetymediones_
subcutanecus_injections/medicines_
subcutanecus_injections_families htmi

Congents wyperrsingm (O<) 5 2 very comples medcal conditon Bt preserts wB severe Myooghoena
(low biood gheom) in e neceatal, rfarcy The congeetdl

Great Ormond Street Chidren's Mosplal 145 Trust has ested over 500 paterts and 8 2 nationdl and
rtwraiond réwrd cwtre kor st from i fr i Inda e Malasa.

What is octreotide?
Octreotide is used to treat persistently
ow blood sugar levels thypoghycaenmia)
caused by the body producing 160 mudh
mudin (hyperinsulinism) it is a manmade
version of the natural hormone.
somatostatin, which stops certan cells
i the pancress refeasing insulin. it can
be used alone or together with the
medicines diazoside and chlorothiazide
a5 directed by your child's doctor.

compicand s, Combrad wih our igh s cleica srvce we have devecpad .80 e bt

Video

Our 1o ouines e The use of octreatide in children is not
currently licensed in the UK. Medicines
are often used outside of their license
(off-label) in chikdren because trial data
s not avallable for a specific use. This i
not necessarily hazardous but should be
explained and sgreed before use. Your
doctor will explain this further to you.

Octreotide for ingection s available as
different strengths, which can be injected

Who should not use

octreotide injections?

Poople with the following conditions

should discuss taking these medicnes

wiith their doctor.

& Mypersensitivy to octreotide or sny of
s ingredients.

® Frognant. could be pregnant. trying to
become pregnant or breastfeeding

Shoes 10t 2 et 70135087 © GO NI feundation Trust Aewary 004
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« Children and their families living with a health condition have
an increased chance of experiencing psychological difficulties

* Some children with HI do present with sustained attention
and memory issues

* This is not true for all children and families and does not
mean everyone will experience these challenges

* |t is important to notice and acknowledge when some more
support may be helpful

» Psychology input can help a child or young person think about
the non medical elements of their identity
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WHAT TO DO?  Fewiealter chiaren

NHS Foundation Trust

« Ensure teacher is aware of child’s cognitive strengths and
weaknesses

* |dentify and discuss any issues/concerns with teachers and
SENCO

 Discuss support required at school/home and implement
interventions and strategies

» Referral to paediatrician/ psychologist for further assessment
« Contact local authority - EHCP application (England)
* Support groups

The child first and always
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EDUCATIONAL HEALTH CARE PEAN S ™

NHS Foundation Trust

» Designed to create a real change in the way that education, health and social
care professionals work with families and young people

« Children, young adults from 0-25yrs

* Educational needs require more help, normally provided in a mainstream
education

« Compiled by local authority with input from education, health and social care
professionals

* Legal document that describes a child or young person's special educational,
health and social care needs.

* Must be reviewed at least once a year and remains in place until child leaves
education or the local authority decides the plan is no longer needed to help
in their education.

rnif-moye. to.another local authority the plan will be transferred.



Request for assessment from young person,
parent, educational setting or other
professional working with family

Great Ormond Street

™
=
2
D
oc

Hospital for Children

X
NHS F dati Trust
| Existing information/evidence collated | SUACSHON T
-
3 k.
Yes Multi-agency panel or designated LA No

professional decide whether to conduct

statutory assessment
S >

Consider whether
assessment necessary

LA writes to parent/young LA writes to parent/young
people to inform them of person to inform them of

e T * Educational Health Care
[_=ofmweoe ] Pachfinders nave sy Plan application process

down’ process to ensure
needs met without

EHC plan co- EHC plan co-

et || oo || e takes approximately 20

with family

: weeks from date of

EHC plan co-ordinator collates
information into a summary assessment

- 3 assessment

Ye Multi-agency panel or designated LA No
professional decide whether EHC v

plan required .

28 EHC plan co-ordinator
writes to parent/young
person to inform them

K 4
I EHC plan co-ordinator drafts EHC of decision (and right to
- appeal)

= e + » Appeal process if

Co-ordinated assessment

Plan sent to

Planning

professionals to
review in advance

of panel

parents/young person
to comment on and
request an
educational institution

Pathfinders have ‘step
down’ process to
ensure needs met
without statutory

provision

LA consults govemning
body, principal or
proprietor of the

educational institution

T

2

Plan signed off at EHC panel or by designated LA
professional and issued to parent/carer young person and

e oo

application unsuccessful

e g

Expert

One Team



MULTIDISCIPLINARY TEAM St ™

NHS Foundation Trust
Qa “
- : Jl
Responsible Yo
J e |
‘_’ ~T\~‘.’

I I : I I I I

I he cniida nrst ana always

Helpful Expert One Team



Great Ormond Street
SUMMARY Hospital for Chi‘ldren
HI is not a familiar condition to general population
Education and support for child, parents and schools is essential
Discuss any concerns to ensure early intervention and support

Future

« Study days

« Virtual teaching
 Videos

« E-Learning

It is absolutely possible to live well with HI and
for every child to reach their full potential
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CONTACT DETAILS=sisn ™

Clinical Nurse Specialists
Clare Gilbert, Kate Morgan,
Louise Doodson and Hannah Antell

+44 207 405 9200 ext. 0360 bleep 1016
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 Children, young people and families |

* Schools and nurseries

* Community and school nurses
« UK and International support groups
* HI/endocrine team at GOSH

 HI colleagues from other centres
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