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Welcome to the August Edition of RISA News
Hi Everyone!
We’ve accomplished a huge amount on your behalf over recent months and this edition contains
some updates and, as usual, some tantalising morsels of information for you to enjoy when you
get a few minutes to scratch yourself!
In this issue you’ll find:
-

Information about our exciting new website;
RISA’s involvement in International Paediatric Gastro Oesophageal Reflux Awareness
Week – 15-21 April 2013;
Our work to reverse changes to how specialised baby formulas are prescribed;
A member survey to find out what you think of and need from our services;
Changes to the executive and our registration after the AGM; and
A fantastic article by Dr Shilkin on middle ear infections and the reflux baby / child.

Actions you could take after reading this edition:
-

completing our short survey;
signing our petition to the Minister for Health and the PBAC about formulas;
browsing our new website;
liking us on Facebook if you don’t already;
consider completing contact call / email training;
donating regularly to RISA Inc; and
browsing the (now online) RISA Inc Library catalogue.

There’s a lot been happening and lots more to do. We look forward to working with you and for
you to improve the lives of babies and children with gastro-oesophageal reflux disease in
Australia and now, around the world.
May the force (and the caffeine) be with you all!! ;-)
Jo Matthews
Editor & RISA President
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Reflux Reality: A Guide for Families
REFLUX REALITY: A Guide for Families was written by Glenda Blanch in association with RISA
Inc after it became obvious there was a real need in the community for more readily available,
accurate information on gastro-oesophageal reflux and its management.
It is THE essential book for any family with a baby or child who suffers from gastro-oesophageal
reflux. It offers information on reflux and management strategies, and a stack of practical advice
for dealing with babies and children of all ages. It includes important issues on sleeping and
feeding that have been addressed by specialists in their fields, as well as personal experiences
and stories from reflux families. There is
also a section designed specifically for
family and friends to read.
It is easy for parents to lose confidence in
themselves and their parenting abilities
when they have a child who suffers from
gastro-oesophageal reflux. Reflux Reality:
A Guide for Families aims to help parents
feel in control and better able to cope. And
importantly, it is the only up-to-date book
on gastro-oesophageal reflux that is
written for Australian families.
We know that caring for a child with reflux
can be time consuming and sometimes all
encompassing, so the book has been
designed to be read from front to back, or
section-by-section, in any order. It can be
picked up and put down whenever there is
time.
Some of the topics covered include:
What causes reflux?*
Common characteristics
Complications
Food sensitivities
Common myths about reflux in children
Use of medication
When to seek medical advice
Complementary medicine
Medical investigations and procedures
The reality and impact of reflux
Managing reflux
Coping tips
Information on feeding and sleeping
… and much more offering support and understanding to those affected.
Reflux Reality: A Guide for Families provides more information on those topics that are most
important to your particular case.
Several copies are available to borrow from the RISA Library.
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It is available for purchase through:
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RISA Executive Committee
Changes from the June AGM

As you might remember, RISA Inc holds is AGM in June each year and, as always, there was some
musical chairs! The changes from the AGM and since look like this:

Executive Committee
Joanne Matthews
Bianca
Jess Donaldson
Marina
Chrissy
Belinda Salter
Lauren Calvert

President, Newsletter Editor, Website Admin, Public Officer, Facebook
Co-ordinator
Secretary, Assistant Treasurer, Librarian
Treasurer, Mail Redirection, Facebook Co-ordinator
Executive Member
Contact Call Co-ordinator, Advertising Officer, Website Forum
Moderator
Email Secretary, Facebook Co-ordinator
Assistant Newsletter Editor, Advocacy Committee Secretary

Administrative Team

Executive committee members PLUS
Tanya
Email Secretary
Anna
Newsletter Proof Reader
Anna
Newsletter Collation and ailing, Messagebank Retrieval, Email back-up
Maria
Membership Secretary
Nicki
Brochure / poster distribution

Contact Team

Chrissy
Calls Co-ordinator
Tanya
Email Co-ordinator
Jess
Contact Trainer
Amber
Contact Trainer
Anna, Julie, Karen, Joanne, Shelley, Katie

Advocacy Team

Joanne Matthews (Co-ordinator), Lauren Calvert (Secretary), Jess Donaldson, Rebecca, Cilla, Tina,
Naomi, Melanie, Lisa, Erin

Vacancies

Fundraising officer (in an ideal world we’d have a fundraising team)
WA Advocacy Co-ordinator (must be WA based)
Message bank Retrieval Officer (to take over from Anna in October when she’s due....)
Publicity officer
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Want to get involved? It’s easy and its fun. We’re nice, we promise. Being part of the admin
team doesn’t require a vote; it just requires you to put your hand up! We operate by email day
to day – circulating ideas, discussing things we should / could / would do and bouncing ideas
around. Let us know at info@reflux.org.au
We also tend to have our own little support forum going at the same time… we’re women after
all… we multi-task.
If you need contact with some other adults and want to be involved in something positive while
you’re battling the reflux monster, let us know. We’d love to have more people on board. Or if
you’re coming to the end of your reflux journey and RISA’s helped you and you want to give
something back, please consider joining our admin team or becoming an email or phone contact.
All you need is a few moments when one good typing hand is free between wrangling toddlers
and nursing screaming babies! ;-)

Heading South
(… Well kind of)

The upshot of the Special General Meeting, called for immediately before the Annual General
Meeting, was the Executive determined that the Reflux Infants Support Association’s
incorporation status would move to NSW from Qld (where we’ve been based since 1982.)
This was for the very simple reason that NSW regulations required us to have certain
positions held by someone from Queensland only and NSW allows positions to be held by
anyone anywhere in Australia.
We can now even have executive members located overseas so long as at least three are
residents in Australia. Given we’re a national and even international organisation at times,
we thought this was appropriate. And it takes the heat off the Queensland members too. So
welcome to NSW!
Our Incorporated Association Number is now INC9897441.
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A New Website for RISA!
On Thursday 9th August we launched our new look website. It’s a pretty mauve affair and
importantly much easier to use for those of us trying to give you new content. If you haven’t
already, pop by for a squiz!
There’s some new content with articles on:
• Our Library catalogue!
• Personal stories from members
• Tips for looking after yourself
• Facts and stats on infant GORD
• Advocacy Committee
• Advocacy in WA
• All that cries isn’t reflux
• GORD and babywearing
• Neocate, EleCare and the PBS
PLUS all the old favourites we rely on like:
• Management tips
• What is Silent Reflux?
• What is Reflux?; and
• Common Characteristics of Reflux

http://www.reflux.org.au

A huge thank you to Ruby and Nicholas from Kinetic Media for all their hard work (pro bono!) in
creating the site and helping us customize it to our needs. We’re still tweaking of course but
we’re very proud of it. Feedback to info@reflux.org.au

Take the RISA Survey

We are undertaking a survey of our members to see what’s working and what we could improve.
Please take a few minutes to provide us with your feedback by clicking here.
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Facebook Update
We’re up to over 600 likers on Facebook and growing! Thanks to those of you contributing to the
conversations. Don’t forget that more detailed and private conversations are available to our
members on the RISA forums.
Some of our highlights over recent weeks include:
You know you’re a reflux mum when (38 comments including):
- When your answer to strangers is no, he's
just had a feed... Sarah
- When you can't tell the difference between
night and day... Karlie
- When vomit is your shower... Janina
Around 20 mums completed the Weekend
Reflux Mummy challenge (which included deciding to commit to time for yourself and actually
taking it!).
Some great feedback and tips on breastfeeding a refluxer during Breastfeeding Awareness Week.
Responses to conjecture circulating that PPIs don’t work on bubs under 4 months
Some great tips on sleep settling
Gift ideas for families living with a refluxer
Discussion on attachment parenting
Some pretty funny responses to suggested new Olympic Sports suitable for reflux mums!! ;-)
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Neocate, EleCare and the PBS
As of 1 July 2012, the Pharmaceutical Benefits Advisory Committee (who administer the
Pharmaceutical Benefits Scheme or PBS), have made changes to the way amino acid-based
formulae like Neocate or EleCare can be prescribed for children under 24 months. Theoretically,
now only paediatric gastroenterologists, a specialist allergist or clinical immunologist can now
write these prescriptions.
HOWEVER, paediatricians and General Practitioners can still prescribe these formulae “in
consultation with” any of the specialists above. That can take the form of a phone call or email
between the GP or paediatrician and the specialist; and the patient must also have an
appointment to see the specialist. They have also made allowances for waiting lists to see
specialists.
Our concerns remain:
•

•

•

we think the PBAC have over-estimated the level of awareness of the condition among
the GPs and Paediatricians. Paediatric gastroenterology is a relatively new field, only
emerging properly in the 1980s and though it will become their bread and butter,
paediatric registrars are still not required to do a GI rotation during training. This
decision will increase their reticence to prescribe these much needed formulas even in
consultation;
we don’t think that the PBAC have sufficiently taken into account the prevalence of
cow’s milk protein intolerance (2% of the infant population under 1 yr) and soy
intolerance (approx 1%). This equates to about 6,000 babies each year in Australia.
Admittedly all of these are not severe enough to require the prescription of amino-acid
based formulas;
we don’t think the PBAC have sufficiently taken into account the population of specialists
now required to see this large population of children.

What can you do to help change this?
•
•
•

Sign our online petitions to the PBAC and the Federal Minister for Health.
Write to the PBAC expressing your concern
Write to the Federal Minister for Health and the Opposition Spokesperson expressing
your concern

What you can do for your child in the mean time:
•
•
•
•
•

If CMPI is suspected and you are breastfeeding, try eliminating cow’s milk-based
substances from your diet.
If this works in part, but does not entirely fix the issue, consider eliminating soy based
substances from your diet.
Consult a paediatric dietician for advice on how best to eliminate these items from your
diet.
Contact the RISA Helpline at info@reflux.org.au or 07 3229 1090 [Message Bank]
Call the Australian Breastfeeding Association’s Helpline on 1800 686 268
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•

If the issue is worsening and your child is clearly in pain, present at an Emergency
Department of a Children’s Hospital. This is probably the best way of jumping the queue
to see a paediatric gastroenterologist or allergist.

Sign our online petitions now. At the time of writing (only hours after the petitions went up), 160
people had already signed with reasons like:
People whose children have not faced food allergies have no concept of how heart-wrenching it is
for parents to watch their precious children suffer with food that makes them sick. The cost is
very high--from the cost of constantly treating allergic reactions to the cost of mental health care
from the trauma parents, siblings, and allergic children suffer from constantly being sick. That, of
course, doesn't cover the human cost of a child dying of anaphylaxis, the most severe form of
allergic reaction. The idea that breastfeeding or regular formula is appropriate for everyone
unless they take the months and years to see a specialist amounts to unethical, one-size-fits-all
medicine. Food allergies are not rare nor are they anyone's fault, and allergic children and their
families deserve better than to have the only food these children can eat taken away from them.
Teri
Every mother needs a choice, without the fear of financially starving their infant to death.
Brenda
A good friends daughter has severe protein allergies and lives solely on Elecare and Rice. Without
Elecare she will fail to thrive, grow and develop, and the food trial process is going to take years.
Jordana
The alternatives for these families include financial burden, starving their children or making
them sick. Support families, don't destroy them!
Monika
My daughter gets most of her nutritional needs from Elecare and we don't have a local pead
Gastroenterologist
Christine
Every baby deserves to be fed no matter how they are fed
Jessica
We’ve reproduced the response we received from the PBAC so you can print it off and take it to
a paediatrician or GP appointment with you. This way your medical practitioner can be assured
that they can prescribe the formula so long as they are in consultation with an appropriate
specialist.
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Thank you
In the last few weeks and months RISA Inc has been the recipient of significant generosity
from a number of companies to whom we would like to extend our gratitude.
These include Phyllis at Kimberly-Clark for printing and marketing support and
suggestions, Ruby and Nicholas at Kinetic Media for creating, cajoling and bludgeoning
the new website into action and Jodie at philter for her wonderful design work. We are
so grateful and very much in your debt.
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International Paediatric Gastro-Oesophageal
Reflux Awareness Week
15-21 April 2013

Started by “Living with Reflux” in the UK, the awareness week has now expanded to
include us, PAGER in the US, Baby Calm from SA and Little Refluxers (also from the UK).
We’re hoping to be joined by similar likeminded organisations from around the world
including support organisations in The United States, South Africa and potentially, New
Zealand and Germany.
We’re yet to decide what shape it will take but put it in your diaries. It’s very exciting!
Currently the Living with Reflux plans from the UK are:
- a Study day planned on the 17th April 2013 for health care professionals in
London which ties in with the awareness week;
- and we are contacting all the media outlets in England; and
- a parents group organising events around the country in health clinics and
fundraising.
We are keen to try and organise a similar or linked event for professional researchers in
this country and are hopeful that, as an international alliance / group we might be more
effective in getting media attention.
If you’d like to be involved in the organising committee, please email us
at risa@reflux.org.au . We’re going to need more hands to pull this one off!!
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Fussy Babies clarifies the introduction of solids and food sensitivity; and
reveals new information about eating development and super sensitivity.
Fussy Babies will help you understand why your baby may be struggling and
provides practical recommendations that you can do to put into place
immediately and start seeing results. “Fussy Babies provides you with
information on what happens in the first year so that each baby’s eating is
understood and parents know why eating is progressing as it does.”
BUY NOW ≈ BUY NOW ≈ BUY NOW ≈ BUY NOW
http://www.foodintolerancepro.com/
Two GREAT books by Joan Breakey, one of Australia’s
leading dietitians and a great friend of RISA’s

Food Sensitivity or Food intolerance is any adverse reaction your body has
to foods or chemicals in foods. It is a real problem for many people. Reactions
can include eczema, headaches and migraine, ASD, ADHD, irritability, tummy
aches and irritable bowel syndrome (IBS). “The ‘Are You Food Sensitive?’ book
gives you a straight forward approach to doing this. It provides a proven method
for being your own Diet Detective giving you a simple, no fuss process for
investigating which foods may be problematic. Saving you time and minimising
impact on your lifestyle.”

Want to help another reflux parent?
Contact training exercise coming up!
8pm Tuesday, 11 September 2012
via Skype
To become a RISA Inc contact is now pretty simple. The materials
are easily digestible and sent to you electronically. All you need
to do is read them, jot down any questions and come along to
the Skype meeting in September.
There we’ll discuss and answer questions with our contact
trainers and begin a process of easing you in to responding to
emails or having a chat to someone with a query. Why not give it
a go?
Just email info@reflux.org.au to express your interest and we’ll
send you out the information.
Being part of the contacts community at RISA is a great place to
get support for yourself as well, and really helps clarify your own
knowledge. You’ll be surprised at just how much you’ve picked
up along your journey. This reflux rollercoaster has a steep,
steep learning curve!
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Spread the word and help a reflux mum
Are you a ridiculously busy reflux mum who believes
in RISA but doesn’t have much time on your hands?
You can still help. Here’s how:
Forward this newsletter to people who might have a
new baby. Remember about 10% of bubs are likely
to be suffering from reflux. It’s not that uncommon.
Tell a midwife or a nurse. Do you have any health
professionals in your circle? Tell them about your
experiences & RISA. Forward them this newsletter.
Like us on Facebook. It takes a second. If you’ve got a minute or two,
join in the conversation on Facebook – it’s an open forum where
people can seek a bit of help or general advice. If they need more
you can always direct them to the website or encourage them to
consider joining RISA.
Ask a local business to carry our poster or brochures – your doctor, local health clinic, pharmacist,
baby store, paediatrician or paediatric gastroenterologist’s office.
Join in the chat on our forums – you’ll be surprised how much you’ve already picked up along the
way and sometimes just sharing a small experience can really help someone else.
Sign a petition – we’re currently petitioning the Federal Government to reinstate better access to
Neocate and EleCare formulas – important for babies with severe cow’s milk and soy protein
intolerances – many of whom are also refluxers.
Fill in our survey – we’re currently asking members what they think of our services and how we can
improve. Why not take a few minutes to give your thoughts?

RISA Inc’s Library Catalogue is now online
You’ll be pleasantly surprised by just how extensive the
library is and how much useful information is available to
you through your membership. Pop onto our new site and
have a browse. Currently listed by category, it’s pretty easy
to find a title that will peak your interest. To borrow, all you
need do is email our Librarian at info@reflux.org.au with
your address, email, phone number and titles you’d like and
they’ll be yours for a month. The limit is two books at once;
available to Australian-based members only.

Don’t forget –
help is at hand!
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Wanna Chat?
RISA Inc members are able to receive support via
telephone or email from RISA Inc Contacts
If you would like to make contact with one of our
experienced contacts, please
EMAIL: info@reflux.org.au
Our RISA Contacts follow up on requests as soon as they
are able to. Please bear in mind they are all volunteers.
We also have some contacts who offer support via email so if this is your preferred method then
please email Tanya at info@reflux.org.au and she will arrange for one of our contacts to email
you.

It’s easy to give to RISA Inc
Every little bit can help raise awareness so one more baby and
mum don’t have to live through weeks or months of “it’s not the
baby, it’s you”.
RISA Inc is part of givenow.com.au supported by Westpac. It allows you to give one-off donations
or regular amounts and provides you with a statement for taxation purposes at the end of the
financial year. Every amount over $2 donated to RISA Inc is tax deductible.
To donate to RISA through the secure
givenow.com.au system, click the button here or go
to www.givenow.com.au/refluxsupport
RISA is currently working on numerous projects to
raise awareness of paediatric reflux and its
consequences and we need your help to continue
our important work on behalf of the bubs and kids
who can’t speak up for themselves.
Your support is greatly appreciated.
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“Always read instructions carefully before use and only use products in the manner in which they were
designed. For more information please read the ACCC article Keeping Baby Safe: A Guide to Infant and
Nursery Products.”
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Teach children how to swallow
tablets and capsules

A guide for parents, caregivers and children over 4 years
Swallowing...

We teach children not to swallow anything until it has been completely chewed and not to put
strange objects in their mouths. It is only natural that they think they can't or shouldn't swallow
a tablet.
Also, some people have narrow throats, sensitive palates or a very strong gag reflex which
initially makes swallowing larger objects uncomfortable.

The plan

By starting with small lollies that are easy to swallow and slowly increasing to a larger size,
children can learn to become comfortable swallowing tablets and capsules whole.

You will need
•
•
•
•
•

Lollies, e.g. 'snakes', jelly babies (1 pack)
Flavoured yoghurt or ready-to-eat dairy pudding (i.e.
Yogo) (2 packs)
Juice or milk
Plastic knife and plate
Spoon

Keep this in mind
•
•
•
•
•
•

Make this a fun, relaxed project.
Keep sessions short so your child doesn't become tired
and stressed.
Be flexible.
Give plenty of praise for all your child's accomplishments along the way. Even little steps
are important.
If there is little progress, talk with the medical caregiver; do not discourage the child.
Keep all medicines out of reach of children.

What to do

1. Give your child some control. Go shopping together for the food and let your child
choose the yoghurt or pudding flavours.
2. Allow your child to cut the lollies into very small pieces and put them in the yoghurt or
pudding. Ask your child to swallow them with the yoghurt or pudding.
3. Encourage your child to swallow the pieces of lolly without chewing. Suggest to the child
that this may be done more easily if the lolly is moved toward the back of the throat.
4. Once the child can swallow small pieces, demonstrate cutting them a little bigger and
repeat the process.
5. Once your child has mastered average tablet-sized pieces of lolly, thin out the yoghurt or
pudding with a little milk and encourage the child to practise with this.
6. Continue until your child feels comfortable with this, then change to swallowing with
water.
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7. Buy some small empty gelatin capsules at a pharmacy. Practise
each day with these capsules in water. Allow your child to handle
them, pull them apart or chew them. They may even like to fill
them with sprinkles before taking them.
8. Buy some larger sized empty gelatin capsules for practising.
9. Have your child swallow a vitamin tablet daily to keep in practice.

Other helpful points
•
•
•
•

When learning to swallow, use warm rather than cold water to relax the throat.
Mask bitter or strong flavours with ice cubes, licorice, fruit or chocolate.
Any jelly-type lollies can be used.
Substitute apple puree for yoghurt or pudding, if preferred.

Acknowledgements

Reproduced from the Royal Children’s Hospital Melbourne’s website who have particularly
acknowledged the kind assistance and work of:
Jean Hurwitz
Duke University Medical Centre
Durham NC, USA

JAMMY SPOON - A helpful hint from a RISA Volunteer

Give your little one medication in a ‘Jammy Spoon’; start with a full spoon on jam with the tablet
or granules inside, and slowly reduce the amount of jam over time. It’s a fun and (relatively) easy
way to take reflux (or other) meds.

Father’s Day Special
Its Fathers Day coming up. Did you know that your blokes are free on your RISA membership?
We've got lots of ladies on our forums but we need more blokes. If someone in the family is a
member, other members of your immediate family can be too; at no cost! Just go and
register here. That's a nice FREE Fathers Day present for those who didn't know! ;) You need to
click the "not pay online" options and send us a quick email to info@reflux.org.au so we know
that your bloke is on your membership.
PLUS we've just introduced a blokes only part of our forum page called "The Den". It recognises
that blokes have a different perspective, different frustrations and sometimes deal with things
differently. And sometimes they might not want to discuss how to support their partners in front
of their partners! The same rules of respectfulness and appropriate behaviour applies.
So the ladies don't feel left out, we've also introduced "The Ladies Lounge". The same rules
apply.
Both "The Den" and "The Ladies Lounge" are being introduced on a 6 month trial to see if they're
used. Let’s hope they meet a need!
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Eustachian Tube Irritation

A New Concept of a Cause of Distress in Infants
by Dr Renee Shilkin
[Editor’s note: This article is lengthy but brilliant. It is well worth your time. Its written by a
medical professional, probably for an audience of medical professionals but it is accessible and
such an important consideration in getting to the bottom of the causes of your child’s reflux
that it has been reproduced in full here and on our website – with permission of the author.
Please feel free to reproduce it or download from our website to take along to your
appointments with your doctors. It will not, of course, apply to all children with GORD but may
be a contributing factor in quite a few. Where possible, I have attempted to footnote simple
definitions of some of the more unfamiliar medical terms in the article.]
I have spent much of my working life seeing children only in General Practice. For about 10 +
years I have been especially interested in the relationship between distress in early infancy and
ear problems. For some years I have been talking of the condition I call Eustachian tube
Irritation [ETI], which I believe is a common cause of infant distress and is an early manifestation
of ear problems in some infants. I have now seen 500 + infants presenting with distress who I
believe have this condition.
To prove the theory requires a large scale controlled study that has not been possible so far.
I define a Distressed Infant as any infant whose parents believe is excessively irritable and has
sleeping and/or feeding problems.
CAUSE OF EUSTACHIAN TUBE IRRITATION
I believe ETI is caused by a combination of gastroesophageal reflux and atopy 1.
GASTROESOPHAGEAL REFLUX
Reflux may be overt or covert. Overt reflux is the
[usually] small curdy vomits that occur after feeds –
sometimes for many hours after a feed – occasionally
up to the time of the next feed. This needs to be
distinguished from possetting – which is milk overflow
– the fresh milk that may come up when the baby
burps immediately after a feed. Possetting does not cause a
problem – as the milk is virtually unchanged. The presence of curds in the vomitus indicates the
milk has been mixed with stomach acid and enzymes and is thus irritant to the nasopharynx 2.
Covert (or “silent”) reflux may be suspected in infants who gulp then chew and swallow, make a
wry face as if they are tasting something unpleasant, have ‘wet sounding’ burps, or are noticed
to often have a sour smelling breath or acid smell to their saliva. Frequent bouts of hiccupping
1

Atopy is a term that refers to the genetic tendency to develop allergic diseases, namely, allergic rhinitis,
asthma and atopic dermatitis. Atopy is typically associated with a genetically determined capacity to
mount IgE responses to common allergens, especially inhaled allergens and food allergens. When an
allergic person first comes into contact with an allergen, the immune system treats the allergen as an
invader and mobilizes to attack. The immune system does this by generating large amounts of a type of
antibody (a disease-fighting protein) called immunoglobin E, or IgE.
2
The part of the pharynx behind and above the soft palate, directly continuous with the nasal passages.
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may also indicate episodes of reflux.
Reflux is common in infants in the first 12 months of life - some say it is universal - and not all
infants who reflux develop ETI. Many refluxers are well described as ‘happy chuckers’ - and the
only problem their refluxing causes is the constant smell of vomitus, the increased washing load
and many spots on the carpet.
However reflux is accepted as causing oesophagitis [ie inflammation of the lower end of the
gullet] - causing pain on feeding, irritability and sometimes poor weight gain. Reflux is also
accepted as a cause of recurrent chest infections, wheezing and sinusitis in some children. These
problems may coexist with ETI. Although children with severe reflux may not gain weight
adequately, most infants with ETI look healthy and are well nourished.
Reflux may be familial and recently a gene for reflux has been identified in some families where
reflux has been present for several generations.
Most infants will stop refluxing when they are walking securely, some outgrow it even earlier
when they are able to spend more time upright. A very small group of infants do not outgrow
the reflux and these infants are more likely to have a very strong family history of reflux.
ATOPY
I use the term atopy [or allergy] to refer to people who have tissues that react excessively to an
irritant.
In atopic people irritated tissues respond by producing swelling and mucus - in amounts greater
than required to remove the irritant substance. The target organ for symptoms produced by
atopic manifestations vary from patient to patient and with the age of the individual eg in
infancy eczema may be apparent. Persistent snuffliness is not uncommon in these infants. Sleep
apnoea from enlarged adenoids, loose bowel actions, asthma, hay fever, sinusitis etc may be
later manifestations.
Food intolerance/sensitivity is also a manifestation of atopy. In a small proportion of infants
reflux may actually be due to dairy product [and/or soy] intolerance. In breast fed infants food
intolerance may be caused by particular foods in the mother’s diet. Infants may also be
sensitised to particular foods because of intake by the mother during pregnancy or lactation.
MECHANISM OF EUSTACHIAN TUBE IRRITATION the concept
I suspect that refluxing acid and digestive juices cause irritation of the nasopharyngeal tissues
[i.e. tissues at the back of the nose and/or throat] near the opening of the ET. Because of the
infant’s atopic disposition, these tissues react excessively producing swelling and mucus.
Swelling at the opening of the Eustachian tube causes difficulty maintaining normal Eustachian
tube function - making it difficult for the infant to keep the middle ear at atmospheric pressure.
Negative pressures develop, mucus collects in the ET and middle ear - and otitis media [ear
infection] and/or effusions [fluid in the middle ear – also known as ‘glue ear’] often follow - with
many potential sequelae 3.

3

Other abnormal conditions resulting from the previous disease.
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I suspect that discomfort results from the abnormal pressures in the middle ear and ET especially when the infant is lying down [gravity effect] and sucking vigorously. Possibly similar
to the discomfort felt when ascending or descending in a plane or going up or down a steep hill.
There is much evidence in the literature that interference with ET function is commonly followed
by middle ear infection and/or effusion. This problem is well described in infants with cleft
palate where the muscles opening and closing the ET may continue to function abnormally, even
after surgery to close the palatal defect. ET dysfunction is thought to be the cause of the very
high incidence of recurrent OM and effusions in these infants.
Infants are more likely to develop ET problems than adults because of differences in the
anatomy and function of the ET eg. the ET in infants opens relatively lower than the adult
Eustachian tube, runs at a smaller angle so doesn’t drain especially well [this is worsened
because young infants lie flat for much of the time], and contains a higher proportion of glands
that produce mucus. Infants have lower levels of IgG2. This is a protein related to immune
function – it is especially involved in helping the body deal with infection from particular bacteria
– those that cause ear infections, pneumonia and meningitis.
Levels of IgG2 do not reach adequately protective levels until about 2 years of age, leaving the
infant more susceptible to infections from Streptococcus pneumoniae and Haemophilus
influenzae – 2 of the bacteria that are the most common causes of ear infections in infants and
children. Haemophilus influenzae infections are less common after an immunisation for this
bacteria was introduced several years ago. An immunisation for Strep pneumoniae [Prevenar]
was introduced recently that is effective for infants under 2 years of age – and is now part of the
government funded schedule.
Children older than 2 and adults can be immunised for Strep pneumoniae with a different
vaccine called Pneumovax. If used in breast feeding mothers this will give the infant some
protection from Strep pneumoniae through the breast milk. I now check mothers’ level of
immunity to Strep pneumoniae before their next pregnancy and immunise with Pneumovax if
the level is low. We need about 3 months before the next pregnancy to do the testing and the
immunisation safely. [I also check whooping cough immunity levels and atopy levels. If the
whooping cough immunity is low I recommend Boostrix immunisation. If the atopy level is high I
suggest the mother takes probiotics for the last 6 months of the pregnancy and continue for the
first few months of the infant’s life also as this has been shown at least to delay the onset of
allergy problems in the infant].
SYMPTOMS OF ETI
The major symptoms of ETI are:
Irritability
A desire to be upright
Sleeping problems
Feeding problems
Ear problems
Persistent snuffliness
Possible relief from ‘non nutritive’ sucking [i.e sucking without feeding].
1. IRRITABILITY
The infants may be excessively irritable, grizzle, cry or scream for prolonged periods without
apparent reason.
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2. DESIRE TO BE UPRIGHT
The most common position for comfort for these infants is being held up over a shoulder - the
higher the better. Many prefer to have the parent standing, so there is maximum gravitational
effect. Many mothers find they spend much of the day and night holding the infant in this way.
One mother described her child as an ‘altitude’ baby. When lying down, gravity increases the
discomfort in the ears.
3. SLEEPING PROBLEMS
The infant may be difficult to settle to sleep and wake frequently. Many parents nurse the infant
upright over a shoulder until deeply asleep before putting into a cot or bassinet. An initial sleep
of 3 or 4 hours may be followed by waking 1 - 2 hourly for the rest of the night. The baby is
usually more distressed at each waking - not to mention the mother. Attempts to feed may
produce more distress. Much of the night may be spent with the baby held up over a shoulder.
On presentation to me, several mothers had spent many nights sitting up in a rocking chair with
the baby asleep over their shoulder as the only way to
get any rest.
These infants often ‘cat nap’ during the day but for
most, day time sleeping is less of a problem, as the
infant is lying down for shorter periods.
7 to 8 months of age seems to be the critical age for
establishing a normal daytime waking, night time
sleeping pattern. If good sleeping patterns are not
established by then, sleeping problems may persist for
years - even when the original problem has been
resolved.
Travelling in a car may be very distressing for some of
these infants.
4. FEEDING PROBLEMS
There are 2 patterns of feeding behaviour - the first is
more common.
[i] Distress on sucking
Breast feeding The infant may start to suck as if hungry then become upset and pull away. The
mother may hold the baby upright or give a dummy, or both - then the infant may attempt to
feed again. Some babies arch their backs and scream when offered breast or bottle.
Other infants use a technique I describe ‘as feeding at a distance’. The infant takes the nipple in
his/her mouth, puts a fist against the mother’s chest and pushes backwards until he/she finds a
distance at which he/she is comfortable. The areolar is usually not in the baby’s mouth, but in
this way the baby will feed comfortably. This may be quite uncomfortable for the mother, but if
she tries to stop the infant pushing in this way, the baby refuses to feed at all.
Some mothers have stopped trying to breast feed because of the problems. This is very
unfortunate as the infant may have problems with cow’s milk and/or soy formula and the
benefits from the added protection from infection with breast feeding are of great value in these
otitis media prone infants.
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Bottle feeding Bottle fed babies may only feed if held upright and most prefer a soft, fast
flowing teat. I have seen several babies who have rhythmically squeezed the teat to reduce their
own need to suck vigorously. When a new, stiffer teat was used the babies refused to suck.
However most infants can feed using a bottle if a suitable teat is found. Infants may then refuse
to suck at the breast when they know they can feed without discomfort from a bottle.
[ii] Continuous breast feeding
Some babies obtain comfort by slow, gentle sucking at the breast - and become distressed if the
mother tries to remove the nipple. Some mothers are prepared to allow the baby to use this
‘non-nutritive sucking’ or ‘fairy suck’ [as one mother described it] if this keeps the infant settled,
but most find it impossible or unacceptable to have the baby almost permanently attached in
this way. ‘Overfeeding’ problems may result - causing abdominal pain and frequent loose green
bowel actions that burn the skin - just to compound the distress. This is due to lactose
intolerance from the extra lactose load.
Comfortable feeding is usually an early improvement with treatment of ETI.
Taking solids is not a problem for
these infants.
I have a video showing the feeding
behaviour of some of these infants.
5. EAR PROBLEMS
Some infants rub, poke or scratch
their ears. Mothers may comment
about this, but it is not always
obvious to the mother because the
infant is held close to them for so
much of the time.
Ear infections may develop within
the first few weeks or months of life. OM may be diagnosed when the baby is examined when
the distress continues or increases. The first indication of an ear infection may be a discharge
from the ear - seen as fluid [and/or blood] collecting in the ear lobe, or the mother may notice an
unpleasant smell coming from the ear. Infants who develop ear infection in the first few months
of life often become ‘otitis prone’ [more than 6 episodes in the first 12 months]. Recurrent
infections and persistent effusions are a serious problem for these infants --- with many possible
sequelae.
Some parents express concern about the baby’s hearing on one or both sides, or the child may
have ‘failed’ the Child Health Nurse’s hearing check.
6. PERSISTENT SNUFFLINESS
Many infants with Eustachian tube Irritation are constantly [or intermittently] snuffly. This is
suspected to be due to constant irritation of the lining of the nose from acid and enzymes in the
refluxed milk. The tissues react by producing mucus. Overgrowth of bacteria normally present
in small numbers in the nasopharynx may occur. Problems with persistent nasal infection may
then occur – with further impact on the incidence of ear infection.
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6. DUMMY ‘ADDICTION’
Many infants obtain relief by sucking a dummy, fist or thumb. The suck these infants use to feed
seems to be different to the suck they use with a dummy. Some infants suck their thumb long
and hard enough to damage the skin, but this does not deter them. A few babies suck their own
tongues or will suck mother’s shoulder or any item of clothing, sheet or blanket.
Thumb sucking and use of a dummy are very common in infants. I have never heard a
physiological explanation that I feel really explains why infants find this type of sucking so
satisfying. I suspect that it is related to Eustachian tube pressure changes, though it may later
become a habit.
As mentioned earlier some infants will only settle if allowed to remain sucking gently at the
breast all the time - using mother as a ‘human dummy’.
NATURAL HISTORY OF ETI
I believe ETI can occur at any degree of severity.
Reflux may start from birth or as late as 3 months of age and the infant become distressed days
or weeks later. Infants may be irritable within days of birth or not become distressed until
several weeks or months old.
Mild ETI
In its mildest form, the infant may have discomfort for a few months, without ear infection
developing. Perhaps they learn to ‘ventilate’ their ETs by dummy or thumb sucking and settle
when they are taking more solids [less reliant on sucking], are able to sit up by themselves [so
spend less time lying down] and the refluxing is less frequent. However, I suspect that although
these infants are no longer distressed, some may later be found to have hearing loss from
effusions - found when their speech development is delayed - or even later when they are not
making good progress at school. By then the story of distress in infancy is not thought to be
relevant.
Severe ETI
These infants may go from distress to frequent recurrences of ear infections usually with
effusions. The potential sequelae for these children are far-reaching. [see below]. Usually ETI is
worst in the first year of life, less severe in the second year, then less of a problem after the
infant’s 2 year old molars have erupted.
Infants with ETI may have severe reflux and mild allergy problems, or mild reflux with a
background of severe allergy. The most severely affected infants usually have severe reflux and
a strong allergic background.
Infants with ETI may have other problems related to the reflux eg oesophagitis. It is not
uncommon for refluxing infants to have been tried on medication for reflux, but when they
continue to be distressed the treatment has been discontinued - the mother being told that the
reflux is not the cause of the infant’s distress.
Problems related to other aspects of the allergies and food intolerances may also be present eg.
eczema, snuffliness, persistent cough, loose bowel actions etc. These children may later develop
other allergy related problems eg. problems from house dust mite, pollens, food allergies and
intolerances. Symptoms of hayfever, sinusitis, large tonsils and adenoids [causing snoring or
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sleep apnoea] may develop later.
DIAGNOSIS OF ETI
To diagnose ETI in a baby presenting with ‘distress’ requires some of the symptoms described;
evidence of refluxing [overt or covert]; evidence of atopy, or a family history of allergic problems;
typical ear drum findings and typical tympanogram 4 appearances.
ALLERGY
In very young infants the only suggestion of allergy may be the finding of dry or sensitive skin
before possibly later developing eczema. First degree relatives may have asthma, eczema,
hayfever, sinusitis or food allergies. Siblings may have been ‘distressed babies’, had frequent ear
infections, speech or language delay or have the large tonsils and adenoids that can cause sleep
apnoea.
It is now thought that the chance of allergic problems in the infant increases if the mother has
been given antibiotics during pregnancy or the infant has been treated with antibiotics in the
first few weeks of life.
APPEARANCE OF THE EAR DRUMS
The ear drums usually look pale, dull or
granular before the appearances of infection
or effusion develop. I describe this
appearance as looking like calico or
parchment instead of silk!
This early abnormal appearance is easily
missed as the drums are not red and looking
at ear drums in small infants is often difficult.
TYMPANOGRAMS 4
provide objective evidence of Eustachian tube
problems. The graph often has mildly to
moderately negative pressures [without the
infant having an URTI] or a wide base and/or
rounded top. These changes typically precede type B [flat line] graphs developing - indicating
effusion is present. As the child’s clinical picture improves [or deteriorates], the changes are
reflected in the tympanogram4.
In an infant younger than 5 months, if the tympanogram4 is normal done at a standard 226 Hz it
may be useful to retest using a higher frequency tympanometer as this will overcome the
problems of high compliance of the external auditory canal and drum seen in very young infants.
OTHER FACTORS making infection more likely
Although not part of ETI other conditions may compound the problem by making the infant
more susceptible to infection. These include prematurity, nasal septal deviation 5 from birth
trauma, blocked tear duct, conjunctivitis, purulent 6 nasal discharge, and perhaps use of naso-

4

The reading from a test used to check the condition of the middle ear.
A common physical disorder of the nose, involving a displacement of the bone / cartilage
6 Pus
5
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gastric tubes 7.
If the ear infections are slow to respond to treatment and recur frequently and/or other
infections are present eg. skin infections, it may be worth looking for immunity problems, as
some of these are now treatable. Neutropenia 8 and IgG subclass deficiency 9 are not rare in
these infants and are treatable. Other immunity problems may also be present but are not
specifically treatable – but make using antibiotics more frequently an acceptable form of
treatment. These immune function problems include complement deficiency 10 and mannose
binding lectin problems 11.
RISKS AND SEQUELAE OF ETI
There are many possible implications for infants with this condition;
Physical abuse or NAI [non accidental injury]
Parents become tired and stressed by this difficult baby and the infant may be at risk of injury
when parents can no longer cope. Parents are often told there is nothing wrong with the baby.
Explanations for the crying include:- all babies cry; the mother does not understand the baby’s
signals; the baby is naughty or bad-tempered; fussy or ‘high needs’; the baby has been spoilt or
overstimulated by being picked up all the time or that
‘bonding’ has not occurred.
In this situation, together with lack of sleep, it is very easy for
the mother or other carer to lose control and shake or
otherwise damage the baby. A common explanation for the
loss of control is ‘I couldn’t stop the baby crying’. The reason
for the crying is rarely explored.
Personality development
Children who were labelled as ‘difficult’ as infants often
continue to wear this label. They often lack self-esteem.
Behaviour problems are common and may be due to several
factors, including separation difficulties and delay in being able to communicate. Many of these
children seem to be introverted, sensitive, highly intelligent children.
Family problems
Family relationships take lots of strain. Older children may resent the attention given to the
baby, although at least on the surface, some siblings may be over protective of the baby.
Mothers function poorly with lack of sleep, so time spent with other children may not be good
7

A plastic tube inserted through the nose, past the throat, and down into the stomach for the purposes of
feeding or administering drugs
8 Patients with neutropaenia are more susceptible to bacterial infections due to an abnormally low
number of a type of white blood cells
9 Proportionally low number of a type of antibody
10 The complement system is part of the immune system and plays an important part in defence against
bacteria that cause pus. It promotes the inflammatory response, eliminates infection, and enhances the
immune response. Deficiencies in the complement system can lead to infection and sepsis. The
complement system is a preventer of complex immune diseases, such as lupus.
11 A protein that is produced by the liver which, if deficient, can cause a substantial increase in infections
during the early years of childhood
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quality time. Mothers may be labelled as having post-natal depression, but depression often
improves dramatically when the diagnosis is established, the baby begins to improve and the
mother has several good night’s sleep. Fathers and other relatives may or may not be helpful but everyone has lots of advice to offer which increases the mother’s feelings of inadequacy.
Hearing loss or distortion may cause speech and language delay, articulation difficulties,
communication and behavioural problems.
Balance problems – may be seen as delay in walking unaided, frequent falling, perceptual motor
problems and later also problems playing sport.
School learning problems - may be due to:
[1] current hearing problems although the ears and hearing may be normal when tested
because of the fluctuating nature of the problem; or
[2] developmental problems may be the aftermath of hearing problems earlier in life.
Central Auditory Processing Disorder [CAPD] may result from middle ear infections and/or
effusions causing lack of ‘imprinting’ from distorted or reduced hearing in the first 2 - 3 years of
life when brain development is at its maximum. Auditory processing problems including auditory
sequencing problems, auditory memory problems, auditory discrimination problems etc may be
present in children who do not have active ear disease. Children with CAPD have difficulty
concentrating, difficulty learning in a noisy environment, and benefit from one - on - one
teaching. These symptoms are often present in children with Attention Deficit Disorder [ADD]
and some people believe that ADD may be the result of CAPD in some children. A history of
distress in infancy and/or recurrent ear infections may be found on enquiring into the child’s
early history.
CAPD may be extremely difficult to treat – some workers in the field believe that CAPD is not
curable – that children learn to compensate for the problem to more or less degrees. Others
believe that the brain may still be ‘plastic’ enough to deal with the difficulties CAPD produces.
Although my numbers are limited I suspect that if children were already at least 8 or 9 months of
age when diagnosed and treated, they are more likely to have complex school learning problems
than the infants who started treatment when a few weeks of age. I believe this has important
implications for early diagnosis and treatment.
Sleep problems may continue for long periods, often years. There is evidence that when sleep
rhythms are not established by 7 or 8 months, the frequent waking will continue even when the
original cause has gone.
TREATMENT
Infants are treated according to their individual symptoms.
Management may include:
- Treatment of ETI
- Treatment of ear infections / effusions
- Treatment of reflux
- Management of allergic problems
- Support and information
Long term follow-up
- hoping to prevent sequelae3 or deal with them as early as possible. Programs for auditory
stimulation may be useful to prevent sequelae particularly Central Auditory Processing Disorder.
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Speech therapy can be started at a very early age in ‘at risk’ infants to try to prevent speech and
language delay.
The basics of management are:
Prop the infant whenever possible - elevate the head of the cot, carry baby in sling, use of a
Fraser - style chair etc.
Decongestants The type of decongestant used and dosage regime is adjusted for each baby.
The literature suggests that effusions are not altered by the use of decongestants, however there
is marked symptomatic improvement with a suitable regime of decongestants in most of these
infants [with or without effusions being present]. A trial of decongestants is sometimes used to
confirm a suspected diagnosis of Eustachian tube Irritation eg in very young infants when the
tympanogram may be equivocal [using a 226 Hz tympanometer].
Antibiotics for ear infections Treatment courses should continue until the infection is well
controlled. This may require full or maintenance dose for many weeks.
Treatment of reflux may require thickened feeds [if bottle fed], occasional doses of antacids, PPIs
or H2 antagonists. Prokinetic agents are rarely needed with the advent of the newer PPIs but
still occasionally used by gastroenterologists for severe reflux especially if the weight gain is
poor. Early introduction of low allergenic solids may be helpful for some infants.
Allergic problem management may include trials of withdrawing dairy products, soy products or
other specific foods from the mother’s and/or infant’s diet. A full dietary family history may be
useful to determine whether particular foods cause problems for close family members – helping
to determine which food exclusions may be worth trying.
Reduction of risk factors for OM is also important. This may include looking at and modifying
factors eg swimming in indoor heated public swimming pools; stopping contact with people who
smoke; reducing contact with other infants who may have URTIs etc [i.e. changing from large
Day Care to Family Day Care]; clearing blocked tear ducts [causing recurrent conjunctivitis],
stopping the infant feeding while lying flat etc.
Ventilation tubes [grommets] Referral to an ENT specialist for ventilation tubes is indicated
when the infant fails to respond to medical treatment, medication is not tolerated, ear infections
are not controlled by antibiotics, the need for antibiotics is excessive, or effusions persist despite
medication - causing hearing loss - especially before speech is established.
There is usually good, sometimes dramatic improvement after insertion of tubes, though some
infants need to continue some medication as ventilation tubes do not prevent swelling and
irritation at the pharyngeal end of the ET.
There is often dramatic improvement in hearing within hours or days of tubal insertion. The need
for antibiotics is usually greatly decreased. Discomfort associated with feeding improves.
Infants may reduce the need for a dummy or continuous breast feeding. Most become
comfortable lying flat. Improvement in sleep patterns occurs, but the end level depends mainly
on the age of the child.
However most infants do not wake distressed and resettle easily. Behavioural management then
is usually successful. Many infants need to be taught to settle to sleep without being held or
fed.
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Children whose infections begin in the first weeks of life and those with difficult to control
infection are most likely to need and benefit from ventilation tubes. If symptoms recur when the
tubes are extruded, reinsertion may be required. Parents are usually keen for grommets to be
reinserted or be inserted early if siblings develop the same problems.
Medical treatment of Eustachian tube Irritation shows gradual improvement over 10 to 14 days,
but flare-ups are not uncommon - usually associated with an increase in refluxing, ‘colds’,
teething and immunisations.
These infants and their families require time, patience and understanding in dealing with the
problems - but the results are very rewarding.
Our heartfelt thanks to Dr Renee Shilkin for both allowing us to reproduce her important work
and for remaining a supporter and help to RISA Inc and its members. If you would like to know
more about Dr Shilkin’s work, please visit her website or order her wonderful book Crying
Babies and Beyond. The book is available through Dr Shilkin’s website or to loan from the RISA
Library. You can also contact Dr Shilkin here.
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Disclaimer
©Reflux Infants Support Association (RISA) Inc- All information copyrighted in this newsletter
It is important to be aware that any information provided in this newsletter is for general
information and support purposes only. The information is not intended as a substitute for
professional medical advice and if you have questions or concerns regarding your physical or
mental health, or the health of your baby, please seek assistance from your qualified and
licensed health professional. If you have any diagnosis, treatment and medication requirements
please consult a qualified and licensed health professional.
Views expressed by contributors and guest speakers are not necessarily recommended or
endorsed by Reflux Infants Support Association (RISA) Inc. and are not to be construed as, or to
be taken in place of, medical advice.
Whilst every effort is made to ensure that information and advice provided in the newsletter is
accurate and appropriate, RISA Inc makes no warranty of any kind, express or implied, and is not
liable for the accuracy, currency, errors or omissions of the information contained herein. All
access to, and use of, the information is at the user's risk.
Reference herein to any specific URL or link, commercial products, process, or service by trade
name, trademark, manufacturer, or otherwise does not constitute or imply its endorsement,
recommendation, or favouring by RISA Inc. Advertisers indemnify the publisher and its
management committee against all liability claims or proceedings whatsoever arising from the
publication.
By choosing to read this newsletter, you acknowledge and agree to the terms of this Disclaimer.
We reserve the right to modify these terms. If you have a complaint regarding a specific article or
feature, or any suggestions for the newsletter, please contact us.
Thank you. RISA Inc
***
“Always read product instructions carefully before use and only use products in the manner in
which they were designed. For more information please read the ACCC article Keeping Baby Safe:
A Guide to Infant and Nursery Products.”
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