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he case of Gloria Sam, which occurred in Sydney,

came before the courts in 2009 and 2011."? Gloria,

a child, presented with her parents to general
practitioners for medical treatment on several instances over
an extended period with atopic dermatitis (AD), but her
parents did not follow through with recommended medical
advice or with referrals to dermatologists. The child’s father,
a complementary and alternative medicine (CAM) practi-
tioner, administered homeopathic remedies, which usually
contain no or almost no molecules of the original sub-
stance.’ The child finally presented to hospital and died as a
result of overwhelming sepsis from secondarily infected
atopic dermatitis.

This case was judged to constitute a case of child abuse.
The father’s homeopathic treatment of his daughter was also
assessed and he was found culpable under the “reasonable
parent” test and the “reasonable homeopath” test, on the
basis that a “reasonable homeopath” would have referred
non-improving patients to conventional medical assessment
for treatment.!

This tragic case represents an extreme end of the spectrum
of neglect due to alternative health beliefs. However, lesser
cases fuelled by parental fear of using topical corticosteroid
(TCS) are a constant problem for dermatologists.*

AD is the most common paediatric dermatological condition
worldwide and, with appropriate TCS treatment, is generally
easily managed. Poorly controlled AD is disabling and disrup-
tive for patients and their families.*” Poor adherence to
treatment frequently results in unsatisfactory outcomes.>®

The fear of using TCS, usually called “corticosteroid pho-
bia”, is a frequent concern expressed by between 40% and
73% of dermatology patients and parents,” > and is a major
cause of treatment non-adherence and failure in AD.*!31°
This fear is likely to result in parents withholding TCS treat-
ment from their child in some cases, although more research
is required to quantify this phenomenon. Non-adherence to
treatment is also seen by paediatricians attempting to manage
asthma with inhaled corticosteroids.** 314

While a phobia is technically defined as an irrational fear,
there are rational reasons why corticosteroid phobia arises
and persists: advice from friends, relatives and the media, but
also from family doctors and pharmacists, and even well
meaning strangers.

TCS is accepted as the gold-standard treatment for AD in
dermatology and has very few side effects if correctly used.
However, Australian parents commonly believe that medical
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The gold standard for treatment of atopic dermatitis is
topical corticosteroids.

Parental alternative health beliefs and fear of topical
corticosteroids may lead to non-adherence and
treatment failure.

At the extreme end, such beliefs may result in neglect
constituting reportable child maltreatment.

We examine the legal repercussions of such abuse in the
criminal case resulting from the death of Gloria Sam.

treatment for AD with TCS is dangerous and that “natural”
therapy is safe and therefore preferable.* Parents often state
that the danger associated with the use of TCS is that it will
thin the skin irreversibly. However, this belief stems from
cases where skin damage has occurred in the context of
inappropriate TCS use outside of a supervised treatment
program. Many parents also voice concerns about immune
suppression and growth failure, but there is no evidence for
this happening.

CAM is commonly used by parents to treat their children’s
AD.1%17 Reasons include a desire to find a lasting cure and a
fear of medical treatments with side effects. Parents often
experience guilt and feelings of failure in relation to their
child’s AD.* The desire to find an external cause for their
child’s condition may result in a focus on allergy and probably
also explains some parents’ relentless search for this “exter-
nal” cause, despite intellectually appreciating the genetic
basis of AD.

Parents often prefer to commence treatment with some-
thing “natural” and move on to TCS only when the AD is
very severe. Further, it is not unusual for parents to seek
CAM therapies concurrently with conventional medical opin-
ions, resulting in increased financial burden and conflicting
advice. Despite often being unable to precisely define what
natural treatments are, parents still believe that such products
are safer and have fewer side effects than TCS. Parents rarely
possess a comprehensive understanding of regulatory con-
trols for medicines, including safety testing.'®

Child maltreatment of all forms, especially neglect, can be
difficult to detect, particularly when parents deliberately
mislead medical professionals. They may do this with
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1 Parents’ suggestions for medical practitioners*

Understand, respect and validate parental concerns

Do not dismiss the desire to investigate allergy

Alleviate guilt

Emphasise the positives: outcome, safety, prognosis
Encourage acceptance of “no cure”

Use your hospital

Re-educate pharmacists

Realise that parental trust in you is a major factor
Empower parents to withstand negative influences
Provide written and videotaped information that addresses
parents’ fears

Encourage general practitioners to refer children with atopic
dermatitis

* Reproduced with permission.* *

2 Suggested information to increase parental confidence*

Safety data on TCS

Safety data on moisturisers

Information on relative potencies of prescribed TCS
Demonstration of use of TCS

Understanding of the concept of scientific testing
True role of allergy in AD

Explanation of how TCS works in AD

Possible outcomes of failure to treat

Importance of improving the child’s quality of life

AD = atopic dermatitis. TCS = topical corticosteroid. * Reproduced with
permission.*

intent to defy medical advice, out of pride or out of fear of
prosecution.’

Conflicts between parents’ health beliefs and their
child’s health needs present significant ethical challenges
to medical practitioners. In rare cases, the law can be used
to enforce treatment — for example, to enforce use of
blood products in the children of Jehovah’s Witnesses.?%2!
For medical practitioners managing conditions such as
AD, asthma and juvenile chronic arthritis, increasingly
frequent community questioning and fear of Western
conventional medicine raises adherence issues that may
require intervention.

The judgement that the child is in danger and maltreat-
ment has occurred can be particularly difficult in the case
of a condition such as AD, which is rarely life-threatening
and only in severe untreated cases where infection super-
venes may progress to a potentially fatal condition. It is
therefore difficult for doctors to judge whether or at what
stage parents should be compelled to use treatment they
do not adhere to.

A medical practitioner who has reason to believe that
parents” health beliefs or behaviour pose a risk to a child’s
wellbeing is ethically and legally obliged to act on this
suspicion. The United Nations Convention on the Rights of
the Child requires children to be protected against abuse
and to be afforded adequate standards of living for physical
and psychological development** — a view upheld by all
Australian jurisdictions. In our opinion, this would include
intervening in situations where parents or others impinge
on the child’s right to freedom from physical and psycho-
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logical pain and disability. For this reason, we argue that a
medical practitioner faced with this situation may be ethi-
cally and morally obliged to make a formal report. The
reporting requirements in each state and territory vary, so it
is important to discuss the case with child protection
professionals or refer to local statutory agency guidelines.
The need to make this judgement, understandably, sits
well outside the comfort zone of a medical practitioner.
However, a key purpose of mandatory reporting of any
suspected or actual instance of child abuse is to achieve
better outcomes for children and families.

The case of Gloria Sam was extreme in its outcome but
illustrates issues that are becoming increasingly common
worldwide among parents of children with AD: rejection of
treatment considered by medical practitioners to be safe
and effective in favour of CAM,?*%* and restricted diets
based on the belief that allergy causes the condition.’
While it is not clear whether corticosteroid phobia played a
direct role in this particular case, it is certain that it
influences many parents of children with AD. Targeted
education of parents with children who suffer from AD to
increase overall adherence may prevent less extreme cases.
It has been shown previously that multidisciplinary
teams and support groups set up specifically around educa-
tion and quality of life are successful in lowering anxiety in
parents affected by AD.2>?® While these are useful adjuncts,
parents have highlighted the importance of the trusted
relationship with their medical practitioner.*18%” 1t is this
relationship that forms the key platform for patient and
parent education at the coalface of daily clinical practice.
Key suggestions from parents of children with AD on
the best mechanisms for medical practitioners to engage
and educate parents about treatment are summarised in

3 Flowchart for managing parental adherence to topical corticosteroid (TCS)
treatment of children with atopic dermatitis

Educate* and initiate management,

eg, TCS treatment

Improvement at review

Yés
1

No
1

Continue
management plan

Check adherence to treatment, eg,
correct frequency and amount

Review

Nlo Ytlas

Identify causes and address
through education*

Check diagnosis +
change management

Consider referral to
dermatologist

Consider referral to

dermatologist

Improved at review

Yes NIO

Refer to dermatologist and
consider child protection issues

*See Box 1for suggested strategies for engaging parents and Box 2 for suggested information that
practitioners should provide to increase parental confidence in TCS treatment. *



Box 1 and Box 2. Parents can be reassured that recent research clearly shows the safety of TCS
administered with a medically supervised treatment plan.?® Medical practitioners should not
underestimate the impact of AD and should provide appropriate educational support. Further,
despite the fact that food allergy occurs in up to 30% of children with AD,? it can often be of
limited clinical relevance to AD in many patients. However, a willingness to validate parental
hopes by investigating food allergies will be seen as part of the support that parents look for
from their medical practitioner, and parents seeking an allergy assessment for their child
should be encouraged to consult a paediatric clinical immunologist. The beneficial effect of this
tailored education will result in parents being empowered to withstand the many negative
influences they encounter day-to-day.

When education fails (Box 3), a decision regarding a report to a child protection authority is
needed. A readiness to take this step where indicated and awareness of the correct procedures
will hopefully prevent tragic cases such as the one described here, and cases of less severity but
which still involve significant suffering.

AD, although very rarely life-threatening, has a substantial effect on quality of life. Children
and families suffer needlessly because of inadequate disease control through poor adherence.
Fear of treatment, particularly with TCS, is a reasonable and understandable reaction to
misinformation, much of which comes from sources that patients trust. At the extreme end,
failure to comply with TCS treatment may result in severe harm to the child. Readiness to
involve child protection authorities when parental fear and beliefs based on misinformation
put a child with AD at risk is essential for medical practitioners.
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