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Stigma of illness

York Chow says misunderstandings about medical disorders such as
epilepsy and other, rarer conditions result in discrimination and
inadequate support that add to patients' misery

The last day of February is designated by the World Health Organisation
as Rare Disease Day, aimed at raising public awareness on a wide range
of rare diseases and the impact on the lives of those living with them.
Meanwhile, here in Hong Kong, we observe March as Epilepsy
Awareness Month. Together, they give us an opportune moment to
assess our own progress on addressing the barriers to equal
opportunities faced by those living with chronic medical conditions.

Of course, epilepsy is not rare. One in every hundred people worldwide,
including in Hong Kong, will have an epileptic seizure at some point in
their lives. But for people living with epilepsy, other less-known
neurological disorders as well as rare diseases, the challenges they
continue to face remain similar and far too common. These include a
lack of general awareness and understanding about their medical
conditions, as well as discriminatory attitudes and stereotypical views
about them.

It is time for us, as a society, to break down the barriers of stigma and
offer support. At the moment, despite medical advances which enable
many people with chronic conditions to live regular lives, poor attitudes
and a lack of understanding remain a major disabling factor. For
instance, it was less than five years ago that the term for epilepsy was
renamed in Cantonese, to remove the negative connotation of madness
that had been attached to this neurological condition.

Stigma can have a devastating impact both on a patient's willingness to
seek, as well as on their ability to access, timely diagnosis and necessary
treatment. It also means that many people living with chronic
conditions regularly face social rejection. They have difficulties finding
work, or they often lose their jobs because of their conditions. They are
also more likely to be ostracised or bullied in school.



Indeed, it is not surprising that even though conditions such as epilepsy
are more common than most people realise, many of those who suffer
from it may prefer to remain silent, fearful of bias and mistreatment.
And the impact has many reverberations, affecting not only the patients,
but also their family and carers.

The lack of awareness about such groups also feeds into the
corresponding lack of much-needed assistance and resources. For
example, Hong Kong does not have an official definition of what a "rare
disease" is, which leads to insufficient, targeted support. To date,
according to the Hong Kong Alliance for Rare Diseases, over 6,000 types
of rare diseases have been identified globally. In Hong Kong, although
the Hospital Authority's Expert Panel on Rare Metabolic Diseases was
set up in 2007, only patients with six types of rare metabolic diseases
can access the support of the government, including funding on drugs
and other forms of therapy. Many others with rare diseases continue to
face limited treatment options and a high financial burden.

The hurdles are not undefeatable. We need to work together to heighten
awareness and address this gap in existing services and support
measures.

First, as individuals, we should speak out against prejudice and show
visible support, whether as a colleague, friend, employer or service
provider. We can educate ourselves against stereotypes and
misinformation.

More importantly, individual, visible attention can lead to collective
action, which would shed light on the obstacles faced by patients with
chronic medical conditions and help to push for greater resources for
these groups.

Second, educational institutions and employers should have policies
that ensure there is no discrimination and work to accommodate the
needs of people with chronic medical conditions so they can reach their
full potential. For instance, employers can implement clear policies that
spell out zero tolerance of harassment on the basis of one's medical
condition, and staff should have appropriate training and knowledge.



Beyond meeting legal obligations, this can make a real impact on the
working lives of employees, many of whom can manage their conditions
with a small amount of accommodation.

Having such policies would set the company apart as a caring employer,
which would in turn foster a productive work environment.

Finally, at the policy level, the government should do more to heighten
public understanding and eliminate the stigma attached to these
medical conditions, with public education campaigns and by
incorporating inclusive values into the local school curriculum.

There should also be more support to people living with rare diseases
and neurological conditions such as epilepsy, including setting up
support groups.

To strengthen access to timely diagnosis and treatment, the government
can provide more support for research into these conditions and widen
the funding assistance for treatment.

The government should also dedicate vital resources to training more
manpower in this field, including in genetics and neurology.

We must do better to protect the more vulnerable among us, no matter
how small the group. More can clearly be done to eliminate
misunderstanding and lend a hand. By working together, the barriers of
stigma are not insurmountable.
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(Note: A version of this article was originally published in the South
China Morning Post on 7 March 2015.)



