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They say that isolation is a way to 
know ourselves – it provides time 
to think more deeply and prioritise 
what’s really important.

In some ways, the impacts of COVID-19 have made 
typical Australians more aware of the ongoing 
struggles faced by those with life-long health and 
wellbeing issues.

The government-imposed lockdowns and 
quarantines have stripped society back so much 
that what’s been left in the spotlight are the non-
negotiables – that everyone has a right to quality 
healthcare and the notion that, at the end of the 
day, no matter race or religion or social status – we 
are all truly equal as humans.

And the very real panic and fear that spread among 
the general population when the pandemic hit 

should act as a reminder that those with extremely 
complex and rare diseases live with similar 
conditions every single day.

Fears about health – how a single sniffle can cause 
irreversible damage to those with compromised 
immune systems.

Fears about money – the struggle of budgeting to 
afford medical needs and everyday expenses when 
you can’t physically work enough hours while caring 
for your special needs child or partner.

Fears about the future – when and if things will ever 
be “normal”.

The chaos of Coronavirus will one day pass but for 
many in the special needs community, it’s hoped 
the new normal will be a nicer place to live.

Just ask mum Fiona Lawton – who’s desperate 
for the world to have new found empathy and 
consideration for those most vulnerable.

She says social hibernation is a bubble many 
special needs families live in – with restrictions and 
constraints permanently in place.

The mother of three children – Bridget, 21, 
Matthew, 19, and 16-year-old Connor who has 
Angelman syndrome, epilepsy and Simpson-Golabi-
Behmel-syndrome, works full-time and is also 
the National President of Angelman Syndrome 
Association Australia.

Connor requires daily medication for epilepsy, 
a severe sleep disorder, gastrointestinal reflux 
disorder and iron deficiency and they are hyper-
vigilant about keeping him healthy.

“When kids are sick on the school bus or in the 
classroom, we just wonder how long until Connor 
catches it and ends up in hospital with seizures 
or pneumonia,” Fiona admits. “It affects all of your 
choices and decision making.

We stopped going to the Ekka show in Brisbane 
because it was always a source of viral infections 
and was just not worth the risk. “If we think that 
Connor is coming down with something we actively 
monitor and go on 'seizure watch' wondering what 
will be the trigger to call the ambulance.”

Adding Coronavirus to the mix highlighted the 
fact that people with a rare disease are always 
vulnerable and often forgotten. “The COVID-19 
pandemic highlighted that there were some 
cohorts more vulnerable than others, like the 
elderly, and we paid attention and protected them.

“But, who mentioned disability group homes when 
we mentioned aged-care homes? “Who mentioned 
rare diseases when we talked about pre-existing 
conditions? 

“Who talked about the challenges for people with 
an intellectual disability when the Government 
talked about compliance with hand hygiene and 
social distancing. 

“And who spoke specifically to our rare disease and 
disability community to tell us – ‘You are okay, we 
see you and we are protecting you?' No one! Sure, 
we got some new rules for NDIS and a Guide for 
Disability in COVID-19 after we lobbied for weeks 
and weeks but no real public or civic leadership.” 

Two organisations fighting on behalf of people like 
Fiona are Syndromes Without A Name (SWAN) and 
Rare Voices Australia.
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SWAN CEO Heather Renton says not being able 
to leave the house during the crisis has isolated 
families further. 

“Many of our families have not permitted support 
workers into their home, for fear of them 
transmitting COVID-19,” Heather explains.

“Others have felt they have had no option but to 
continue with allowing support workers to come 
into their home, as they could not cope without 
their support. 

“Every time you leave your house to shop or take 
your child to medical appointments or therapy 
you run the risk of infections. Every time you have 
support workers or therapists visit your home, 
you are potentially letting COVID-19 into your 
home. “Parents can feel guilty whatever way they 
go; stopping face-to-face therapy and running the 
possibility of your child regressing with what they 
have achieved so far, moving to virtual therapy 
that won’t work for every child, or run the risk of 
exposure to the virus by continuing with face-to-
face therapy. It is a tough decision to make when 
families feel vulnerable and isolated.” 

Rare Voices Australia Chief Executive Officer 
Nicole Millis agrees that the challenges have been 
exacerbated.

“Social distancing and isolation measures have 
resulted in school closures and in the reduction 
of respite and disability support services, which 
has increased the burden for carers and families,” 
Nicole says. 

“We have seen the majority of our RVA Partner 
organisations transitioning their support services 
online through the use of technology fairly 

seamlessly.” 

Heather reports that there have 
been challenges with technology 
for some kids requiring routine.

“Virtual school classes have not 
worked well for many children 
with disabilities, particularly those 
who have behavioural challenges 
or parents who are juggling 
work commitments with home-
schooling duties,” she says.

“Parents are exhausted and 
struggle with being, parent, 
employee or employer and 
teaching their child concurrently. 
We have heard of frustrations 
growing and tensions rising 
and parents comfort eating and 
drinking. Looking after themselves 
has decreased as a priority as they 
focus on their children.” Adapting 
to the challenges has been 
paramount with SWAN noticing an 
increased need for parent support, 
through phone calls, messenger 
and emails. 

“Our informal virtual catch-ups 
that were offered on a monthly 
basis are now being offered on a 
weekly basis. We joined forces with 
SCN2A (a rare disease advocacy 
group) to record two podcasts 
with a mental health social worker 
and counsellor. One podcast 
provided strategies for carers 
around supporting themselves 
through staying at home and 
one podcast provided insights on 
how to support children in these 
unprecedented times.

“We have a guest psychologist 
presenting at our upcoming monthly ‘Meet the 
Expert Series’, which will hopefully provide more 
coping strategies for our parents at this difficult 
time.’’ Nicole says that RVA led advocacy across 
a number of issues including the prioritisation of 
COVID-19 testing and turnaround times.

“The lack of priority testing was initially resulting in 
an increasing number of cases where people are 
experiencing delays in treatment and surgery for 
their underlying rare disease,” Nicole says.

“Such delays increase anxiety and can have serious 
implications for people living with a rare disease.

“We also contacted all state education ministers 
and Chief Health Officers regarding the need 
for flexible school attendance requirements for 
the rare disease community as students begin 
returning to classrooms this month.

“People living with a rare disease require 
heightened preventative measures and 
personalised, collaborative and consultative 
approaches to treatment and care. It is imperative 
that these patients have continued access to 
their ongoing treatment during this crisis, and 
that special requirements are considered for rare 
disease patients diagnosed with COVID-19.”

Thankfully, both SWAN and RVA have not seen any 
cases of Coronavirus among their members.

They hope governments and community leaders 
will take greater notice of the special needs 
community and its requirements moving forward.

A focus for RVA will be its 2021 National Rare 
Disease Summit and the National Strategic Action 
Plan for Rare Diseases.

“Interestingly, a number of the responses 

implemented (during COVID-19) align with Action 
Plan recommendations – for example, increased 
tele-health services, and state and federal health 
departments working in collaboration,” Nicole says.

Heather says SWAN postponed its Undiagnosed 
Children’s Awareness Day which has impacted on 
the organisation’s financials but there have been 
some positives to come from an on-line reliance.

“We have seen our state-based closed SWAN 
Facebook groups grow in members and 
communities as our Tasmania and South Australian 
groups embrace these connections with gusto,” 
she reveals.

“We are hoping these supports can continue and 
we are looking forward to the day when we can 
once again host face-to-face SWAN catch-ups.”

Nicole concludes: “It’s incredibly important that 
we maintain a positive outlook. I firmly believe 
that opportunities always present themselves 
alongside challenges and that’s what the team at 
RVA is focusing on. We believe that we’ve been able 
to continue building key relationships throughout 
2020 that will assist with the implementation of the 
Action Plan in the long-term.” 

And as for the return to Fiona’s ‘normal’?

“Just because it is our 'normal' doesn't make it 
easy. So, reach out with a message to say 'Hello', 
genuinely ask how people are doing and be 
prepared to actively listen to the answer,” she 
advises.

“ KINDNESS GOES 
A LONG WAY, 
SO SMILE AT A 
STRANGER PUSHING A 
WHEELCHAIR, TALK TO 
OUR LOVED ONE WITH 
A RARE DISEASE, HOLD 
THE DOOR OPEN FOR 
US. AND IF YOU ARE A 
FRIEND, DROP BY FOR 
COFFEE, LEND A HAND 
OR ASK TO DO THE 
SHOPPING/LAUNDRY/
IRONING OR CHORES 
BECAUSE WE ARE 
CONSTANTLY TIRED!”
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