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TS Australia Online Conference Grants
Welcome to this TSCNZ newsletter. Global Awareness Day is coming
quickly on 15 May and to celebrate this year we will be joining with
the Australian TSC community to participate in the TSC Community
and Health Professionals Virtual Conference.
The TSC Community Virtual Conference is on:
Saturday 15 May, 1pm-5pm AEST. (3pm-7pm NZT)
Sunday 16 May, 9am-1pm AEST. (11am-3pm NZT)
The TSC Health Professionals Virtual Conference is on:
Saturday 15 May, 9am-1pm AEST. (11am-3pm NZT)
This is your chance to hear the latest on TSC treatment and
management options from TSC experts in Australia and New Zealand.
The keynote speaker is internationally renowned TSC expert Dr Darcy

Krueger, Director of the Tuberous Sclerosis Clinic and Associate
Professor of Clinical Paediatrics and Neurology at Cincinnati Children’s
Hospital Medical Center in the USA. Darcy has been involved in
multiple TSC-focused clinical studies and will share exciting insights
on this research and what it means for the future.
This is an important event for everyone affected by TSC, including
adults, families and carers.
A fantastic line up of experts in TSC will share all the latest research
and provide updates on treatment and management options. We are
delighted that Dr Caroline Mahon who is leading the Topical Sirolimus
study based in Christchurch is one of the presenters. This is your
chance to hear from and ask questions of health professionals who
are leaders in the identification and treatment of TSC - and all from
the comfort of your own home. There will also be time for some small
group discussion of NZ specific matters.
The event fee is just AU$45 and covers everyone in your household
for both days of the conference. However, we do not want anyone to
miss out on participating due to the registration cost. Thanks to our
generous donors, TSCNZ is able to sponsor a limited number of
registrations for the conference. To access this support on the
registration form, click on the option "I live in New Zealand and
request sponsorship of my event fee from TSCNZ - $ 0.00"
Registrations are now open at https://tsa.org.au/tsc-conference2021/. We look forward to seeing you at this very rewarding event
for our TSC community as we learn, share and connect about living
our best life with TSC.
Congratulations to TS Australia for their 40th anniversary! Read more
about their amazing support, advocacy and contribution to the
world's understanding of TSC in the April issue of Reach Out
magazine.
Register Here

#Tatts4TSC
Although the conference is our main event for TS Global Awareness
Day this year, we still have plenty of Tatts4TSC available if you would
like to organised a Tea, Scones & Tattoos event to raise awareness
and funds for TSCNZ. Or feel free to purchase some temporary tatts.
Its easy to order through our website:
https://www.tsc.org.nz/tatts4tsc. Fingers crossed Covid won't
interfere this year!
If you are really brave, you could follow Shawn from Chicago's
example and get a real tattoo! Some temporary tatts are on their
way to the family who inspired him to get the tattoo pictured.

Farewell and Thanks to Jo Maling
We were saddened to hear that Jo Maling, a valued member of the
TSC community passed away earlier this year. Many of us met Jo and
her family at the Wellington conference. Her warmth and positive

attitude left a lasting impression. Even though many of the new
research developments and treatments had come too late to make a
difference for her own health, she was willing to support the next
generations coming through in any way she could.
The doctor who confirmed 30 years ago that Jo had TSC is world TSC
expert Professor Julian Sampson at Cardiff University. Professor
Sampson remembered her as "a courageous young woman who had
to deal with some unusually severe physical complications of
tuberous sclerosis. Much progress has been made in improving
understanding and treatments for this condition - but there is still
much more to be done."
Jo was aware of this and the TSCNZ committee would like to extend
our grateful thanks to her and her family. In lieu of flowers, they
asked for donations to TSCNZ and also raised awareness of TSC and
TSCNZ at her funeral. Here is a snippet from her eulogy,
"A few years ago Jo wrote down what made life worth living for her.
It was a long list, and we weren’t surprised that food was on it!
But in capital letters at the top was the word INDEPENDENCE.
Jo will be thrilled that by donating to TSCNZ you are helping
hundreds of New Zealanders gain their own independence, and to be
the best that they can be."
The generosity of Jo's family and friends has been amazing and we
have received $1420 in donations. This is so encouraging to our
volunteer comittee and we are hugely grateful. Rest in peace, Jo.

Sirolimus Funding Now Approved
In case you missed the January E-News, here's the latest on PHARMAC's
funding of m-TOR inhibitors.
We are pleased to announce that PHARMAC has announced their decision
to widen funded access to sirolimus from 1 February 2021 for
Lymphovascular malformations; and
Renal angiomyolipoma associated with tuberous sclerosis
complex;and
Refractory epilepsy associated with tuberous sclerosis complex
For more details about the decision visit this link .
Applications for the funding will need to be made by a specialist. Once
treatment is started, approvals for renewal will be required every 12
months and require evidence of improvement or stabilisation.
Both everolimus and sirolimus have been considered for funding. The
application for the use of everolimus for renal angiomyolipoma has also
been assessed and remains an option for funding in the future.
For patients who are intolerant to or experience insufficient treatment
benefit from sirolimus, everolimus could be considered via the NPPA
policy.

Thank you to all those who participated in advocating for this change. We
hope this makes m-TOR inhibitor treatment more accessible for New
Zealanders living with TSC. Please contact info@tsc.org.nz if you would
like more information or have a story to share.

Fair For Rare Campaign Update
from Rare Disorders NZ
The Rare Disorders NZ team would like to thank you all for the
support given for our collective petition calling for a
National Rare Disorder Framework, and for those who were able to
attend the petition handover at Parliament and those who supported
it - a massive thank you! It really had an impact on the politicians in
attendance and showed our solidarity, unity and connection across
all rare disorders. You can find out more about the day and see more
photos on our website www.raredisorders.org.nz/about-us/news/fairfor-rare-nz-campaign-milestone
Next Steps in our Fair for Rare NZ campaign:
They have now been invited to provide a written submission to the
Health Committee with more information about the need for reform
of the health system to include people living with a rare disorder.
They will work on this submission with Sue Haldane and are happy to
include any evidence based information from you to ensure their
message is clear and strong.
A special thanks to Carol and Mac for representing TSCNZ at the
petition handover.

Covid 19 Update

COVID-19 Vaccinations and TSC –
Thanks to TS Australia for this Information
Adults (aged 16 and above) with Tuberous Sclerosis Complex (TSC)
will be able to receive COVID-19 vaccinations in the upcoming
months. Ultimately, getting the COVID-19 vaccine will be a personal
decision. Depending on age, health impacts and personal
circumstances, people living with TSC may be in different priority
groups to receive the vaccination. This online tool on the
Covid19.govt.nz website can be used to find out when individuals will
be eligible for a vaccine along with information about the vaccination
process.
You or your child with TSC should speak to your GP or TSC
clinician prior to being vaccinated. If you or your child is
being treated with medications such as mTOR inhibitors like
Everolimus you should speak to your GP or TSC clinician
before any decisions are made about whether to stop or
continue treatment alongside vaccination.
Information on the ingredients of vaccines approved for use in
Australia is available in the Consumer Medicines Information leaflet
on the TGA website at: www.tga.gov.au using the search term
‘Consumer Medicines Information’.
It is highly likely that receiving the COVID-19 vaccine will protect
individuals from severe COVID-19 infection, and it seems prudent for
use in individuals with TSC.
Important note: To date, vaccinations are not being made available
to children as large trials of the vaccinations in children under age 16
have not yet been completed. As information changes rapidly, keep
up to date with the current health advice.
Information from the UK and the USA
COVID-19 vaccinations have been widely available in other countries
and more than 200 million doses have already been
given. Vaccinations have been available since the end of 2020 in the
UK and the USA. TSA has collated the following information from the
UK and USA regarding the safety and efficacy of COVID-19
vaccination in individuals facing the multi-system challenges of TSC

including LAM, kidney disease, epilepsy, and autism. The current data
suggests the risk-benefit ratio of this vaccine is highly favourable.
US Alliance: https://www.tsalliance.org/news/tuberous-sclerosisalliance-covid-19-vaccine-position-statement/
US LAM Foundation: https://www.thelamfoundation.org/COVID-19Community-Questions-and-Answers
UK Association:

https://tuberous-sclerosis.org/news-coronavirus-

tsc/

Research News

Topical Rapamycin Trial is Recruiting
This study of a new cream for the treatment of facial angiofibroma is
now open to participants from anywhere in New Zealand.
Christchurch Hospital is the only place in NZ where the study is being
carried out, therefore costs of travel to Christchurch will be provided
as part of being involved. This study is the first opportunity for
people with TSC to take part in a clinical trial in NZ and give people
with TSC opportunities to access treatments that might otherwise not
be available.
The study involves 8 clinic visits over about 8 months including
screening and follow up for the study, daily application of the cream
and filling in a diary. Out of pocket expenses including travel from
anywhere in NZ to Christchurch for clinic visits as part of the study
are reimbursed. Anyone aged 6-65 with facial angiofibroma might be
suitable for this study, so if you or a family member are interested
please contact malina.storer@cdhb.health.nz (or 03 364-1157) or
caroline.mahon@cdhb.health.nz for more information.
Special thanks to principal investigator Dr Caroline Mahon for her
informative talk about the trial and skin manifestations of TSC at our
AGM held last July. An audio recording of her talk and her slide
presentation is now available to view on our youtube channel

Community News

Congratulations to Libby Leikis on landing her role as Wellington
distributor for Drink My Coffee. She can also post to other regions!
Libby has TSC and you may remember her and her Dad Dr Murray
Leikis's inspirational talk from our Wellington conference a few years
ago. If you would you like to have some great tasting coffee, please
consider ordering through Libby!
Drink My Coffee helps create employment opportunities for people
with disabilities who roast and/or distribute premium coffee. The
coffee is a 50/50 blend from two premium regions. One half is
produced by Trilladora Medellin in Colombia, the other half comes
from the Morobe province in Papua New Guinea. The flavours of the
coffee include caramel, brown sugar, malt biscuits and has a light
acidity. Grinds: - Plunger - Espresso - Beans Prices: - $12.50 - 200g
- $35 - 1kg If you would like to buy some coffee then click on
the linkbelow to order now!
https://www.drinkmycoffee.co.nz/contact-libby

TSC Heroes
Thanks to Nic for inspiring TSCNZ to launch TSC Heroes in New
Zealand.
Nic is putting her body on the line and running the Rotorua Marathon
to raise awareness and funds for TSCNZ in memory of her muchloved Mum who lived with TSC. We wish you all the best with the
event and welcome anyone else who would like to join her on the 8th
May. What a fantastic way to celebrate Global Awareness Day! Check
out her Give a Little Page if you would like to support her efforts.
Join Nic in our team of Heroes and receive your free TSC Hero
running shirt.
TSC Heroes put their bodies to the test and raise money for families
living with Tuberous Sclerosis Complex (TSC).

Sign up to be a TSC Hero and support TSCNZ by completing a fitness
challenge. Set up your own Fundraiser Give a Little Page as Nic did or
email info@tsc.org.nz for more information and we'll send you a free
T-shirt.

Committee News
TSCNZ is now a member of the Neurological Alliance - a network of a
range of organisations including Epilepsy NZ, the Neurological Foundation,
Rare Disorders NZ and many more. It is a privilege to be at the table (or
Zoom call!) and we look forward to learning and working together with
these groups.
TSCNZ was a signatory on the Neurological Alliance and Rare Disorders
NZ's Briefings for Incoming Ministers which were also shared with
Opposition MPs. Email info@tsc.org.nz if you would like copies of the
briefings.
Our next TSCNZ management committee meeting is on Zoom on Sunday
13 June at 7:30pm. Our AGM is scheduled for Sunday 1 August,
tentatively in Auckland. We always welcome new volunteers so if you have
some capacity to take on a project or help out in some way with this
meaningful work, please contact info@tsc.org.nz.

New Brochure Photos Request
One of our projects for 2021 is to update our 3-fold brochure. We
would love some recent photos that reflect the diversity of ages and
cultures in the TSC community.
If you would like to contribute, please email a high resolution photo
of you or your family member with TSC to info@tsc.org.nz
Please contact TSCNZ if you ever require brochures or copies of the
Surveillance and Management guidelines.

Mail Chimp Newsletter
We hope you are enjoying the new newsletter format. It certainly
makes it easier to get out information in a timely fashion. If you
would also like to receive our communications, please check the
settings in your email to check it will not send these emails to your
spam folder - you may need to click an option like 'Trust this sender'
or it may help to use the 'Add us to your address book' link at the
bottom of this email.
You can also help us by updating your contact details if they change use this link at the bottom of all emails: update your preferences

YouTube Website YouTube Channel info@tsc.org.nz

If you need information or support on any aspect of living with TSC please
email us or call 021 154 7017
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