ACT for Meningitis is a
national meningitis
awareness charity,
which was set up in
2011.

Our Mission To raise awareness, to
promote education and to provide
support to those affected by
meningitis in Ireland.

Our Vision To see aitreland where
lives are no longer lost to Meningitis
and through our support services no
one faces the meningitis journey
alone.

Our Values
We believe in what we
do...
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The team began 2020 with great
focus and purpose for the charities
future, fund raising plans were set
out for the year, awareness
campaigns were set in diaries,
funded and supported by our
corporate partners and our great
communities around Ireland, and
family support workshops were all
planned and resourced for the year
ahead. All of this changed in early
March and the team very quickly
reacted. Everything went online and
the whole team learned how to
Zoom so that we could continue the
great family supporand awareness
campaigns. Fundraising continued
through our amazing communities,
corporate partners and government
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2020 proved to be a difficult and
challenging year, not just for ACT for
Meningitis, but for our families,
communities and countries
worldwide. Covid 1®rought a
disease that affected us all and not
just our charities members. The
team at ACT quickly reacted to the
early restrictions and prolonged lock
downs, again making myself and the
board proud to be connected to and
working with such a great team.

Meningitis rose to the challenge of
the pandemic and continued its
great work in raising awareness and
helping those affected by
Meningitis.

Act for Meningitis continues to
focus on our mission to ensure that
no one in Ireland faces the
meningitis journey alone and
striving for a world where no one
has to go through a meningitis
journey. The much valued drhigh
standard support services continue

.




to build on, we have continued to
evolve and broaden the awareness
and training programmes to reach
each atrisk age group in an
appropriate and innovative manner
as we work to see an Ireland where
lives are no loger lost to

meningitis.

As in previous years | would like to
take this opportunity on behalf of
myself and the board of directors to
thank our CEO Siobhan and the
great team around her for their
tireless work and | would really like
to thank our supportes, donors and
volunteers for their endless
O2YYAGYSyd G2 '/ ¢Qa
Together we have weathered the
storm of 2020 and continue to make
a difference.

Tim
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Siobhan Carroll
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2020 started out as any other yeatr,
with us putting the plans into motion
for what we expected would be
another productive 12 months for ACT
for Meningitis. We know first hand, that
there is a continuous importance in
further reaching even more people
with lifesaving awareness and
stressing the importance of remaining
vigilant of meningitis.
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Our support services were as always,
available at no cost to families and
individuals impacted by meningitis and
we would work to ensure that their vast
range of needs were met.

Life as we knew it suddenly changed
in March as the impact of Covid 19
took hold on the world and indeed on
the operational abilities of the charity.
Once the severity of the Covid19
pandemic became known, and the
strict restrictions were put in place, it
was agreed with our board of
management of the charity that
unfortunately service provision would
have to temporarily cease.

Although regular contact was
maintained with our members, it would
be several months before we were in a
position to offer support or awareness
services. During this time, we worked
to develop a new model for online
service provision and returned to most
services in September.

While 2020 was a frightening and
worrying time we remained determined
to reach people with meningitis
awareness through our Pharmacy
awareness campaign and once
healthcare facilities reopened to the
public, the national distribution of our
leaflets in doctors surgeries and
healthcare facilities resumed. Our
virtual awareness campaigns
continued throughout the pandemic in
an effort to keep this life saving
information in the public domain. Due
to the strict restrictions in place, our
group support and one-to-one support
services were adapted accordingly and
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ACT for Meningitis moved to
facilitating virtual family support and
workshops, as opposed to the
traditional home visit with families in
our services. This ensured that
everyone still received the support
they needed during such challenging
times.

As community & event fundraising was
extremely minimal throughout the year,
the charity turned its focus to grant,
trusts & corporate fundraising. We
were extremely grateful to receive
subsidy government funding, HSE
lottery grants & several corporate
donations along with donations from
our volunteer fundraisers to support
our ongoing work.

The year 2020 was like no other and
our main focus was for the charity to
survive these turbulent times and
continue to do the best we could to
support those who needed it the most,
our members.

| would like to take this opportunity to
thank the board of directors for their
continued guidance throughout a very
challenging year. As always we are
grateful to everyone who supported us
over the past 12 months. Our vision is
to see an Ireland where lives are no
longer lost to meningitis and through
our support services no faces the
journey alone, and we are proud to
have continued to achieve this in such
unsure times.

Our aim for 2021 is to endeavour to
continue adaption across all our
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services as required, to ensure we will
be here, and no one faces the
meningitis journey alone.

Thank you for helping us to get there.
Siobhan
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About ACT for Meningitis

ACT for Meningitis was set up in 2011
by Siobhan and Noel Carroll following
the tragic loss of their daughter
Aoibhe, aged just 4, to Meningitis.
Losing Aoibhe changed their lives
forever and they wanted to try and
prevent another family going through
that heart break. They felt there was
an urgent need for more awareness
around Meningitis and that support be
made available to anyone affected by
the disease, therefore, in July 2011
they set up ACT for Meningitis, with a
Mission to raise awareness, to
promote education and to provide
support to those affected by
meningitis in Ireland, and with a vision
to see an Ireland where lives are no
longer lost to meningitis, and through
our support services none faces the
meningitis journey alone.
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ACT are comptely focused on trying
to make a big differencand in 10
years through selfundraising ACT
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have become the only organisation to
offer a vast range of free support
services to anyone in Ireland affected
by Meningitis, either through
bereavement of living with the severe
after affects of this lifechanging
disease.

for Meningitis
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Support Services

Our suppot services are tailored to

the needs of the individual /family to
find the most appropriate and
beneficial service for them. Meningitis
has a wide range of severe side affects
coupled with the trauma of the
experience and in 1 in 10 cases it
tragically results in bereavement. Our
trained family support officer assesses
where the charity will be most
beneficial in providing support.

Our services include creative
therapiesincluding play and art
therapy which help children deal with
the impact of the disease, free
counselling services for families or
individuals who have been affected by

.




Meningitis, Cranial Sacral Therapy,
physiothergy ,psychologist
assessment, one to one support, and
family support daysAll group
workshopsand individual support
services of ACT for Meningitis have
now adapted to enable online delivery.

Awareness & Education

ACT for Meningitis is committed to
raising awareness of the signs and
symptoms of Meningitis. To date, we
have distributedover one million
awareness cards and have held
hundreds oftalks and presentations to
schools, community groups and the
public acros the country further
supplying numerous facilities, such as
universities, créches, schools,
pharmaciesand paramedics and
nursesand many places of work, with
these lifesaving cards.
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Our various annual national awareness
campaigns such as our Student
Awareness Campaign, the Winter
Warning, our Backo-School Campaign
andACTion Teds Créche Campaign
enable us to reach thousands of new
people every year with awareness. We
further continue our awareness raising
activities through print, radio and
socialmedia campaigns further
reaching millions with life saving
awareness, and with the availability of
our free downloadabl@awareness card
at www.actformeningitis.ie

EwWeE'RE '
Once healtbare facilitieseopened to the

publig Inform resumed national distribution of
our leaflets in doctors surgeriasd health
centresnationwide

oKnowing the signs andymptoms of Meningitis can save a life. ACT for
Meningitis will strive to ensure through our awareness and education we can
reduce the impact of this diseage- CEO Siobhan
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http://www.actformeningitis.ie/

Awareness 200

The importance of meningit@swareness
has always been at the forefront 8iCT

for Meningitis encouraging people tact
immediately if they suspect meningitis we
can reduce the impact of this diseas@/e
started 2020by launching our Pharmacy
awareness campaign in January, with
introductory pharmacy packs sent to
hundreds of pharmacies around the
country. In February we continued with
our awareness talks, meeting with groups
suchas the Doughiska Active Retirement
group and we also continued with our
paramedic training wh Siobharmas guest
speakerwas asked to speak to the
National Ambulance Service student
paramedics

that followed in March a blanket closure
of allsupportservicesvas put in place as
a tempouary safety measureOur onlhe
awarenessampaigns continuedcross all
social media platformacluding
#DefeatMeningitioon World Meningitis
Day, which eadtedover 80,000 .
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As restrictions remained in place we
learned to adapt and respond
continuously finding newnnovativeways

to raise awareness and provide support
Once restrictions were lifted in September
we resumed oumpharmacyawareness
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As we plan our awareness campaigns for
2021 we are hopeful of returning our
communities for awareness talks and
training and we will continue to grow our
onlineservices in the meantime

Fundraising
In 2020

The year started off with an amazing donation
from our 2019 Corporate Partners, FONUA
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This was followed by a successful grant
application to GSK Ireland, to fund phase 2 of
our hugely successful National Pharmacy
Campaign.

AHSEIGt SNE 3ANI yiG 2F eunIpnn 6
fund support workshops, this was as part of

the 2019 HSE lottery grant applications. And
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extend support following group support

workshops.

In terms of Community Fundraising, a group
of 40 fundraisers were recruited to take on
the RunaMuck Challenge, which involved a
free 6 week training bootcamp and a fun bus
trip to Kildare to run walk & awl 5k through

a muddy farm, collectively raising over
EpEZnnno
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of inrhouse fundraising by the staff &
management and a matched funding
donation from the company. We travelled to
Dublin am visited all 3 of their locations to
accept the cheques and thank the company
for their brilliant efforts.

2020. 22 dancers were recruited and had
their intro day. Great excitement and
fundraising plans were put in place with
rehearsals to begin on Mehn .

Various other volunteer led community
fundraising events took place during quarter 1

.




including an awareness day/bucket collection
bemZInunny [/ 2tfSOGA2Yya
demInnnv [ dz2NRA2aArbe 2Sa
McGuires Pharmacy Birthday Fuaiher
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Following the untimely temporary closure of
the charity due to Covid9, it became clear
that all fundraising events such as Strictly, the
ACT Winter Ball & Womens Mini Marathon
would be cancelled. We began to look at how
we could obtain the funds needed, to tide us
over and cover the core costs of the charity
until such a time as we could resume normal
fundraising activities once again. A successful
funding application to Pfizdreland, enabled

us to ensure all healthcare facilities would be
topped up with awareness materials during
this time.

In late April, Pobal released details of a Covid
Stability Fund put in place by the department

of Rural & Community Development, to

supll2 NI OKIF NAGASAE 6K2Qa
affected by Covid 9. This grant application
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awarded to cover dayo-day running costs of
thedh&iy DI f g & wl tf@&
GLRNI wkTFES o6emZnnno
Throughout the lockdown restrictions, we
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ourselves, However, many volunteers

continued to support us with fundraising such
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On returning to service provision in mid
Sepember, the focus for fundraising was
mainly on Grants & Trusts as community &
corporate fundraising was still very much non

existent. The 2020 HSE Lottery Grants

opened and applications were made to all 9

/'1hQa (2 FdzyR GKS NBY2RSf f
line group support workshops over the
coming 12 months, resulting a total of
EHHXIYY®dD Ay ANIydGa |
applications were also made to the
Community Foundation of Ireland for funding
from the RTE Comic Relief. These grants were
e IR SURPET iy ities With adapgos & \/
response to the new required online service
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equipment required to deliver these services
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while working remotely. Aqene[ous art]ount BN «WorldMeningitisDay2020
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sDefeatMeningitis

A corporate grant from GSK Irelandsv Thank yOU fOI'

awarded to fund ouNational Healthcare

Facility Awareness CampaiBhase THREE Su pportlng ACT

And a further grant from GSK was awarded to

fund oneto-one online support services. for MenlngItIS |n
Community fundraising continued to be
extremely restricted and virtual fundraising 20 20

had begun to grow exhausted. One cancelled

event, a Route 55 Trip for which fundraising

gl a | ftNBSFERe Ay FdzZf &d6Ay3AI NBadzZ G§SR Ay |
donation, but the future of community events

hung in the balance and would be very much

dependant on the future of Cowti9 control.

In the meantime, we will continue to apply to

grants & trusts, and encourage our volunteers

& supporters to take on various virtual

challenges.

.
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Support
In 2020

As 2020 began family support was focused on
planning workshops to run throughout the
year however the COVID 19 Pandemic meant
that this was disrupted as the support services
weretemporaily closed on 18March.

When services resungeon 15th September
priority was given to connecting with all
families and assessing their level of need. This
was a long process, and time was given to
setting up individualised support plans where
needed and identifying the need for groups to
meet.

Our workshops were asseske determining
which could be rolled out via an online
delivery service such as zoom, and made
necessary adaptations to facilitate this. Due to
the level of need, many of the families needed
to avail of individual support prior to engaging
in a group fomat. Individualised supports

took priority in stabilising families to return to
prior coping and functioning.

OThere was a lot of information
but in a good way, each bit was

explainedand then we could
practice along the way
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Work undertaken primarily consisted of
supporting families in addressing regression
and anxiety experienced throughout the first
lockdown, return to school and covid
restrictions and was delivered individually and
through our Regulation in ACTion. course.

This course was created to help empower
parents to be able to assist their children in
regulation, understand how regulation

happens and support their own regulation.

The course was a mix of theoretical input so
that the neurobiology of regulation is
understood and the impact of meningitis on
this process is considered and explored, there
is an abundance of practical techniques
explored and taught. The variety of
techniques caters for different age groups,
interest levels and physical abilities.

Dylan Finlay who contracted meningitis in 2017

Regulation is the underpinning of functioning,
we cannot function when we are dysregulated
we are moved into survival mode.

Empowering parents to be able to support
this process at home and understhwhat is
happening for both their child and themselves

.




when dysregulation occurs means that there
can be consistent feedback and resourcing for
children on parents.

Delivery in group format meant that we were
addressing isolation felt helping to normalize
behaviair and building a community to
support each other.

ACT for Meningitis has also moved to
facilitating zoom meetings and family support
via zoom, as opposed to a home visit

with families in our service. This has been very
successful and we amptimistic about using

this medium going forward.

Aswe were unable to facilitate our usual
Christmas Family day, ACT for Meningitis
sourced and purchased some stocking filler
type toys which aided in regulation, which
ACT for Meningitis sent to familigsthe lead
up to Christmas. This was to maintain the
supportive connection and the sense of
community building we had been unable to
continue in person due to the pandemic,
while also resourcing families.

The impact of Covid 19 on our support
services ught many challenges which we
met head on and adapted to ensure that our
families and those in need of support received
it remotely. Even through our most
challenging times ACT endeaved to be

there for those that needed support.
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