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Kawasaki Disease Symptoms

Persistent fever

Rash

Bloodshot eyes

Cracked lips/
‘strawberry’ tongue

Swollen fi ngers/toes

Swollen glands

If a child has a 
PERSISTENT FEVER

and two or more of these symptoms 
THINK KAWASAKI DISEASE!
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About Kawasaki Disease 

About Kawasaki Disease
Kawasaki Disease is the leading cause of 
acquired heart disease in children in the UK.
It is a type of vasculitis that mainly affects 
young children but it can affect people 
of any age – and its impact can be most 
serious in the very young, particularly 
infants.  Identifi ed in 1967 in Japan by 
Dr Tomisaku Kawasaki, the cause of 
Kawasaki Disease is still unknown.  The 
illness presents with several symptoms 
common to a variety of other childhood 
diseases and infections and is therefore 
often misdiagnosed. Kawasaki Disease is 
a serious disease which if untreated can 
cause coronary artery damage. 

 Kawasaki Disease has a range of symptoms 
including a characteristic and distinctively 
persistent high fever for fi ve days or 
more, rash, bloodshot eyes, “strawberry” 
tongue, cracked, dry lips, redness of the 
fi ngers and toes and swollen glands in the 
neck.  Kawasaki Disease can be present 
with some or all of these symptoms and 
symptoms often appear in series (i.e. not 
all at once).

Kawasaki Disease should always be 
considered in any child with unexplained 
persistent fever.  It is a serious illness 
that can cause coronary artery damage – 
damage to the blood vessels in the heart, 
and can lead to acquired heart disease in 
children.

Children affected by Kawasaki Disease 
have much improved chances of a good 
recovery with timely diagnosis and the 
correct treatment.  Studies show that 
children treated early have a lower risk of 

serious heart damage than those treated 
later. Doctors should aim to diagnose and 
treat children as soon as possible – at fi ve 
days of fever or as quickly as practical after 
that. The risk of heart damage increases 
proportionately with increasing delay.

Kawasaki Disease is increasingly common. 
Once thought of as a rare disease, this 
now outdated idea, wrongly held on to by 
some, leads to delayed diagnosis and with 
this, increased risk of serious heart damage 
for children. In the ten years to 2015, 
hospital admissions for Kawasaki Disease 
in England increased fourfold – and across 
the globe cases are doubling every ten 
years. This is why it is the leading cause of 
acquired heart disease in UK children.  We 
are working to raise awareness to make 
sure that doctors EXPECT to see Kawasaki 
Disease and are READY to treat it.

This annual report is an important 
document and has been prepared by 
Societi Foundation for submission to the 
Charity Commission. It also serves to help 
supporters, partners, funders and anyone 
who reads it to get to know a little more 
about Societi and Kawasaki Disease - 
something which is hugely valuable.

About 
Kawasaki 
Disease 

Bloodshot eyes Swollen fi ngers/toesSwollen glands
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About Societi Foundation  

About Societi 
Foundation 

About Societi
Societi was established to raise awareness of 
Kawasaki Disease. Societi is an infl uencing and 
policy shaping organisation working through 
partnerships to drive transformational change 
in awareness across the UK, about Kawasaki 
Disease. 

Progress in understanding Kawasaki Disease 
has been severely hampered by poor levels 
of awareness, lack of investment and lack of 
essential research in the UK. 

Our ambition is that EVERYONE knows 
Kawasaki Disease. In the UK today, affected 
children face the same poor prospects in 
terms of outcomes as they did 20 years ago.  
We want to change that.

The perception of Kawasaki Disease as a rare 
illness hampers UK research which is stifl ed 
by a lack of funds. It also hampers clinical 
resource allocation for treatments and long 
term clinical support that research shows 
families need. A lack of awareness of the true 
incidence of Kawasaki disease among ‘front 
line’ clinicians needs to be addressed, in order 
for Kawasaki Disease to be considered as a 
possible diagnosis at an early stage.

We enable both urgently needed research and 
pursue changing policy and clinical practice 
for Kawasaki Disease.  Not enough is known 
about Kawasaki Disease, its symptoms or 
its treatment. Long term care for affected 
families is limited. Many agencies, doctors and 
parents are unaware of the disease. We are 
changing this.

Our aims
Societi has four activity areas around 
which all our actions and operations 
are focussed.  These are:  

Awareness raising 
We raise awareness of 
Kawasaki Disease to improve 
prompt diagnosis - through 
multi media campaigns, 

reaching GPs, paediatric clinicians, 
health professionals and parents.

Clinical research  
We work to lever efforts 
building on enhanced 
awareness of need, to 
undertake and urgently 

advance critical research to understand, 
diagnose and manage Kawasaki Disease.

Clinical supervision
Gaps exist in current 
provision for Kawasaki 
Disease children in their 
long term care. We work 

to close these gaps, as well as connect 
long term care to long term research.

Support for the UK Support 
Group - KSSG

We recognise KSSG as a 
lifeline when you’re at the 
centre of the “fl at spin” 
that is a Kawasaki Disease 
diagnosis - so we support 
and develop resources for 

KSSG - the UK support group which 
voluntarily supports families with 
understanding, advice and compassion.
Signifi cant Activities
In setting our objectives and planning 
our activities our Trustees have given 
careful consideration on the Charity 
Commission’s guidance on public benefi t. 
On the pages which follow our delivery 
and impact during 2018/2019 is set out.



Our Work

Awareness Raising 
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Our Work - Awareness Raising 

1. GP & hospital information packs 

3. Our website and award winning Family Resource 
Portal

2. Developing our hardworking Societi Kids 

4. Helping our supporters raise awareness 

From 1 July 2018 until 30 June 2019, Societi Foundation sent out 
over 1000 GP and hospital Kawasaki Disease information packs. 
The packs which contain posters, leafl ets and vital information 
on Kawasaki Disease were created to ensure that doctors have 
the information they need to make a Kawasaki Disease diagnosis 
quickly.  Our project to send GP and hospital packs to every GP and 
hospital in the UK is ongoing. Below is an image of our interactive 
map which can be found on our website and is updated with 
every pack that is sent out. Societi supporters have been directly 
involved in this important work, volunteering to create packs and 
fundraising to meet the cost of packs.

With the help of a very valued fi nancial contribution from KSSG, 
the Societi Family Resource Portal was created to provide families 
of children affected by Kawasaki Disease with useful, up to date 
and UK relevant information regarding Kawasaki Disease. It is vital 
that the information available on the Portal and on our website 
remains up to date and relevant to ensure families affected by 
Kawasaki Disease have the most reliable resources available to 
them. Our Family Resource Portal won a Patient Information 
Award from the BMA in September 2018. Throughout the year, 
our website was periodically and regularly updated to ensure 
the info families need was current and accurate. Feedback from 
families has been so positive on how they value this trusted 
source of online support.

Our ‘Societi Kids’ are a really important part of our charity. 
Created and developed by our Junior Artist, Societi Kids help us 
to portray Kawasaki Disease as a children’s Disease and Societi 
Foundation as a children’s charity whilst upholding our policy for 
the protection of children’s privacy.  Our Societi Kids work hard 
for us and are part of our brand identity. It’s important that as 
our organisation grows and builds upon its work, we develop our 
Kids to fulfi l our needs. We have been delighted with the way in 
which our supporters have taken Societi Kids to their heart, and 
actively support growing awareness by promoting Societi Kids 
PLUS respecting our policy to protect the identity of children as 
we grow Kawasaki Disease awareness.

Societi Foundation was established to raise awareness of Kawasaki 
Disease. There is only so much that Societi Foundation can do as 
an organisation - BUT with an army of Societi Supporters (#Team 
Societi) ready and willing to raise awareness of Kawasaki Disease, 
our reach penetrates the whole of the UK. We are constantly 
developing and supplying awareness raising  materials to our 
supporters to enable them to achieve the very best results from 
their awareness raising. From 1 July 2018 until 30 June 2019 
Societi posted 342 parcels to #TeamSocieti containing awareness 
and fund raising materials, including a large amount of materials to 
KSSG for their onward distribution to families. 
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Our Work - Awareness Raising 

5. Developing Societi merchandise

7. Developing a new long term issues leafl et

6. Reviewing and updating our resources 

8. Creating new awareness fi lms 

From 1 July 2018 until 30 June 2019, Societi Foundation sent out 
over 1000 GP and hospital Kawasaki Disease information packs. 
The packs which contain posters, leafl ets and vital information 
on Kawasaki Disease were created to ensure that doctors have 
the information they need to make a Kawasaki Disease diagnosis 
quickly.  Our project to send GP and hospital packs to every 
GP and hospital in the UK is ongoing. The below is an image of 
our interactive map which can be found on our website and is 
updated with every pack that is sent out. Societi supporters have 
been directly involved in this important work, volunteering to 
create packs and fundraising to meet the cost of packs.

With the help of a very valued fi nancial contribution from KSSG, 
the Societi Family Resource Portal was created to provide families 
of children affected by Kawasaki Disease with useful, up to date 
and UK relevant information regarding Kawasaki Disease. It is vital 
that the information available on the Portal and on our website 
remains up to date and relevant to ensure families affected by 
Kawasaki Disease have the most reliable resources available to 
them. Our Family Resource Portal won a Patient Information 
Award award from the BMA in September 2018. Throughout 
the year, our website was periodically and regularly updated to 
ensure the info families need was current and accurate. Feedback 
from families has been so positive on how they value this trusted 
source of online support.

Making information, resources and posters available for 
#TeamSocieti as they undertake awareness work in their 
communities has bee a focus during the year. New posters, 
downloadable information, fl yers, leafl ets and more have all been 
added to our website, allowing supporters to shape and run their 
own awareness campaigns. We’ve responded too, throughout 
the year, to a range of requests for bespoke posters, stickers 
and letters - so that really tailored awareness raising has been 
possible, where our volunteers feel in control and supported with 
*exactly* the ‘supplies’ they need. 

Societi Foundation commissioned the creation of two new short 
fi lms during the year that tell the stories of two people affected 
by Kawasaki Disease - Jasmine and Massoud. Jasmine and her 
family share their experiences of fi ghting a long and desperate 
battle against Kawasaki Disease - ultimately receiving a life saving 
heart transplant. Massoud, a doctor himself, share his story of 
unknowingly having Kawasaki Disease and suffering a heart 
attack as a consequence. Both stories and their Kawasaki Disease 
awareness messages are truly powerful. The fi lms are available to 
view on our Family Resource Portal and Youtube channel.  
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Our Work - Awareness Raising 

9. Societi’s Virtual 10k

11. Working with Partners Reddico  

10. Collaborating with the NHS to update UK 
information

12. Working Internationally with Sister 
Organisations 

Societi kicked off World Heart Day 2018 with a Virtual 10k 
open to all Societi Supporters from the end of September until 
the end of October. The Virtual 10k was led by Societi’s Running 
Committee who drove every aspect of the project and provided 
expert training advice too. The Running Committee built an 
international community of 120 supporters all of whom were 
involved in the event. Needless to say the event was a huge 
success with many participants all over the UK and internationally 
too. The event raised an impressive £2,300 and a huge amount 
of global awareness for Kawasaki Disease! Our volunteer running 
committee made this remarkable event possible!

Societi specialist and infl uential partners, Reddico, an award 
winning digital marketing company offered to support Societi to 
help us reach more people with our Kawasaki Disease awareness 
raising message. Reddico analysed our use of social media and 
provided professional advice and information on how to make the 
most of the resources available to us to extend our reach, ensuring 
our awareness raising efforts obtained maximum impact! We’re 
hugely grateful to Reddico for the very valuable advice they gave 
Societi.

Societi Foundation worked closely with NHS England and NHS 
Choices, guided by Societi Trustee and Kawasaki Disease expert, 
Professor Tulloh, to comprehensively update all the information 
on the NHS Choices website about Kawasaki Disease.  As such 
a ‘go-to’ resource for health information, we were delighted to 
have had the full support of the fabulous team at NHS Choices 
as we worked together to jointly create current page content for 
Kawasaki Disease.  Fully updated, and once again holding accurate 
information about Kawasaki Disease, these pages are also a 
source of referrals to the Societi website, which is linked to the 
NHS Choices page for access to both doctor and family resources.  

Societi Foundation was established to raise awareness of Kawasaki 
Disease. There is only so much that Societi Foundation can do as 
an organisation - BUT with an army of Societi Supporters (#Team 
Societi) ready and willing to raise awareness of Kawasaki Disease, 
our reach penetrates the whole of the UK. We are constantly 
developing and supplying awareness raising  materials to our 
supporters to enable them to achieve the very best results from 
their awareness raising. From 1 July 2018 until 30 June 2019 
Societi posted 342 parcels to #TeamSocieti containing awareness 
and fund raising materials, including a large amount of materials to 
KSSG for their onward distribution to families. 



SocietiThe UK Kawasaki Disease Foundation - Registered in England and Wales (no. 1173755)10

Our Work - Awareness Raising 

13. Creating a newsletter article for supporters

15. Updating our Myths & Facts

14. Developing information for nursery schools 

16. Building awareness with TSI 

Societi Foundation prepared and made available a Kawasaki 
Disease awareness raising newsletter article for use by Supporters. 
It has been prepared so that it can be included in local newspapers, 
school newsletters, community or church magazines. The simple 
article has been publicised on our social media sites is available 
on our website to be downloaded and emailed directly to local 
news desks, raising valuable awareness within local communities. 
Thanks to the wonderful work of our supporters, this article has 
appeared in church, community and village magazines and has 
also been shared on social media.

Societi’s Myths and Facts was created in 2017, as a direct 
response to conversations with many clinicians. After attending 
the RCPCH conference in May 2019, these were republished 
with expert support from our medical advisors and whilst they 
were originally intended for a clinical audience, there was also 
huge benefi t and appetite for these to be shared across our 
Supporter community. 

Societi Foundation created information packs specially designed 
for supporters who have a child or children of nursery or primary 
school age or live close to/work at a children’s pre-school or 
nursery. The packs contain vital awareness raising information 
leafl ets and posters which can be shared with other parents 
and carers in the community. The packs also include ideas for 
awareness days and fund raising events. We have only been able 
to get this critical information into so many pre-school settings 
thanks to the work of our supporters who both fund and deliver 
these packs.

Societi had the huge pleasure and benefi t of working with Total 
Security Installations Ltd (TSI Ltd) who were phenomenally busy 
raising awareness of Kawasaki Disease throughout May 2019. 
We worked closely with the team at TSI who supported Societi 
and led a social media campaign across Twitter and Facebook. By 
sharing posts and raising awareness of Kawasaki Disease with 
their fi rm’s entire network, Societi reached a whole new audience 
and helped protect even more tiny hearts from the serious 
damage Kawasaki Disease all too often causes. 

 
 

 
 

 
 

 

 
 

 

 

Think you know Kawasaki Disease?  
Here are some common clinical myths and the facts behind them!

Symptoms & Treatment
Myth: A characteristic symptom of Kawasaki Disease 
essential for diagnosis is peeling of fingers/ soles of feet
Fact: If skin peeling occurs - and it only appears in some 
patients - this will only occur after 10-21 days. Never 
dismiss a case on the basis of skin peeling being absent

Myth: There is a treatment window for IVIG of 10 days 
Fact: There is no "window"  or cut off point for IVIG. If 
clinical benefits are possible and inflammation is ongoing 
(fever, elevated CRP) - TREAT!
And do not delay IVIG assuming a 10 day window for 
effective treatment. Current treatment times are too 
slow. Aim to treat at 5 days (ASAP) after fever onset - 
early treatment is key to reduce risk of heart damage! 

Myth: Kawasaki Disease has no characteristic symptoms
Fact: The strongest defining symptom which should 
always trigger suspicion of Kawasaki Disease is a 
persistent, high unremitting fever for 5 days

Myth: IVIG reduces heart damage from 25% to 5%
Fact: 19% of all children develop permanent damage 
and 39% infants develop coronary artery aneurysms 
despite IVIG - linked to delayed treatment. Early 
treatment is critical!

Heart Damage
Myth: Kawasaki Disease rarely causes heart damage
Fact: In the UK, 28% of affected children have heart 
damage, 19% have lasting coronary artery aneurysms. 
39% of infants develop coronary artery aneurysms. Late 
treatment is linked to poorer outcomes

Who & How Many?
Myth: Child is too young / too old for Kawasaki Disease
Fact: You will see Kawasaki Disease in very young and 
older children. It can be most severe in infants (under 
1yr) and c.25% of those affected are older than 5 years. 

Myth: Kawasaki Disease is very rare, you’ll never see it
Fact: Kawasaki Disease is increasingly common. Cases 
are doubling globally every 10 years. In England, hospital 
admissions for Kawasaki Disease increased fourfold in 
the last decade. It’s more common than bacterial 
meningitis and measles. Please EXPECT to see it and be 
READY to treat it

Diagnosis
Myth: Echocardiograms are a useful way to confirm a 
Kawasaki Disease diagnosis
Fact: Echo is very useful to confirm heart damage but 
Kawasaki Disease if treated early, does not always lead to 
heart damage. Echo can help diagnose an atypical case. 
Never delay treatment awaiting access to an echo if 
Kawasaki Disease is suspected

Myth: Persistent fever plus all 5 symptoms must all be 
present to confirm a diagnosis of Kawasaki Disease
Fact: 47% of UK/Ireland cases are incomplete i.e. do 
not have all symptoms. Kawasaki Disease can be 
diagnosed with fewer symptoms - not all patients 
exhibit all symptoms and symptoms can appear in 
series. If a child presents with persistent fever and 2 or 
more Kawasaki Disease symptoms, always THINK 
Kawasaki Disease

Impacts
Myth: The only lasting damage from Kawasaki Disease is 
to the heart
Fact: Kawasaki Disease is a systemic disease and effects 
can be wide ranging. It can affect hearing, sight, kidneys, 
joints and cause hydrops of the gallbladder. It can also cause 
behavioural issues. See Societi Long Term Effects leaflet*

Long-Term Care
Myth: After coronary artery aneurysms have ‘resolved’, 
patients can be fully discharged from care
Fact: All patients with heart damage which persist 
beyond the acute phase (even if it ‘resolves’ later) require 
lifelong specialist care and are at increased risk of major 
cardiac events (see NHSI PSA 5/2016*)

Myth: There are no known future health risks for patients
Fact: Patients with lasting cardiac damage are known to 
be at higher risk of artery stenosis and calcification.  
Lifetime specialist care is essential. See UK 2013 
guidelines for clinical follow up regime

Myth: A past patient history of Kawasaki Disease is an 
irrelevant clinical consideration later in life
Fact: Adverse cardiac events with atypical 
presentation can occur in patients with a past history of 
Kawasaki Disease and this history should always inform 
clinical care - see NHSI Patient Safety Alert May 2016*

Temperature - 
Persistent 
high fever

Erythema - 
reddened hands 
and feet with 
swelling

Mouth - 
dry, sore mouth, 
cracked lips, 
‘strawberry tongue’

Pace - 
Treat early to 
reduce potential 
heart damage

Eyes -
bloodshot, 
non-sticky 
conjunctivitis

Rash

Swollen glands 
in neck, often just 
one side

Kawasaki Disease? 
Remember TEMPERS

Children with Kawasaki Disease 
are characteristically irritable!

If a child has a 
PERSISTENT 

FEVER 
and two or more 

of these 
symptoms 

THINK 
KAWASAKI 
DISEASE!

societi.org.uk

P
h

This “Myths and Facts” summary has been prepared for clinicians with input from Professor Robert Tulloh, Bristol Royal 
Hospital for Children, internationally recognised expert in Kawasaki Disease. These myths hamper care and delay diagnosis - 
and so adversely affect outcomes for children. Please contact us if you know of other myths and we’ll help debunk those too!

Please see societi.org.uk - Resources - For Clinicians - Here you will find the 2013 UK Kawasaki Disease Management Guidelines, Societi Long term effects 
leaflet and the *May 2016 NHSI Kawasaki Disease Patient Safety Alert
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Our Work - Awareness Raising 

17. Working with Ladies Circle   

19. Vaccines information 

18. #VSS365 & ‘Every day in January’

20. Facebook, Instagram & Twitter 

Societi Foundation was named as the Ladies Circle Presidents 
charity of the year in May 2019, by the newly installed President 
Lindsay Pickard. Ladies Circle is a huge organisation with groups 
across the UK - and has thousands of members, all of them active 
in their local communities for many great causes. Societi attended 
the Ladies Circle AGM where the partnership was revealed and 
Societi was able to provide Circlers with specially designed 
Kawasaki Disease information and resources to help them on 
their way to raising awareness and funds for Kawasaki Disease 
throughout the presidential year. 

Societi Foundation released a statement in October 2018 on 
Kawasaki Disease and vaccines.  Prompted by conversations 
about this topic - which many parents over a number of years 
have raised questions about, we joined forces with Government 
agency partners at Public Health England and the Medicines and 
Healthcare products Regulatory Agency to issue a statement 
which was also supported by our Scientifi c Advisory Board. The 
statement was well received and continues to be a popular page 
on the Societi website as it addresses the questions many parents 
have and uncouples fact from fi ction.  

Led by Societi Supporter Andy, Societi took part in a Twitter story 
writing campaign to raise awareness of Kawasaki Disease ‘every 
single day’ through #vss365 (very short story everyday) in 
January. It was part of our “Month of Awareness” during January, 
building up to International Kawasaki Disease Awareness Day on 
26 January. The Twitter based campaign was an inspired way to 
reach a whole new audience, telling them about Kawasaki Disease. 
The impact was huge. We were overwhelmed with the support in 
writing, tweeting and retweeting. Over 350 people got involved 
throughout January sending a staggering 2,400  tweets raising 
awareness of Kawasaki Disease - tweets which were seen up to 
3 million times!

Societi posts Kawasaki Disease awareness raising material 
across our social media pages on a daily basis. The number of 
followers we have on each platform has steadily and organically 
grown over time. We work hard to create content which has a 
consistent message and that is reliable and original - something 
that our followers will want to share to raise Kawasaki Disease 
awareness even further. It is only with the incredible support of 
now thousands in #TeamSocieti, across our social media channels, 
that we can continue to grow our reach and impact.
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Our Work - Awareness Raising 

21. Political engagement  thanks to Lexington 
Communications 

22. International Awareness Day 2019

Societi has benefi ted from immense support from an expert team 
of Public Affairs specialists from Lexington Health, a recognised 
leader in the fi eld of communications and engagement, 
developing plans to reach UK policymakers, politicians and wider 
stakeholders. Societi has been directly in touch with the offi ces 
of dozens of MPs and the Prime Minister during the year – 
with a view to meetings, discussion and more. Societi attended 
Westminster where we spoke about the need for a patient 
registry, the increasing incidence of Kawasaki Disease and the 
serious damage it causes for far too many children. We’ve talked 
about the need for awareness - and the need for investment 
to support UK led research and knowledge building across our 
medical community. 

Kawasaki Disease International Awareness Day 2019 was by far 
the biggest and most far reaching awareness campaign ever held 
in the UK for Kawasaki Disease. Societi Foundation worked in the 
run up to, and throughout January on wide ranging projects to 
get Kawasaki Disease known. We Collaborated with signifi cant 
national partners including the Royal College for Paediatrics and 
Child Health and NHS, as well as hundreds of Societi Supporters, 
to ensure our Kawasaki Disease awareness raising messages 
reached as far as possible. The summary statement over the 
page gives an overview of the activities and achievements of the 
campaign. 

societi.org.uk
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- Over 3,000,000 potential Twitter reads

- 250+ GP information packs sent

- 30,000 TEMPERS distributed

- 420 information packs sent to schools

- 100+ Societi supporters actively raising 
awareness with events and local campaigns

- 15 Strategic partners supporting Societi 
- 50 Societi hospital packs sent

- 1,000+ downloads of website resources

- 350 Twitter supporters joining #vss365

- 299 shares on our most popular 
Facebook post!

- 2,400 tweets in January

- 24,000 people reached 
with our top Facebook 

post

Creating Powerful Conversations
With simply fantastic support from many long 
term fundraisers and donors, we were able to 
provide an extensive range of materials, packs 
and downloadable resources for Societi 
Supporters to use to power their Kawasaki 
Conversations.  Parcels full of everything from 
TEMPERS to t-shirts, posters to pin badges and 
more besides were sent to over 100 supporters 
right across the UK - double the number of 
supporters getting involved in this way 
compared to 2018.

Over 30,000 TEMPERS leaflets were shared 
with Societi Supporters as well as in GP and 
Hospital information packs - with these going 
into schools, pharmacies, offices, community 
centres, coffee shops and many more places too. 

The dedicated page on our website for 
Awareness Day was significantly expanded for 
2019 with the addition of a host of new 
downloads and resources for growing Kawasaki 
Conversations. We created social media frames 
to download, share and raise awareness - over 
1,000 website users downloaded resources!

#TeamSocieti were busy - innovative and 
creative with their plans to raise awareness! 
From talks, to spreading the word on social 
media, films, coffee mornings and cake sales, 
“wear red” and non uniform days....whilst 
others put up posters and shared TEMPERS - 
handed out wallet cards and sent a teddy bear 
armed with info on his Kawasaki travels! And 
with offices ‘going red’, whole buildings going 
red - and Kawasaki Conversations growing 
across community events, every single Societi 
Supporter involved created powerful, lasting 
impact - growing knowledge which will directly 
protect children from Kawasaki Disease. 

Kawasaki Disease is the leading cause of acquired heart disease in children in the UK.  It’s time we changed that... 
...Together we will!

This year, Awareness Day became Awareness month! #TeamSocieti worked throughout January on wide ranging projects to get 
Kawasaki Disease known. And our impact together was significant - with Awareness Day 2019 being by far the biggest and 
most far reaching awareness campaign ever held in the UK for Kawasaki Disease.  Collaborating with significant national partners 
as well as hundreds of Societi Supporters, this summary statement shares a few of the achievements from our campaign. 

Building Awareness

As in 2018, we worked with the RCPCH and BPSU, the 
World Heart Federation and the British Heart Foundation, 
all key and longstanding Societi partners, to reach national 
and international audiences. Our joint media release was 
posted on the WHF and BHF websites - and this year we 
had huge support on social media from RCPCH, PCO, many 
hospitals, CCG’s and Trusts too, building lasting knowledge 
across clinical and medical communities.  Our 2019 
campaign also had great support from Lexington Heath to 
reach a host of MP’s; and from Roche Diagnostics who 
brought their considerable influence to raise Kawasaki 
Disease awareness.

Schools Packs, GP Packs and Hospital Packs

TOGETHER - our impact was simply huge! 
#ForOurChildren

THANK YOU!

Simply outstanding support from partners and supporters on social 
media meant we reached many hundreds of thousands of people, through 
Twitter, LinkedIn, Facebook and Instagram. Together with partners we 
made a huge impact. We have to mention some simply brilliant individuals 
too who gave up time - not just on the day but throughout all of January 
to get creative, write (#vss365!) and really power our messages with 
reposts, shares, tweets - and retweets -over 2,400 posts (on Twitter 
alone!) by over 350 people created absolutely phenomenal impact. 
Facebook and Instagram support was huge too - with over 45,000 
accounts reached from our top posts. Wow! Societi supporters care!

Social Media Messaging - #ShareIfYouCare

Throughout 2018 as fundraisers - and through EVERY day in January 2019,  Societi supporters and  fundraisers directly 
helped make Awareness Day the best campaign yet. To all our wonderful fundraisers a HUGE THANK YOU. And to 
everyone who got actively involved during January - investing time and energy - please know - that TOGETHER we have 
made a difference. YOU have contributed to protecting children's hearts from Kawasaki Disease.

Thank You...

Whilst awareness is our primary aim in January - our Supporters know that 
without their fundraising support, we can’t grow awareness throughout the 
year. Many took on the challenge to fundraise in January for us - one of the 
hardest months in which to fundraise and we’re hugely grateful! Thanks too, 
to our growing army of donors, together you’ve made Societi’s financial 
start to 2019 so strong, giving us the confidence to plan for and commit to 
projects in the months ahead.

Fantastic Fundraisers! Determined Donors!

Theme: Kawasaki Disease - EXPECT to see it - be READY to treat it!

Every poster 
placed...

Every leaflet 
shared...

Every fundraising 
event...

Every Kawasaki 
Conversation...

Every Facebook 
post & Tweet...placed...

Kawasaki Disease is the leading cause of acquired heart disease 
in children in the UK. It’s time we changed that...

...Together we will

THINK Kawasaki Disease

societi.org.uk
@Societi_UK_KD

@SocietiFoundation
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Poster data from Tulloh et al, Kawasaki Disease: a prospective population survey UK & Ireland 2013-15

Kawasaki Disease is predominantly a 
childhood illness. Its cause is unknown. 
Kawasaki Disease is the leading 
cause of acquired heart disease in 
children. It is often mistaken for other 
common childhood illnesses, leading to 
delayed treatment. Children who go 
untreated or who are treated later face 
significantly higher risks of developing 
serious complications including life long 
heart damage. Babies under one year 
are at greatest risk of serious heart 
damage  Early diagnosis and 
treatment is critical. TOGETHER WE CAN CHANGE THIS!

The UK Foundation for Kawasaki Disease

Kawasaki Disease is  
increasingly common in 
the UK 

If a child has a persistent 
high fever for 5 days or 
more, with TWO or more of 
these symptoms please 
THINK Kawasaki Disease 

Kawasaki Disease can be 
present with some or all of 
these symptoms

Please EXPECT to see it, be 
READY to treat it! 

Kawasaki Disease Symptoms:

Persistent fever

Swollen fingers/toes

Cracked lips/
’strawberry’ tongue

Bloodshot eyes

Rash

Swollen glands

ngers/toes

rack
wbe

Blood

glands

Persistennt fever

kkkkkkeedddddd llliips/raacckkkk

RRRaasshhwollleenn fifififinnnnggers/to

dddsshhhoott eyesoooddd

Swollllleenn gggllands

BloBlo

Cr
’straw

Cr

EARLY TREATMENT IS KEY  ...PLEASE DON’T DELAY
Children diagnosed and treated in less than 7 days from onset of fever 

have a much reduced risk of life long heart damage

39%

28%

39% of babies with 
Kawasaki Disease 
develop coronary 
artery aneurysms
This is too high!

28% of children 
overall have some 
heart damage
This is too high!

19%
19% of children 
overall develop 
coronary artery 
aneurysms
This is too high!

7+ 
days

The current average 
diagnosis time for 
Kawasaki Disease is 
7.8 days
This is too slow!

Current UK & Ireland Outcomes for Kawasaki Disease

Thanks to key fundraisers, partners and sponsors - including 
SKLP Cardiff and KSSG, over 50 Societi Hospital information 
packs were sent in January and over 250 GP packs linked to 
Awareness Day have also been posted. Each one contains 
key info, posters and leaflets so that doctors and staff 
teams can get to know Kawasaki Disease. Over 420 
information packs were sent to schools too - with many 
taking part in activities on Awareness Day!

Strategic Stakeholder Support
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Kawasaki Disease is the leading cause of acquired heart disease 
in children in the UK. It’s time we changed that...

...Together we will

THINK Kawasaki Disease

societi.org.uk
@Societi_UK_KD

@SocietiFoundation
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Poster data from Tulloh et al, Kawasaki Disease: a prospective population survey UK & Ireland 2013-15

Kawasaki Disease is predominantly a 
childhood illness. Its cause is unknown. 
Kawasaki Disease is the leading 
cause of acquired heart disease in 
children. It is often mistaken for other 
common childhood illnesses, leading to 
delayed treatment. Children who go 
untreated or who are treated later face 
significantly higher risks of developing 
serious complications including life long 
heart damage. Babies under one year 
are at greatest risk of serious heart 
damage  Early diagnosis and 
treatment is critical. TOGETHER WE CAN CHANGE THIS!

The UK Foundation for Kawasaki Disease

Kawasaki Disease is  
increasingly common in 
the UK 

If a child has a persistent 
high fever for 5 days or 
more, with TWO or more of 
these symptoms please 
THINK Kawasaki Disease 

Kawasaki Disease can be 
present with some or all of 
these symptoms

Please EXPECT to see it, be 
READY to treat it! 

Kawasaki Disease Symptoms:
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EARLY TREATMENT IS KEY  ...PLEASE DON’T DELAY
Children diagnosed and treated in less than 7 days from onset of fever 

have a much reduced risk of life long heart damage

39%

28%

39% of babies with 
Kawasaki Disease 
develop coronary 
artery aneurysms
This is too high!

28% of children 
overall have some 
heart damage
This is too high!

19%
19% of children 
overall develop 
coronary artery 
aneurysms
This is too high!

7+ 
days

The current average 
diagnosis time for 
Kawasaki Disease is 
7.8 days
This is too slow!

Current UK & Ireland Outcomes for Kawasaki Disease

Our Impact

International Kawasaki Disease Awareness Day 2019
Impact Statement 
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Our Work - Clinical Research 

1. FOI Research shaping our focus and delivery

3.  Development for clinical trial

2. Questions of the Heart 

4. Diagnosis Day research

In 2016, Societi contacted every NHS Trust in England with a 
Freedom of Information request relating to Kawasaki Disease. 
We captured essential data regarding Kawasaki Disease hospital 
admissions spanning 10 years, between 2006 and 2015. Building 
on this previous research, Societi has planned a new Freedom 
of Information research request contacting Trusts and Health 
Boards throughout the whole of the  UK, requesting information 
spanning from 2006 until 2018. The resulting database of 
Kawasaki Disease information is at an unprecedented scale and 
will be a powerful tool to help shape and inform our work around 
Kawasaki Disease. 

Beginning with a meeting our Founder called in May 2016, Societi 
catalysed and advanced the development of a clinical trial for 
Kawasaki Disease treatments. The trial titled KDCAAP (Kawasaki 
Disease Coronary Artery Aneurysm Prevention) will investigate 
the potential for better acute treatments for Kawasaki Disease 
which may reduce the heart damage children can experience 
when affected by Kawasaki Disease. This pan-European trial 
received funding in April 2019 from Connect4Children. Societi 
is a partner in the trial team and we’ll be involved throughout, 
leading the work with families, creating patient information and 
clinical awareness resources.

Many of the longer term effects of Kawasaki Disease are not 
yet fully understood or well enough known. Many families have 
questions which, if we could fi nd or share answers could improve 
long term care for those affected. Societi launched a fundraising 
campaign for UK based research into Kawasaki Disease, designed 
to fi nd answers to key questions. Research questions are to be 
selected by working closely with families, together with clinicians, 
focusing on areas which will help improve long term outcomes for 
those affected by Kawasaki Disease.  The project is currently in 
the planning stage. 

With an apparent increase in reports from families of issues arising 
around diagnosis, and no current UK. data on what was occurring 
in the diagnosis environment, Societi Foundation undertook to 
evaluate the picture with a mini poll of parents. Working with 
KSSG who also promoted the study to parents, the study aimed 
to highlight some of the issues around Kawasaki Disease diagnosis 
and treatment times. Information from the study was analysed in 
April 2018 and found growing delays across the UK in Kawasaki 
Disease diagnosis, no increase in Kawasaki Disease awareness, 
continued confusion around Kawasaki Disease symptoms and a 
potentially signifi cant increase in risk to our children in terms of 
acquired heart disease from Kawasaki Disease in the UK.
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Our Work - Clinical Supervision 

1. Planning a Kawasaki Disease registry

3. Working with Paediatric Care Online

2. Development of E-learning module with RCGP

4. Attendance at the annual RCPCH conference  

Societi Foundation prepared and made available a Kawasaki 
Disease awareness raising newsletter article for use by Supporters. 
It has been prepared so that it can be included in local newspapers, 
school newsletters, community or church magazines. The simple 
article has been publicised on our social media sites is available 
on our website to be downloaded and emailed directly to local 
news desks, raising valuable awareness within local communities. 
Thanks to the wonderful work of our supporters, this article has 
appeared in church, community and village magazines and has 
also been shared on social media.

Working with the Paediatric Care Online (PCO) team, part of the 
Royal College of Paediatrics and Child Health, we helped directly 
in the development of updated pages on their clinical decision 
support system app. Previously, Societi worked with PCO staff 
to include Kawasaki Disease in a host of the “Key Practice Points” 
(clinician information pages) on their app - an online resource 
available to over 18,000 members of the College. The updated 
pages, including one on “Pyrexia of unknown origin” - or fever 
with unknown cause, now highlights information on Kawasaki 
Disease.

In February 2019 we announced a partnership between Societi 
and the Royal College of General Practitioners (RCGP) - the 
professional body for UK GPs to develop a Kawasaki Disease 
e-learning module. Designed to raise awareness and build 
knowledge of Kawasaki Disease amongst GPs, Societi produced 
and developed a variety of content and resources to be used 
within the module. Funded by Societi and authored by Societi 
Trustee, Dr Louise Tulloh the module will become available to over 
100,000 UK healthcare professionals as part of their continued 
professional development. Work advanced during 2019 to 
create course content, led by Societi. 

Societi ensured huge visibility for Kawasaki Disease with clinicians 
attending the RCPCH annual conference in Birmingham. With 
support from KSSG, Societi spent time having many Kawasaki 
conversations with hundreds of interested clinicians and handing 
out thousands of items of Kawasaki Disease information over the 
three days. Societi Trustee, Professor Robert Tulloh ran a 90 minute 
training workshop at the conference which we worked together 
with BPSU to promote. The workshop was oversubscribed and 
extremely successful with fantastic participation and lots of 
engagement. 

societi.org.uk
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Communication  - Research - Knowledge

Did you know that...
...unlike many serious conditions, there is no national record kept - no database or “registry” for 
those affected by Kawasaki Disease? The lack of a registry is just one of the reasons why there is 
no fully accurate figure of how many people there are in the U.K. at the moment living with the 
effects of Kawasaki Disease today. 

What is a registry used for?
Many charities like ours develop patient registries and there are lots of reasons for doing this. 
There’s no strict definition of what a registry is. For us, if we undertook towards the development 
of a registry, it would be for - 

Communication - for instance, when new clinical care guidelines are published (just as will 
soon be the case for our new UK cardiac management guidelines!) a registry can be one way 
of getting information quickly into the hands of patients and parents - so that they can 
discuss any relevant information with their doctors. This puts you in control! When 
important information is issued such as the NHS patient safety alert in May 2016 on 
Kawasaki Disease (which you’ll find on our website if you’ve not seen that previously) - a 
registry helps this information quickly get to patients who need it. And when new 
discoveries are made, information can be shared quickly

We think...

#TeamSocieti   #ForOurChildren   #BeTheChange

....that not having a UK Kawasaki Disease registry is a HUGE GAP at the moment and something 
we’d - as patients and our doctors - really benefit from - TOGETHER.

Of course - any registry is only useful if people take part. So we wanted to share our early thinking 
on the potential of a Kawasaki Disease registry and see what families within the UK felt about the 
idea - as we carry on developing the idea as a future possible project, and take forward 
conversations with key partners.

If we were to develop a registry, it would be a secure UK patient registry for Kawasaki Disease, 
which would involve proper and fully secure data collection and secure data storage. Would you be 
interested in joining it? Would you be interested in helping us to fund its development and future 
running costs?

Stay informed!
If you’re a UK family or patient and you’d like to be kept informed about progress as we continue to 
develop this idea, please use the contact form on the website - www.societi.org.uk - just with a 
note saying “I’d be interested in a registry - please keep me informed” and we’ll update you as and 
when the project develops further. 

We’d (passionately!!) like to see a UK registry for Kawasaki Disease happen  - with your support, 
this could be possible! Please support us if you can. Thank you!

Can you help?
A registry for Kawasaki Disease would take time and money to deliver but have HUGE and lasting 
benefits for every single person affected by Kawasaki Disease in the U.K. If you’d like to donate or 
fundraise to support our ambition to have a registry, you’ll find the links below helpful. THANK YOU!

Some useful links!
Donate: https:societi.org.uk/ - click on any of the donate buttons on any page on the website if you’d 
like to make a donation to support our work!

Fundraise: Find out more here: https://www.societi.org.uk/fundraising/fundraising-packs

Kawasaki Disease is the leading cause of acquired heart disease in children in the UK.  It’s time we changed that... 
...Together we will!

Research - With diseases like Kawasaki Disease we have many, many unanswered 
questions as parents, but our doctors do too - and the only way to know more is to work 
with us as patients and families to learn through research. A registry allows us to invite 
people to participate in research so we can learn more about Kawasaki Disease- and find 
answers to questions. New research only takes place from information held in registries with 
prior consent (permissions) given by each patient. If permission isn’t given, a patients 
information does not contribute to new research projects - in other words, you choose - 
you remain in control. Ideally of course, everyone within the registry would contribute to 
research, for example by sharing anonymised information about their initial treatment. 
Research is the most powerful purpose of a registry and in fact - the sole purpose for many 
medical registries.

Knowledge - By having a registry we’d start to build a clear and accurate understanding of 
who is affected by Kawasaki Disease in the UK and how many people are living with the 
lifetime effects of the disease. This helps hugely when it comes to making the case for 
investment, more support and actually, more U.K. research too. 

A Registry for Kawasaki Disease 
You can help to change the future of Kawasaki Disease!

th t



Societi The UK Kawasaki Disease Foundation - Registered in England and Wales (no. 1173755) 17

Our Work - Clinical Supervision 

5. UK Kawasaki Disease Steering Group

7. Shaping national guidance 

6. Producing guidance - Lifetime cardiovascular 
management of patients with previous Kawasaki 
Disease

8. RCPCH webinar on Kawasaki Disease diagnosis 
and management 

Societi chairs the UK Kawasaki Disease Steering Group - a UK 
wide partnership group comprising key national leaders and 
infl uencers who can act together as a catalyst for positive change 
around Kawasaki Disease - for awareness, for knowledge sharing 
and to encourage best practice in clinical care across the UK.  
Advocacy in all these areas is the remit of our group. The group 
meets twice yearly and works to advance focus areas such as 
research, knowledge sharing, awareness raising and encouraging 
and enabling best practice in clinical care. During 2018/2019 
our work included directing the delivery of the ground breaking 
‘Lifetime cardiovascular management of patients with previous 
Kawasaki Disease’ paper.

Societi founder, Rachael McCormack, was appointed in May to the 
“Fever under 5’s” Committee of the National Institute for Health 
and Care Excellence (NICE). The work of the national Committee 
is to review and consider updates to clinical guidelines for fever 
in the under 5’s. NICE describe the purpose of the guideline as 
“This guideline is designed to assist healthcare professionals in the 
initial assessment and immediate treatment of young children 
with fever presenting to primary or secondary care.” With a focus 
on Kawasaki Disease, we recognised the huge importance of 
updating these guidelines so that more children could be correctly 
and quickly diagnosed, when affected by Kawasaki Disease.

With the UK Kawasaki Disease Steering Group having identifi ed 
the priority to develop lifetime guidance for Kawasaki Disease, 
Societi coordinated the establishment of an expert writing group 
to produce much needed new UK. lifetime cardiac management 
guidance. The guidance is for those who have been affected 
Kawasaki Disease and this has resulted in lasting heart damage. 
During the year the group are consulted widely and expanded its 
membership to include experts in Kawasaki Disease, paediatric 
cardiology and adult cardiology from across the UK and USA. The 
guidance will set out in detail defi nitive lifetime clinical care needs 
of those who suffer lasting heart damage.

Together with leading UK experts in Kawasaki Disease, Professor 
Robert Tulloh and Professor Paul Brogan and enabled by the 
British Paediatric Surveillance Unit, Societi created a clinician’s 
webinar which was run by the Royal College of Paediatrics and 
Child Health. The webinar highlighted how out-dated information 
about Kawasaki Disease is hampering best practice for affected 
children and presented recent research fi ndings on incidence (UK 
and Ireland) – including revealing data on lifetime heart damage 
caused. This has been the most popular webinar developed by 
the RCPCH and continues to get high viewing fi gures.

isease
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Our Work - Clinical Supervision 

9. Spotting zebras - detailed clinician resource 
pack 

10. Recruitment to our Scientifi c Advisory Board

Societi created an information and resource booklet for use by 
clinicians as an addition to Kawasaki Disease workshops and 
webinars.  The booklet was designed to help clinicians understand 
diagnosis considerations, increase knowledge of differential 
diagnosis issues, increase awareness of urgency of treatment 
and disease severity and abandon prevailing ‘myths’ around 
Kawasaki Disease.  As well as use with webinars and workshops 
the booklet is an excellent aid for all clinicians wishing to increase 
their knowledge around Kawasaki Disease.

Kawasaki Disease can have many effects on a child and as such 
a multi-disciplinary approach to research/care is needed for this 
disease. Societi is therefore supported by a Scientifi c Advisory 
Board - a phenomenal group of Kawasaki Disease experts. 
Throughout the year, we have recruited to our Scientifi c Advisory 
Board to ensure Societi has access to the clinical expertise needed 
in our work.  After recruitment, the Board now comprises the 
experts and fi eld leaders as shown below. 

Spotting zebras! 
Overcoming the challenges of 
Kawasaki Disease diagnosis

Kawasaki Disease 
information and resource pack

Published by Societi Foundation 
Written by Professor Robert Tulloh & Professor Paul Brogan

April 2019 societi.org.uk
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Our Work - Support for the 
Support Group 

1. Hosting and updating the KSSG website

3. KSSG Members raising awareness

2. Updating the KSSG Parent Guide 

4. Social Media Partners

The KSSG website gives vital contact information for families who 
are affected by Kawasaki Disease and need to connect with the 
Support Group. Societi host the Support Group’s website within 
its own site and completes updates as and when required. The 
national helpline promoted through our website and elsewhere, 
allows families to speak to a friendly, knowledgeable and 
experienced team, and have questions answered in a sympathetic 
and supportive way.

Working with KSSG, batches of TEMPERS leafl ets and ‘wallet 
cards’ - all containing invaluable Kawasaki Disease information 
have been sent out to tens of homes across the UK, to families 
wanting to raise awareness in their communities. KSSG led an 
awareness campaign, supported by Societi materials. KSSG 
promoted access to Societi resources through their closed 
Facebook group and ensured that, by working together, our 
materials were able to reach pharmacies and school / nursery 
settings which otherwise it would not have been possible for us 
to reach.

The KSSG Parent Guide was originally developed by KSSG. Societi 
fully updated and expanded the KSSG parent guide on behalf of 
KSSG which was reviewed by Societi Trustee, Professor Tulloh. 
We re-designed it too, making sure information is set out in a 
clear and user-friendly way. The guide is intended to help families 
understand more about Kawasaki Disease and explain some of the 
common issues raised by parents of children who are diagnosed. 
The guide now also sits on the Societi Family Resource Portal and 
within the KSSG pages of our website and is reviewed regularly to 
ensure the information is as up to date as possible. 

Together with leading UK experts in Kawasaki Disease, Professor 
Robert Tulloh and Professor Paul Brogan and enabled by the 
British Paediatric Surveillance Unit, Societi created a clinician’s 
webinar which was run by the Royal College of Paediatrics and 
Child Health. The webinar highlighted how out-dated information 
about Kawasaki Disease is hampering best practice for affected 
children and presented recent research fi ndings on incidence (UK 
and Ireland) – including revealing data on lifetime heart damage 
caused. This has been the most popular webinar developed by 
the RCPCH and continues to get high viewing fi gures.

How is Kawasaki Disease 
diagnosed? 
As we have said there is currently no single blood 
test for Kawasaki Disease.  It can be diagnosed 
when there is persistent fever and any of the 
five symptoms listed above are present. Not all 
symptoms have to be present for a diagnosis to be 
made.  However, we know that Kawasaki Disease 
can be difficult to recognise – especially as some 
of the symptoms may have been and gone when Kawasaki Disease is being considered.  
It is important to try to remember what has happened with your child and what 
symptoms there have been over previous days, when seeking medical advice.

What are some of the problems that can occur?

Effects on the heart
Like all other organs of the body, the heart muscle and the lining around it (the 
pericardial sac) can become inflamed and sore. The inflammation caused by Kawasaki 
Disease can affect the small arteries to the heart – the coronary arteries. Instead of 
being narrow and straight, the coronary arteries might be enlarged from inflammation 
or ‘ballooning’ in the artery which , is called an aneurysm. One in four children affected 
by Kawasaki Disease develop coronary artery aneurysms. Blood moves much slower 
in an aneurysm and slow moving blood may cause a clot. Although this is a relatively 
uncommon problem, it is serious and this is one of the reasons why doctors look 
carefully for coronary artery aneurysms. In a small proportion of the children affected in 
this way, they can become seriously ill and the heart can function less well.

In order to detect the heart problems (or hopefully confirm these are not present), an 
echocardiogram (heart ultrasound scan) is performed. This is quite specialised and may 
be undertaken at a children’s hospital or may be undertaken at your local hospital by a 
specially trained doctor. The scan will detect any change of heart function, inflammation 
of the lining of the heart, inflammation of the valves or development of artery dilation 
(widening) – or aneurysm formation. The scan is usually performed soon after the 
diagnosis and at least three times during the course of the illness and the convalescent 
period. Sometimes the results of the echocardiogram will be one of the factors which 
allow the doctor to confirm a Kawasaki Disease diagnosis.

In order to obtain good pictures it is necessary 
for your child to lie quiet and still.  Everyone 
who knows about Kawasaki Disease knows how 
unhappy the unwell children often are, there is no 
need to be embarrassed if your child will not co-
operate, the staff will be used to it!  Sometimes 
it is necessary to sedate a child to get the best 
possible examination of their heart – and staff 
will discuss this with you if it is required.

Don’t be worried if the echo seems to take ages to perform, the technician or doctor is 
trying to see the tiny arteries that feed the heart. As the heart is just the size of your 
child’s clenched fist, finding and carefully checking their hearts can take a while.

If a widening of the 
artery or an aneurysm 
is found during an echo 
examination, it might 
be helpful to know that 
the majority of these 
changes are reversed 
over the following two 
years. This does depend 
on the nature of any 
damage caused to a 
child’s heart by Kawasaki 
Disease, and of course 
how extensive the 
damage is initially. But it 
is important to say that 
even for those children 
who do go on to have 
a long-term problem, 
whilst they will have to 
take medication and be 
monitored closely, most 
lead a normal life.

It can be devastating to find out there is something wrong with your child’s heart and it 
ll k d h



Societi The UK Kawasaki Disease Foundation - Registered in England and Wales (no. 1173755) 21

Our Work - Support for the 
Support Group 

5. Patient-led content 6. Raising awareness of KSSG

Throughout the year, Societi have worked with KSSG in the 
creation and development of materials, to ensure that KSSG 
and their members have access to a comprehensive range of 
trusted resources. This is a two-way process however, with KSSG 
guidance and input helping to shape content, refi ne material and 
ensure that together the resources we produce are helpful to and 
tailored for the families that we support, across both Societi and 
KSSG. We are grateful for the continued support of KSSG in so 
many areas of our work.  

Societi promote the work of KSSG where ever possible with 
our supporters and partners and vice versa. KSSG attended the 
RCPCH conference alongside Societi in May 2019, providing 
much welcome support over the 3 day event. The conference 
provided KSSG with the fantastic opportunity to speak to clinicians 
from across the UK and to raise awareness of the Family Support 
Group to this key group of people. At the conference, KSSG were 
able to inform clinicians of their work offering emotional support 
and advice to families affected by Kawasaki Disease. 
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With thanks from Societi

Our annual report is an important 
document for us as a charity. But it serves 
to do much more than that by helping 
anyone who reads it to get to know a little 
more about Societi and Kawasaki Disease 
than they did before.

For me, that’s a truly valuable outcome 
to have achieved. Sharing knowledge and 
growing the number of people who can 
recognise this often pernicious disease will 
always remain a core aim for Societi.

Thank you for reading our annual report. 
The time you’ve invested in understanding 
more about out work means such a lot.

With my very best wishes,

Rachael McCormack, Founder
for Societi Foundation

Thank you 



Kawasaki Disease Symptoms

Persistent fever

Rash

Bloodshot eyes

Cracked lips/
‘strawberry’ tongue

Swollen fi ngers/toes

Swollen glands

If a child has a 
PERSISTENT FEVER

and two or more of these symptoms 
THINK KAWASAKI DISEASE!
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