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I am delighted to share with you our 
first PANS PANDAS UK Newsletter.  
Within this issue, we hope to 

provide an update with regard to our 
accomplishments to date and our 
future plans for 2019/2020.

Much has been accomplished since 
we first met Medical Specialists with 
an interest in PANS and PANDAS in 
London in October 2017. This meeting 
was instrumental in establishing a 
consortium of Doctors who would 
form the UK PANS Physicians Network 
who now meet quarterly to discuss the 
detection, diagnosis and treatment of 
these conditions with representation 
from PANS PANDAS UK.

This group has achieved an incredible 
amount in a short time and in 2018 
the first UK PANS and PANDAS 
treatment guidelines were created to 
aid in timely diagnosis and treatment 
for children.  These guidelines are 
currently  under review pending 
publication. www.panspandasuk.org.

In May 2018 we officially received 
charitable status and during 
September 2018 we were able to 
achieve our goal of hosting the first 
PANS PANDAS UK Conference 
hosting Dr Sue Swedo, Prof Jennifer 
Frankovich, Dr Kyle Williams, Amy 
Smith (ANP) from the USA alongside 
respected UK specialists Dr Ming Lim, 
Professor Rajat Gupta, Dr Andrew 
Curran and Dr Tim Ubhi from the UK 
Physician’s Network.

We would like to thank all the doctors, 
parents and supporters for their help 
in making this possible and for your 
help in highlighting these devastating 
conditions by both fundraising and in 
sharing your personal journeys in  
order to raise awareness. 

Without you this would never  
have happened. 

Best wishes
Georgia Tuckey 
Chair, PANS PANDAS UK

PANS PANDAS UK 
NEWSLETTER
SPRING 2019
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PANS PANDAS UK
PANS PANDAS UK was established in 
the Autumn of 2017 after numerous 
discussions by a small group of 
parents with children affected by 
PANS and PANDAS. The creation of 
PANS PANDAS UK was due primarily 
to the ever-increasing number of 
parents joining the support group 
many of whom were struggling to 
obtain a diagnosis and treatment for 
their children. 

Looking back to May of 2016, we were 
not aware of one doctor treating these 
conditions and we were increasingly 
aware of the ever-growing number 
of children being affected and yet 
few if any parents were managing to 

find medical care for their children 
and the individual stories were 
harrowing. Those that could afford 
to were going to America to access 
treatment for their children and 
we were aware of parents who had 
sold their homes in order to finance 
medical consultations abroad. 

As a team, we are dedicated to 
advocate for change by raising 
awareness and understanding for 
these conditions amongst the general 
public and medical professionals to 
ensure better diagnosis and early 
effective treatment for those suffering 
from these little understood, but life-
changing conditions.

UK PANS PHYSICIANS NETWORK
Following the inaugural meeting 
in October 2017 in London. A well-
respected group of medical specialists 
from a variety of specialisms including 
Neurology, Immunology, Infectious 
Diseases, Paediatrics, Psychiatry 
and Psychology meet quarterly with 
representatives from PANS PANDAS 
UK to discuss diagnosis and treatment 
of children and young adults suffering 
from PANS and PANDAS.

The UK Physicians Network have held 
meetings in London, Birmingham, 
Leeds, Manchester and Liverpool and 
future meetings are currently sched-
uled for Birmingham, Scotland, Ireland 
and London. So far these meetings 
have involved 21 individual doctors 
from a variety of specialisms. 

In May 2018 an opportunity arose to 
send one of the doctors from the PANS 
Physicians Network to the PANDAS Net-
work “Common Threads Conference’ in 
New York. We were very fortunate that 
Dr Tim Ubhi was available to attend 
as this has helped foster relationships 
between medics on our two continents.

We would like to take this opportunity 
to thank the following companies who 
have kindly donated boardrooms 
and catering with no charge to the 
Charity enabling us to keep our costs 
to a minimum when organising the 
Physician’s Network meetings: 

Jones Lang Lasalle
Squire Patton Boggs
Hilton Hotels
PLMR

We have big  
plans for 2019 
and 2020 to get 
PANS on the 
agenda of NHS 
England to ensure 
these conditions 
are formally 
recognised.”
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AWARENESS
In February 2018 we were excited to 
launch the official PANS PANDAS UK 
website www.panspandasuk.org.

Simultaneously we saw the launch of 
the official PANS PANDAS UK closed 
Facebook Support Group which has 
grown from strength to strength over 
the last year and offers invaluable 
peer-to-peer support for families 
as can be seen by the growth in 
membership in the graph on the right. 
This group was extended recently to 
offer an additional Support Group for 
adults affected by these conditions.

Many families have reported issues 
regarding the lack of awareness 
amongst General Practitioners 
when presenting a child with 
suspected PANS.  Families also 
reported concerns regarding school 
attendance issues. With this in mind,  
May 2018 saw the publication of PANS 
PANDAS UK Awareness Leaflets for 
GP’s, Parents and Schools. All of which 
are available for download from 
Panspandasuk.org/info.

GP Information Leaflet (April 2019)

c/o Baldwins, Pegasus House, Pegasus Court, Tachbrook Park, 
Leamington Spa, Warwickshire CV34 6LW

Who we are
About us

It is our mission to raise national awareness of these 
life changing conditions, create support networks 
for families who are affected and develop an 
ongoing relationship with a network of doctors in 
order to encourage education in these conditions.

Contact us

 www.panspandasuk.org
� panspandasuk@gmail.com
� PANS PANDAS UK Support Group
� @PandasPans

References
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Kapphahn, C., Frankovich, J., Geller, D., Bernstein, G., Chang, 
K., Elia, J., Swedo, S. (2017) Clinical Management of Pediatric 
Acute-Onset Neuropsychiatric Syndrome: Part I–Psychiatric 
and Behavioral Interventions, Journal of Child and Adolescent 
Psychopharmacology. V27(7) pp1-8

Frankovich, J., Swedo, S., Murphy, T., Dale, R. C., Agalliu, D., 
Williams, K., Daines, M., Hornig, M., Chugani, H., Sanger, T., 
Muscal, E., Pasternack, M., Cooperstock, M., Gans, H., Zhang, 
Y., Cunningham, M., Bernstein, G., Bromberg, R., Willett, T., 
Brown, K., Farhadian, B., Chang,K., Geller, D., Hernandez, J., 
Sherr, J., Shaw, R., Latimer, E., Leckman, J., Thienemann, M., 
PANS PANDAS Consortium (2017) Clinical Management of 
Pediatric Acute-Onset Neuropsychiatric Syndrome: Part II—Use of 
Immunomodulatory Therapies, Journal of Child and Adolescent 
Psychopharmacology. V27(7) pp1-16

Cooperstock, M., Swedo, S., Pasternack, M., Murphy, T.; for 
the PANS PANDAS Consortium (2017) Clinical Management 
of Pediatric Acute-Onset Neuropsychiatric Syndrome: Part III—
Treatment and Prevention of Infections, Journal of Child and 
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Please see our website to download these journal articles  
in full. https://www.panspandasuk.org/resources

GP
Information
Leaflet
PANS PANDAS UK 
PANS 
Paediatric Acute-Onset Neuropsychiatric Syndrome

PANDAS ICD-11: 8E4A.0 
Paediatric Autoimmune Neuropsychiatric Disorder 
Associated with Streptococcal Infections

PANS PANDAS UK GP leaflet Print.indd   1 28/04/2019   19:07

Parent Information Leaflet (April 2019)

c/o Baldwins, Pegasus House, Pegasus Court, Tachbrook Park, 
Leamington Spa, Warwickshire CV34 6LW

Who we are
About Us

It is our mission to raise national awareness of these 
life changing conditions, create support networks 
for families who are affected and develop ongoing 
relationships with a network of doctors in order to 
encourage education in these conditions.

Contact Us

 www.panspandasuk.org
� panspandasuk@gmail.com
� PANS PANDAS UK Support Group
� @PandasPans

Caring for your Child

You are doing this already! By reading this leaflet and 
trying to find the answer to why your child has changed. 

A family often needs to learn a whole new way of life 
when dealing with PANS and this can be difficult for 
the whole family. Please remember that this is often a 
temporary illness and with quick and effective treatment 
you can have your child back.

Caring for yourself

Feelings of isolation, grief and accusations of bad 
parenting are reported by the majority of parents, 
especially those who have been dealing with this 
condition for some time. Finding a trusted counsellor 
or friend to talk to, who has your best interests at heart 
and is prepared to listen, may offer some release from 
mounting anxiety.

Parents and carers often forget to take care of 
themselves. If you have a partner, try and take turns in 
having some time out if you can. See your doctor to 
make sure your own health needs are met and ensure 
that if you feel you are not coping with your own stress 
and anxiety that you ask for help.

Join our Facebook support group PANS PANDAS UK 
Support Group where you can share your story, ask 
questions and join our community of supportive and 
knowledgeable parents. They are waiting to welcome 
you to the group and sometimes it is only those who 
have been in your shoes who truly understand. 

Caring for your other children

This condition is hard on siblings. Try if you can to spend 
time alone with your other children, no matter how 
short that time is, making sure they understand that they 
are loved and valued too.  Consider approaching Young 
Carers, an organisation which offers support to children 
with ill siblings.

Parent
Information
Leaflet
PANS PANDAS UK 
PANS 
Paediatric Acute-Onset Neuropsychiatric Syndrome

PANDAS ICD-11: 8E4A.0 
Paediatric Autoimmune Neuropsychiatric Disorder 
Associated with Streptococcal Infections

Parent Information Leaflet Print.indd   1 28/04/2019   19:03

Who we are
About us

It is our mission to raise national awareness of these 
life changing conditions, create support networks 
for families who are affected and develop ongoing 
relationships with a network of doctors in order to 
encourage education in these conditions.

Contact us

 www.panspandasuk.org
� panspandasuk@gmail.com
� PANS PANDAS UK Support Group
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How can we support the 
PANS/PANDAS student? School

Information
Leaflet

School Information Leaflet (April 2019)

c/o Baldwins, Pegasus House, Pegasus Court, Tachbrook Park, 
Leamington Spa, Warwickshire CV34 6LW

Learn about and understand the condition.

Communicate frequently with the parents, 
especially during a flare.

Assess the impact of an individual’s symptoms  
on their school day and make accommodations 
where possible.

Notify the family about any reported cases 
of illness in the child’s class.  Strep infections, 
chickenpox, influenza, hand foot and mouth 
disease or any other illness specified by  
the parent.

Remember that during a flare the child has 
little control over their behaviour.  This is due 
to inflammation in their brain, they are not 
misbehaving – please try to be understanding.

PANS PANDAS UK 
PANS 
Paediatric Acute-Onset Neuropsychiatric Syndrome

PANDAS ICD-11: 8E4A.0 
Paediatric Autoimmune Neuropsychiatric Disorder 
Associated with Streptococcal Infections

PANS PANDAS UK sch leaflet print.indd   1 28/04/2019   18:42

http://www.panspandasuk.org
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PANS PANDAS UK exhibited at the following events during 2018.

 • PANS Neuro-Immunology Training event in Manchester (May 2018)
 • AONM Lyme Disease Conference, London (May 2018)
 • NHS Lyme Disease Medical Conference, (May 2018)
 • AONM Bursting the Bubble Conference, London (November 2018)

AWARENESS DAY VIDEO
Just in time for 9th October 2018 International PANS PANDAS Awareness Day, 
the talented Sarah and Jemma Bailey of Simply Media Productions produced 
this beautiful video to highlight the conditions and create awareness. All the 
children you see in the video are living in the UK and suffering from PANS  
or PANDAS.

https://www.youtube.com/watch?v=vIVVjWFBSwc&feature=youtu.be

Sarah and Jemma 
Bailey of Simply 
Media Productions 
produced this 
beautiful video 
to highlight the 
conditions and 
create awareness.”

AONM Bursting the Bubble Conference:
Georgia Tuckey and Vicky Burford

https://www.youtube.com/watch?v=vIVVjWFBSwc&feature=youtu.be
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E-HOSPITAL APPEAL
In September 2018 the Children’s e-Hospital launched an appeal to NHS  
England, and Matt Hancock, Secretary of State for Health and Social Care  
via change.org.

We currently have over 21,000 signatures on the petition, but we need more 
to get this debated in parliament.

Please do sign and encourage friends and family to help us reach our target: 
https://www.change.org/p/nhs-england-approve-pandas-pans-as-recog-
nised-childhood-conditions-in-the-nhs

PANS PARENTS SURVEY 2018
During August 2018, 127 parents took part in a UK Parents survey.  
The information we received via this survey has been indispensable  
to share with the medical profession and media. Our thanks to all  
those who took part in the survey.

Some of the key metrics are listed below.

95%
of 125 
respondents 
say GP did not 
suggest PANS 
or PANDAS.

47%
of 106 
respondents  
say 
Paediatrician  
had never 
heard of PANS  
or PANDAS.

54%
of 125 
respondents 
have received 
no treatment 
from the NHS 
at all.

30%
of 111 
respondents 
have children 
who have had 
more than 6 
months off 
school.

58% of 117 respondents have one or 
more family members who have 

sustained physical injury as a result 
of PANS or PANDAS

10% of 122 respondents 
have children who 

have been admitted to 
an inpatient psychiatric 
unit

15% of 120 
respondents 

have chosen to home 
school their children

50% of 122 
respondents 

have received no 
additional support  
at school

52% of 107 
respondents say 

that one of the adults in 
the home has had to give 
up work as a result of PANS 
or PANDAS

12% of 110 respondents have 
had to travel abroad  

for treatment

95% of 125 respondents  say GP 
did not suggest PANS or PANDAS

47% of 106 respondents  
say Paediatrician  

had never heard of PANS  
or PANDAS

19% of 106 
respondents 

say Paediatrician was 
able to identify and 
diagnose PANS or 
PANDAS

54% of 125 
respondents 

have received no 
treatment from the 

NHS at all

58% of 125 
respondents 

have had to seek private 
treatment

28% of 124 respondents 
have been reported for 

concerns regarding their parenting 
and/or referred to parenting classes

PANS PANDAS UK 
2018 Parents Survey
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http://change.org
https://www.change.org/p/nhs-england-approve-pandas-pans-as-recognised-childhood-conditions-in-the-nhs
https://www.change.org/p/nhs-england-approve-pandas-pans-as-recognised-childhood-conditions-in-the-nhs
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T he UK PANS PANDAS 
Conference held on Saturday, 
22nd September 2018 at Imperial 

College, London was a pivotal event 
for PANS PANDAS in the UK. 

We welcomed Dr Sue Swedo 
(Paediatrician – NIMH), Prof Jennifer 
Frankovich (Rheumatologist – 
Stanford University), Dr Kyle Williams 
(Psychiatrist - Harvard University) 
and Amy Smith (Advanced Nurse 
Practitioner) from the US with kind 
support from Pandas Network. 

Joining these well-known specialists 
from the PANS and PANDAS world 
were respected UK consultants Dr 

Ming Lim (Neurologist – Evelina, 
London), Professor Rajat Gupta 
(Neurologist – Birmingham Children’s 
Hospital), Dr Andrew Curran 
(Neurologist – Alder Hey Children’s 
Hospital), Dr Tim Ubhi (Paediatrician 
- E-Hospital and Darlington Memorial 
Hospital).

Our thanks go to each one of these 
speakers; we are extremely grateful 
to them for donating their time.

The conference was chaired by 
Dr Tim Ubhi and opened by the 
inspirational Tim Bouman who took 
us on a heartfelt journey of life as a 
child dealing with PANS. 

UK PANS PANDAS 
CONFERENCE – 
SEPTEMBER 2018
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Tim, having personally suffered 
from PANS, was able to talk about 
his experience of living with this 
condition. His talk was insightful 
and full of energy and certainly 
helped many parents understand 
the anguish their children may be 
experiencing and provided much 
-needed hope to many parents.

The event itself was attended by 230 
parents and medical practitioners 

and we welcomed representatives 
from our partner European charitable 
organisations; Karen Cafferky (Pandas 
Ireland), Natasha Lindsay (Pandas 
Foundation, Northern Ireland), 
Giuliana Galardini (Pandas Italia) and 
Gunilla Gerland (SANE, Sweden).

A lovely surprise was to have Beth 
Maloney, author of Saving Sammy 
and Childhood Interrupted attend  
the conference. 
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On the day prior to the conference, 
the UK PANS Physician’s Network had 
the opportunity to informally meet 
their US counterparts.

PANS PANDAS UK hosted a small 
networking evening for a members of 
the facebook support group attending 
the conference, enabling parents to 
meet face-to-face for the first time.

To facilitate the attendance of NHS 
medication professionals CPD 
accreditation was obtained which can 
now be used against the UK PANS 
Physician’s quarterly meetings.

Jemma and Sarah Bailey of Simply 
Media Productions kindly recorded 
the conference and are spending 
much of their free time editing the 
videos of each speaker and these will 
be available for a voluntary donation 
on our website shortly. 

We were also delighted that Jayne 
Bouman, Artist and mother of speaker 
Tim Bouman agreed to exhibit some 
of her powerful and emotive artwork 
which was inspired by her journey as 
a parent of a child with PANS.

CONFERENCE 2018
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An incredible £26,800 was raised in 2018 by a combination of generous 
donations and fundraising with a small percentage coming from our online 
merchandising. £14,100 of this was raised directly by some inspirational and 
imaginative fundraising events.

We were also incredibly grateful for 
the Corporate Sponsorship of Berkley 
Care Group who very generously 
donated in excess of £15,000.  
This donation was instrumental in 
ensuring we could meet our goal of 
hosting the first UK PANS PANDAS 
Conference in London during May 
2018.  Berkley Care Group also met the 
costs associated with employing a PR 
company to advise and manage all the 
PANS PANDAS UK media coverage.

Funds are essential for us to continue 
our work. We have big plans for 2019 
and 2020 to get PANS on the agenda 
of NHS England to ensure these 
conditions are formally recognised. 
The charity is run entirely on a 
volunteer basis by parents and 
without fund raising we simply would 
not be able to achieve our objectives.

We would like to thank everyone who 
has raised funds for the charity either 
through direct donations, facebook 

birthday fundraisers, runs, swims, 
fundraising events or by donating 
your time or expertise to assist us 
in our endeavours. All are of equal 
importance. There are too many 
people to thank individually but their 
generous donations have made all the 
difference! Thank you. 

Some of the highlights from the 
fundraising for 2018!

PANDAID kicked off the fundraising 
for 2018 by raising £2,250. This was 
a wonderful opportunity for parents 
to meet, many for the first time, 
whilst being treated to an evening of 
excellent music by Tim Friers and the 
Mercenaries, The Juniper Club and 
Nova Kicks as well as a bushtucker 
trial by Andy Magee and a moving 
rendition of ‘Fix You’ by the talented 
Sonia Serrano.

Our thanks to Sonia Serrano for 
organising this incredible event!

We have big plans 
for 2019 and 2020 
to get PANS on 
the agenda of NHS 
England to ensure 
these conditions 
are formally 
recognised.”

FUNDRAISING

Please subscribe to the 
PandAid Youtube channel to 
find out how we are raising 
awareness through music!

https://www.youtube.com/channel/UCTZoHiu8jdXoZcg8tKFqAGA
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The tireless Rob Hayward ran a 
staggering 145 mile race over 43 hours 
on 26th-27th May in torrential rain 
and storms, with his entry into The 
Grand Union Canal race.

Rob raised £2,085 and this is the 
3rd event that Rob and his partner 
Claire have taken part in to support 
PANS PANDAS UK.  
 
Huge thanks to Rob Hayward  
and Claire Reynolds for their 
continued support!

We were overwhelmed by the 
inspirational young Charlie ‘Boy 
with the long hair’ who took on 
a 96 mile bike ride from Warwick 
Castle to Windsor Castle in aid 
of PANS PANDAS UK and Young 
Carers raising £1,078 for PANS 
PANDAS UK. He also went on to win 
the accolade ‘Young Achiever of the 
Year’! Quite an incredible feat for 
someone so young! 

Thank you Charlie!

Despite her own health challenges 
Donna Shore took on a personal 
challenge climbing Mount Snowdon 
on 29 September 2018 raising £2,537. 

In her own words: 
‘So, we are down. We climbed the  
Pyg route.  In hindsight we should 
have done an easier route and given 
ourselves a break.

I got as far as the ridge which is 15 
minutes from the summit of Snowdon, 
I am gutted, but had to make a choice. 
It wasn’t an option to get the train 
down and I nearly fainted at the ridge 
so had to make it down the quickest 
way possible which wasn’t that 
quick, another 3 hour climb down, 
so didn’t make the summit but pretty 
damn close, which is still an amazing 
achievement considering how I’ve 
been feeling this week. This will 
surely set me back big time, but for 
#panspandasuk.org it was worth it! 

Thank you Donna!

Rob Hayward ran 
a staggering 145 
mile race over 43 
hours on 26th-27th 
May in torrential 
rain and storms.”

FUNDRAISING

https://l.facebook.com/l.php?u=http%3A%2F%2Fpanspandasuk.org%2F%3Ffbclid%3DIwAR30biCnNSIF-Opz3gzgPihnX87B0QtGjrlhhaj8FHKp1a5Roq_jAC_Sq3g&h=AT3fHWvKZa9arvUbtOwDQOcrS8eT-nUckjr7m1X9IQX10cOkC3NVbPwW8Zav0ySAn-4tzmFt5qrJH5digK4gismWl0hiedEu5j8qa4PgPXkibvnIN-fKSXbwTmR4XkLYZxexydCkQFeQurHoiYwF_m_V
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We launched our online store in 2018 promoting charity branded 
merchandise which can be purchased online via our website:
www.panspandasuk.org.

Charlotte Adams (9) was diag-
nosed with PANS following influen-
za in 2016. She fulfilled her ambi-
tion of raising £710 for the charity 
by taking part in ‘The Children’s 
Challenge’ on 7 July 2018 running 
4km of a 12km relay race. 

Well done Charlotte and thank you!

Jemma and Sarah Bailey work 
tirelessly raising awareness of PANS 
and PANDAS after their daughter 
Esmae was affected by the illness. 
One of their friends Gemma Littley 
decided to organise a funday in 
order to raise money for the Char-
ity. Gemma held the Esmae-Rose 
PANDAS Pawsome FUNDAY on 27th 
August in Darlington and along with 
additional fundraising including 
raffles and supermarket collections 
raised a total of £1,390 for PANS 
PANDAS UK. 

Thank you Gemma!

Nicola Bishop raised £597 in 
recognition of PANS PANDAS 
International Awareness Day – 9 
October by organising a school 
‘Mufti’ Day with her company kindly 
offering to match that which was 
raised by the school! 

Thank you Nicola!

Princethorpe College held a 
‘Mufti’ Day on the last day of term in 
support of PANS PANDAS UK and 
raised £711.

Thank you Princethorpe College!

Walker Lyn Rae undertook the 
Kiltwalk in September 2018 and 
along with a 40% top up by the 
Hunter Foundation, raised £504 
for PANS PANDAS UK.

Thank you Lyn Rae!

The numerous Facebook Birthday 
fundraisers have raised an 
outstanding £2,230 with one 
parent Charly El Kashory raising an 
astonishing £550.

Fundraising can take many forms, 
corporate sponsorship, grants, 
donations, facebook birthday 
fundraisers, cake sales, school ‘Mufti’ 
days, selling crafts, sponsored events 
or even by volunteering your time 
and/or skills for the charity.

FUNDRAISING

https://shop.spreadshirt.co.uk/pans-pandas-uk/
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Donations may be made directly to the charity by way of a one-off  
donation or by setting up a standing order and we are now able to  
claim Gift Aid if you are a tax payer. For a Gift Aid form please email:  
secretary@panspandasuk.org.

If you wish to make a direct payment then details are as follows:
Bank: SANTANDER
Account Name: PANS PANDAS UK
Account Number: 23328323
Sort Code: 09-01-29

Or you can support any one of our fundraisers which are listed on our  
website: www.panspandasuk.org/events.

MEDIA COVERAGE 
BBC News – Mothers appeal after boy diagnosed with autism when he just 
needed antibiotics, 25 Jan 2019.
 The Times – Doctors miss child illness that alters personality, 24 Sept 2018.
ITV News – More awareness needed on children’s neurological conditions,  
21 Sept 2018.
i news – These children were told they have autism and mental health 
problems but the cause was a bug - and ‘thousands’ like them are being 
misdiagnosed, 21 Sept 2018.
Rare Revolution Magazine Charity Spotlight - PANS PANDAS UK – The 
newbies on the block breaking down professional misconceptions,  
Summer 2018.
The Northern Echo – Esmae-Rose Bailey and PANDAS, 2017.
Discover Magazine – Hidden Invaders, 2017.
The Independent – Strep throat can cause behavioural disorders, 2017.
 The Neuropsychotherapist – Understanding PANS and PANDAS, 2017.

The regional support meetings have been very successful and provide members 
with the opportunity to meet face to face.

For more information about the support groups in your region please contact 
the support meeting leader via Facebook Messenger.

Leamington Spa – Warwickshire – Vicky Burford
Liverpool - Claire Marie
Winchester – Helen Pemble
Guildford – Kathryn Gillett
London – Kathryn Gillett
Scottish Regional Meetings – Caroline Traa
Northern Ireland – Natasha Lindsay 

If your location is not covered and you are interested in organising regional 
meetings in your area do please get in touch via the support group or email:  
secretary@panspandasuk.org.

DONATIONS

REGIONAL 
SUPPORT 
MEETINGS

mailto:secretary@panspandasuk.org
http://www.panspandasuk.org/events
https://www.bbc.co.uk/news/uk-scotland-edinburgh-east-fife-46989099?fbclid=IwAR2CyT-glgLJbfHFmeZJO_e0HGMLs-ptjfF6ymx0_vI6E78ra6u_t_S_NNk
https://www.thetimes.co.uk/article/doctors-miss-child-illness-that-alters-personality-dw5cb2ckh
http://www.itv.com/news/2018-09-21/more-awareness-needed-on-childrens-neurological-conditions/
https://inews.co.uk/inews-lifestyle/people/autism-adhd-mental-health-problems-bug-thousands-misdiagnosed-pandas/
https://edition.pagesuite-professional.co.uk/html5/reader/production/default.aspx?pubname=&edid=d69d3868-69e0-4e78-92bf-fad6a731d99e
http://www.thenorthernecho.co.uk/news/15658736._It_was_like_something_had_come_in_and_possessed_her____rare_condition_snatches_away_little_girl_s_perfect_personality/
http://discovermagazine.com/2017/april-2017/hidden-invaders
http://www.independent.co.uk/life-style/strep-throat-children-behavioural-disorders-ocd-ocs-ticks-germs-experts-a8123876.html
https://www.thescienceofpsychotherapy.com/understanding-pans-pandas/
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 • Fund a UK-led academic review 
of all PANS and PANDAS 
research and published papers. 

 • Fund a study to assess the 
prevalence of PANS and 
PANDAS in children in the UK.

 • Develop on-line training  
for GP’s/Nurses.

 • Develop PANS PANDAS UK 
Awareness videos.

 • Raise the profile of PANS within 
Parliament and NHS England.

 • Represent PANS PANDAS UK 

at the Swedish Conference in 

October 2019.

 • October 9 2019 – International 

PANS PANDAS Awareness Day.

 • Represent PANS PANDAS UK at 

relevant medical conferences 

and events including relevant 

Royal Colleges Annual 

Conferences.

 • UK PANS PANDAS Conference 

2020 tbc.

UPCOMING FUNDRAISERS TO SUPPORT:
11 June 2019: Tina and Willow Thomas will Skydive in the Isle of  
Wight in order to raise awareness of PANS and PANDAS. Please go  
to www.panspandasuk.org/events to find out more.

22 June 2019: Neil Gilson will undertake a 24 hour swim in Loch  
Venachar in Scotland in aid of PANS PANDAS UK. Please go to  
www.panspandasuk.org/events to find out more.

13-14 July 2019:  Charlie Cook will be running a 100km endurance race 
across the Chiltern ridgeway as he takes on the ‘Race to the Stones’ in aid  
of PANS PANDAS UK. Please go to www.panspandasuk.org/events to find  
out more

PANS PANDAS UK 
PLANS 2019/2020

DATES FOR THE DIARY
29 June 2019 PANS PANDAS UK AGM - London

3-4 October 2019 SANE Conference, Malmo, Sweden

9 October 2019  PANS PANDAS International Awareness Day

COMING SOON …
Video coverage of UK PANS PANDAS 
2018 Conference to be released.

BBC’s Trust me I’m a Doctor 
– June 2018

 • Filming has taken place during 
January 2018 with Dr Tim Ubhi 
and featuring Sarah and Jemma 
Bailey and their lovely daughter 
Esmae-Rose.

PANS PANDAS UK is currently in  
discussion with an independent 
Documentary maker – more details 
to follow.

PANS PANDAS UK 
is currently in 
discussion with 
an independent 
Documentary 
maker – more 
details to follow.”

http://www.panspandasuk.org/events
http://www.panspandasuk.org/events
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IN MEMORY OF SARAH GRITT
We would like to dedicate this first 
newsletter to the memory of Sarah 
Vickers (nee Gritt). 

Sarah was an instrumental part of the 
PANS PANDAS UK support group as 
she fought for the diagnosis, care and 
treatment of her daughter Evie. 

Sarah was renowned for her humour 
even in the depths of despair and 

brought many a smile to our faces on 
even the toughest of days!. Her fight 
for treatment of her own daughter 
remains one of the reasons PANS 
PANDAS UK exists today. 

Sarah always kept us afloat with her 
humour and zest for life even in our 
darkest hours. Her selflessness knew 
no bounds. She had a remarkable 
artistic talent, something she 

occasionally shared with members of 
the group. These beautiful mementos 
will be treasured.

Sadly in the late summer of 2018 
Sarah’s health deteriorated and 
she was ultimately diagnosed with 
cancer. Sarah passed away in 
November 2018 leaving behind Tony, 
Danielle and Evie. Our thoughts and 
best wishes remain with the family. 

Sarah was 
renowned for her 
humour even in the 
depths of despair 
and brought many 
a smile to our 
faces on even the 
toughest of days!”

WE ARE READY TO DO MORE!
In 2018 we achieved an enormous amount. We have great plans in place 

for 2019. We know we can do even more. We hope you feel inspired to 
contribute in any way you can. Thank you!

DONATE TO PANS PANDAS UK

THANK YOU TO OUR MANY CORPORATE SUPPORTERS

https://www.paypal.com/cgi-bin/webscr?cmd=_s-xclick&hosted_button_id=BSQMRSCRLWMU6&source=url

