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December 2023

Welcome to the newsletter for GoPI3K$enetic Overgrowth PI3K
Support. Here we will share updates from PROS medical experts,
information on fundraising, how we have helped those living with PROS,
aswell as rareevents & information from the rare community.

\

-
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A hugeheartfelt thankyou goes to all the
doctors & Lucy Bridge who gave up their
precious time to contribute to our family
weekend this year. Your contribution
YSIya a2 YdzOK 9 ¢S
this without you.

Under every doctors information we have
videos on our You Tube channel of their
presentationsor you can go directly to our
channel:GoPI3Ks You Tube Channel
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http://www.youtube.com/@GoPI3Ks
http://www.gopi3ks.com/
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% GoPI3Ks Family Weekend
+

PROFESSOR SEMPLE’S
PRESENTATION WILL BE:

AN OVERVIEW OF

PROS - PIK3CA RELATED
OVERGROWTH
SPECTRUM

+
¥ II GoPI3Ks Family Weekend |

WHO IS DR RALTISA MADSEN?



https://youtu.be/cIv9vDVsy18
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WHO IS DR RALTISA MADSEN?

and applied them to studies of growth factor

K signalling fingerprints in
During this time, | also

collaboration with Prof Alex

+
+ II GoPI3Ks Family Weekend
+

DR MADSEN’S PRESENTATION

WILL BE: Iy

WHAT ARE THE LATEST
RESEARCH
DEVELOPMENTS
WITHIN PROS?

[ Dr Ralitsa Madsen's presentatiel?I3K Research Upda%



https://youtu.be/Zrg8OP6PHFU
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WHO IS ZUBYDA “RARE MINDS”?

Counsellor & Psychotherapist

Zubyda is trained as a psychotherapist and is
accredited by the UKCP. She has worked as a
therapist in a variety of settings including the NHS
and a residential therapeutic community. She has
also worked in prisons, and also with migrant
refugees in temporary camps in mainland Europe.
She was also a volunteer with the Samaritans for
over 10 years.

She also works in private practice in central
London and offers therapy in both Arabic and
English.
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ZUBYDA’S PRESENTATION WILL BE:

Mental Health &
Living With PROS

Mental Health and Living With PRE&IbydaAzzam



https://youtu.be/kQWJTg03kiM
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WHO IS PROFESSOR MANSOUR?

Prof Mansour is a Consultant in clinical
genetics, whose specialist interests include
primary lymphoedema, dysmorphology,
skeletal dysplasias, prenatal diagnosis and the
genetics of haematological disorders. She is
also an honorary professor in clinical genetics
at St George's, University of London.

Dr Mansour qualified as a doctor in 1987 at
Nottingham University.

 Member: Royal College of Physicians
(Paediatrics) - 1993
e Fellow: Royal College of Physicians (London) -

Sahar Mansour 2005
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e GoPI3Ks Family Weekend

PROFESSOR MANSOUR’S

PRESENTATION WILL BE:

WHAT IS HAPPENING
IN THE RECENT
ALPELISIB TRIAL

IN LONDON?

LYy TF2Nldzy6Ste 6S | NByQi
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Pierre Vabres, MD, has been Professor of
Dermatology since 2005, and former Chair of
the Department of Dermatology - University
Hospital, Dijon, France. His expertise is in
Pediatric Dermatology and Genodermatology,
particulariy in the diagnosis and translational
medicine for rare genodermatoses. He manages.
a national reference center for rare genetic skin
dise: MAGEC-Dijon), specialised in skin
mosaic syndromes

His research activity at INSERM unit UMR1231
focuses primarily on innovative translational and
personalised approaches in genetic skin
conditions : identification of new genes involved
in skin mosaic syndromes through whole
genome and next generation sequencing,
clinical delineation and deep phenotyping of
skin mosalc conditions. He has discovered and
characterized new developmental syndromes
related to somatic mosaicism. He has been a
principal investigator for clinical trials of drug
repurposing in the PIK3CA-related overgrowth
spectrum. He is also involved in a
multidisciplinary research project on the
psychosocial impact of cosmetic impairment
related to congenital skin anomalies

He has authored over 200 articles in peer-
reviewed journals and has given numerous
conferences as an led speaker at
international dermatology meetings. Heigy

GoPI3Ks Family Weekend

s
PROFESSOR VABRES’S
PRESENTATION WILL BE: 4

THE MANAGEMENT OF PROS
- ALPELISIB, NON-SURGICAL
TREATMENT, PREVENTION OF
BLEEDING & MORE



https://youtu.be/1vHBgGVLaF0
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WHO IS DR MAANASA POLUBOTHU?

Maanasa Polubothu MD PhD is an academic
paediatric dermatologist, working both as a
Paediatric Dermatology Consultant in Great
Ormond Street Hospital for Children and as a
Principal Investigator in the Molecular
Biology of Rare Disease Section, Genetics
and Genomic Medicine Programme, UCL
GOS Institute of Child Health. She trained in
Medicine at the University of Glasgow, and in
Paediatrics and Paediatric Dermatology in
London. She undertook a laboratory
research PhD in Molecular Genetics at
University College London. She specialises
in the clinical management and genetic
investigation of complex high-flow vascular
anomalies (arteriovenous malformations)
and complex lymphatic anomalies.

+

+ GoPI3Ks Family Weekend

+
DOCTOR POLUBOTHU’S
PRESENTATION WILL BE: 4

THE RARE DISEASE
COLLABORATIVE
NETWORK EXPLAINED

RARE DISEASE

Dr MaanasaPolubothu- Rare Disease Collaborative Network



https://youtu.be/nKiYcMgAXj8
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GoPI3Ks Family Weekend

+ DOCTORS DISCUSSION+

GoPI3Ks Family Weekend

+
MANDYS PRESENTATION

WILL BE: +

MY JOURNEY WITH
THE DRUG ALPELISIB

Mandy's journey withAlpelisib2022-2023


https://youtu.be/wZco1e_HLw0
https://youtu.be/rUfYPHe0H7w

[ THE FAMILY WEEKEND NOVEMBER 2023 ]

On the 18 of November we held our first ever dedicated PROS
family weekend at the Holiday Inn at Heathrow in London. This
was a chance for adults, children and families to come together &
meet others with the same/similar conditions.

As well as listen to various talks from those with expertise in
PROS, from research, current drug trials, an overview of PROS,
management of PROS, as well as a talk on the Rare Disease
Collaborative Network for mosaic conditions. Also for the first
time a dedicated talk on mental health & living with PROS.

. . Zubyda Azzam from Rare Minds — Mental
SCHEDULE: GoPI3Ks famil kend 2023
A g Sl 14.00pm | eaith & living with PROS

9.45am Registration

14.30 pm Q & A & discussion with Zubyda Azzam

10.15am Welcome & Introductions

14.45 pm Doctor Maanasa Polubothu - RDCN

10.30am Professor Rob Semple, overview of PROS
15.15 pm Q & A with Doctor Maanasa Polubothu

11.00am Q & A with Professor Rob Semple

15.30 pm COFFEE BREAK
11.15am COFFEE BREAK

Professor Sahar Mansour U.K Alpelisib trial &
trial participant

15.50 pm
11.35am Dr Ralitsa Madsen — Research in to PROS

16.20 pm Q & A with Professor Sahar Mansour
12.00pm Q & A with Dr Ralitsa Madsen

16.30 pm Doctors’ discussion panel
1210pm | Lucy — Talk by parent with a child with PROS

. 17.00 pm END OF DAY
12.25pm Q & A with Lucy

12.30pm LUNCH 18.00 pm EVENING MEAL

As the adults listened to the talks, the children were kept
entertained & had loads of fun with the wonderful child care
service:All Events Child Caran by Lisa Robertswould highly
recommend them for any event where little ones need taking care
of. Even Lisa commented on how she had never seen children
K2 KIRYyQU YSG 6STF2NB LIX & G2

All our children thoroughlgnjoyed it CNEY 2y$S LI NBY
and it was so helpful for them to se 62y Q0 dzadz tt8 L

other children with visible differences.
They were already asking when the
next family weekend will be!

children, but this weekend
played with all the other
OKAf RNBY d¢

From an Huge benefit mixing with
FGGSYRSS | highly children with similar condition
so lovely to see recommend'

the children them 2 lady's Amazingmy daughterhad an
getting along so they did an awesome time. Those ladies
well & even incredible job were awesome!

making sure they]| | feeding and

had theirpwn enter_talnlng Excellent. Lovely, friendly an
irots +f Liekds inclusive



https://www.alleventschildcare.co.uk/

THE FAMILY WEEKEND NOVEMBER 2023 PHOTOS

WELCOME 10 youg
GOPI3KS FamiLy
WEEKEND 2023
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Was really beneficial sharing
experiences with other people.
Also for our child to see other
people with visible differences.
We now have a much clearer
medical understanding of what t
expect from different drugs.

It was very informative and it

helped us appreciate that we ar
not alone and can empathise wi
others in the same position

This was the first time we had
spoken to doctors that knew the
condition and met other people
who had similar experiences.

would have loved this as a child, We 110% benefitted from the
to see others like myself and to weekend To now officially
know it was okay. We learnt mo understand research and meet
in one weekend then we had m familiesin the same situation it
whole life living with this. | feel was incredible, we will be forev

like we now have a support grateful.

network which is wonderful.

Meeting newfamiliesand my

daughterseeing she wasn't the
only child living with pik3ca and
she now understand how it
effects all of us differently.

| feel this event has helped my
mental health so much, but also
gave me thecourageto help

! make sure my child is reviewed by
the specialists in the area. |
honestly cannot thankou | really enjoyed Saturday, all the

enough specialist Drs talks on new
YSRAOIFIGAZ2Y | YR

. . nice to know there is help for th
meeting people and seeing my ‘ . .
little boy running round happy children who are born with PROS.




[GOP|3KS Family Weekeqdcientific summary]

Disclaimer

This summary was written by Kollijbroek(one of the attendees) and not
scientifically verified. It contains the highlights of the scientific part and may contain
personal views and interpretations.

10.30¢ 11.00 Professor Rob Semple, overview of PROS

F LY alyReQa OFaST Iwmant[ AYy KSNJ
* Mosaicism is a common thing, around in nature everywhere.

F 2SS R2y Qi 1y2s8Y

What explains the selective pattern of abnormal growth

Which cells are affected

When growth is changed and when it is harmful

Whether/how affected cells influence neighbors

Which problems are reversible

The best way to design drug trial

* Sirolimusdoes a little bit of good (trials), but mild/significant side effects
may occur.

* Taselisithits the PIK3CA gene itself, but study had to be stopped due to
nasty side effects caused by a related gene causing problems in the immt
system.

* In 2023 results published by @anaudand can now be used in the US.
Followup study is underway.

11.30¢ 11.50Dr Ralitsa Madsert PI3K Research Update
F wSaSINOKSNBR O2YYdzyAGeT tLYo/! w
public domain).
* 8-11-23; preliminary results of Europeanulticentric phase lllgirolimug
slowflow VMs.
* 16-11-23; FDA approvesapivasertibwith fulvestrantfor breast cancer
(not yet PROG& could be?).
* You need to tweak the PI3K pathway, you cannot turn it off completely
because of all the good things it does, too.
F alRaSy 16T FT20dzaSa 2y GKS aairidy
GdzNy AG o601 2 y2NXIf Qo
t LYo/ ! @IFINAIFIYG OlFdzaSa aArAaylf YAaai
Systematic mapping of the PI3K code across contexts (work to be started
Different cell types
More signals
Different mutations (now: H1047R)
Predictive computational models.
* Wilms Tumor only found in kidney related PROS. No higher chances of
cancer (Rob Semple).
* The PIK3ca affected tissues are usually not prone to cancer compared t
PTENeg

12.00¢ 12.30ZubydaAzzamfrom Rare Mindsg Mental Health and living
with PROS

* Service Provision

* Training & Support

* Research & Awareness

* There is no health without your mental health. You cannot pull them
apart.

F b2GA0S FSStAy3aas R2y Qi LlzaK GKS
* You can control how you behave; not how other people behave.



[GOPBKS Family Weekeqdcientific summary]

14:30¢ 14:50 Professor Pierre Vabreslhe management of
PROS

F twh{ Aa tA1S G4KS W.fAYR
various aspects.

* Due to the overlap in cancers, there is a variety of drugs
there applicable for PROS.

* It is not that straightforward to move drugs developed fol
cancers to PROS (e.g.) as primary outcome, secondary
outcome et cetera are completely different. Treatment time
and drug dosages are also completely different.

* From the phase Birolimusstudy; definite improvement in
pain.

* From the PERFORMUS trial: volume not much changed
improvement in pain reduction QoL

* Quite a high number of adverse events observed in theil
own studies.

* Few results (not trial) from patients treated witkipelisib
Patient 1. small decrease of lesion, aftef &onths: no
further improvement.

Patient 2: no response in terms of volume, no real
improvement.

* TOTEM: Trial oFaselisiin Overgrowth: assess safety of tf
drug (30 patients).

The trial stopped after only 16 patients, due to severe
adverse side effects.

* SESAM? Triaklpelisibin MCAP.

* General issue: risk of cancer in PROS. Theoretically it ct
be a predisposition.

Retro perspective study: low risk in PROS throughout life.
In study of literature: cases of Wilms tumor (although in
PROS very low, <5%).

Other individual cases observed, unclear if related to PRC
no evidence.

* Re-analysis of patients with PROS, half of them were
PIK3CA+, half PIK3GQRIK3R1+ mutations observed in 15
patients). PIK3R1 may cause #yif& overgrowth.

15:30cMmcYnn 52002NEQ RA&Odza 4
audience questions not noted down



[GOP|3KS Family Weekeqdcientific summary]

Question about the occurrence of double mutations.

* Pierre: In a large panel of various diseases; extremely low frequenc
observed. Their effect is not yet known whatsoeges well as how
they occur. Rob comments on that as well, also observed in a very lo
FTNBljdzSyoeo LG asSSvya GKIFG AdQa
Sahar reacts that they observed a few.

Question about occurrence in prevalence of twins.
* The general consensus is that no correlation has been observed.

Drug trials for children with segmental overgrowth syndromes?
* This was covered in the talks.

Pulled application ofAlpelisibin Europec and resubmission. Any
further information on the longterm outcome?

F w20Y b23 AGQa y2i O2YLX SGSt e
are slightly adjusting it, taking some of the learniriganaasa

I ANBESa 6AGK w20Qa OASGD ! LILINR DI
UK/US. There is no extra information.

{FKINYSyGA2y&d GKFO GKSNBQ&a | f1
somethingalreadycg S a K2 dzZ Ry Qi F2NHSO | 06

16:00¢ 16:20 DoctoMaanasaPolubothu¢ RDCN Improving the
patient pathway for PROS

* Genetic diagnosis of 600 patients.

* Qverarching aims;

To increase knowledge and understanding of mosaic disorders.

To progress research.

To improve patient experience.

* Specific aims;

To reduce the mean time to first seeing a specialist.

To reduce the number of trips to the speciatisintre.

To improve access to accurate clinical and genetic diagnosis.

To improve the transition from pediatric to adult services, and to
provide new adult access to specialist opinion.

To improve coordination of care between the RDCN and local
hospitals.

* Opened an adult clinic, reduce mean referral age.

F ¢CKS@QNB aSSAy3a aiAy RAASIAaSa
Improve speed of access to MDT specialist care in childhood which
includes clinical and genetic diagnosis.

Improve access to MDT specialist care in adulthood for clinical and
genetic diagnosis and management of new problems.

Improve the transition between the two.

A hugerthank youtaKoen/for this-excellent;summary of
the doctors presentations.during ounfamily,day.



Mental Health and living with PROSZybydaAzzam
from Rare Minds

Mental Health and Living with PROS

You and your mental health and emotional wellbeing

Zubyda Azzam, UKCP Accredited
Specialist Counsellor

raremé¢nds

Mental Health for the Rare Disease Community

Who We Are

= Our Founder has been working as a psychotherapist for those impacted by
rare diseases since 2013

= Increasing evidence of, and assessment of, need BUT lack of service provision

= We designed the first specialist post-qualification Training Programme for
‘Rare Disease Counselling’

= Launched in October 2020, founded in professional and lived experience

= Team of 9 fully qualified counsellors and psychotherapists

= Our services are mainly Online

To our knowledge, we are the first specialist mental health
third sector organisation for the rare disease community

rarem#gnds

Mental Health for the Rare Disease Community

What We Do

Service Provision Training & Support Research & Awareness
Couples/individual Clinical supervision for Presenting at conferences,
counselling. front-line workers. stakeholder, partners &
. industry events.
Group programmes. Rare leader training, group
supervision & consultancy. Contributing case studies
Workshops.

& expert opinion.
Workshops, training & 2 B

courses for HCP. Build data - initiating &
contributing to research.

Self-help psycho-
educational resources.

Partnership working. . y
Inform policy and practice

rareménds

Mental Health for the Rare Disease Community



https://www.rareminds.org/

There Is No Health Without Mental Health

The relationship between physical and mental health is
well established

= Poor mental health > can impact on physical health,
the capacity to selfcare, resilience etc.

= Poor physical health > higher rates of depression,
anxiety etc.

www.mentalhealth.org.uk/explore-mental-health/mental-health-statistics/physical-
health-conditions-statistics

raremgnds

Mental Health for the Rare Disease Community

Life can be busy enough.....

Living with PROS adds another dimension, and it's own challenges:

I

Physically

Practically

[

I

Emotionally

{3

Relationships

The good news is - it is possible to cope well ©

raremgnds

Mental Health for the Rare Disease Community

Living with a rare condition like PROS

Lengthy/traumatic Feelings of difference /
diagnosis isolation
> Reduced trust in HCP’s

Low disease awareness
among professionals /
public> Isolation, frustration

Complex interacting
emotional

and physical symptoms

Multiple uncertainties Stress and strain
> anxiety on family life / couple
relationships
High logistical and financial
burden of disease care / Visibility / invisibility
management
The impact on identity, and
Emotional impact of life choices

symptoms, treatments, > Grief and loss
monitoring > Trauma




Feelings you might recognise living with PROS

Low mood/Depression

Envy
Anger
Resentment
Fear
Despair
Disbelief ' o
uilt
L
i Grief & Loss
Numb/Nothing Anxiety

raremé¢nds

Mental Health for the Rare Disease Community

What feelings do you recognise?

What feelings do you find hard to accept?

You don't have to do anything about the feelings, just acknowledge them

raremé¢nds

Mental Health for the Rare Disease Community

‘Re-visiting' feelings around your condition can happen when:

Il

Disease progression

Child's growing awareness

Re - visiting hospital (and memories)

Having treatments, surgeries, scans and medical appointments

Life stages and choices (relationships, having children, going to
university, leaving home)

Comparing life-styles
= Noticing limitations and difficulties (in yourself/your child)

44

Il

Il

raremé¢nds

Mental Health for the Rare Disease Community




Accepting difficult stuff

Here's anxiety

| do not want it
or like it but l'm not
going to struggle

Notice, and try to name the feeling/s

| S| A

Don’t judge the feeling - or yourself il
Decide what helps ie Talk to a friend/partner? Walk/ Exercise?
Draw/paint/write? Music? Distractions?

= Learn how to let the feeling pass, or reduce

= Notice what - and who - helps when a feeling is ‘visiting’ . :

THE STRUGGLE SWITCH

E THE MORE WE STRUGGLE THE WORSE IT GETS
TreHoppinessTc

O o 2018
s by Lo

Remember that feelings ‘ebb and flow’

raremgnds

Mental Health for the Rare Disease Community

Disability

According to the Disability Unit of the Cabinet Office, a
visible disability is:

“A disability or health condition that is immediately apparent
to others. This can include mobility aids, such as wheelchairs
or crutches or a visible physical impairment.”

raremgnds

Mental Health for the Rare Disease Community

Feelings around the word ‘disability’

Positive: acknowledged, better understood

x Negative: lacking, different
L]

Both: positive and negative feelings?

raremgnds

Mental Health for the Rare Disease Community




Living with a visible disability

= Wanting to be visible / invisible

= Being different, feeling alone,
isolated, misunderstood.

= Fearful - people can be cruel

Remember - you cannot control how other people
behave but you can decide how you want to respond

raremgnds

Mental Health for the Rare Disease Community

The Stress Bucket:
ordinary life can be demanding enough

Ongoing demands
Big life events
Day to day / week to week issues
Global world events

‘Ordinary life’

Based on an original concept by
Brabben and Turkington (2002

Adding in the demands of living with a rare condition

Uncertainty (micro and macro)
Managing symptoms and side effects
Coping with difficult thoughts / feelings
Family / friends
Healthcare team
Fears about the future

Remember:
Managing the
impacts of a rare
condition like PROS
takes ‘emotional
energy’




Looking after your stress bucket!

How much room
PROS takes up..

....affects how much
'‘emotional
capacity’ you have
available...

Life stress

for managing life's
‘ordinary’ stresses
and demands

(and vice versa)

Rare condition
stress

Dynamic relationship

Know when your bucket is filling up

How we behave

T Aches + Pains
7 e.g., Headaches
5 Irritability
. ‘Shutting Down’
; - Fatigue
- "r g
. L Tearfulness
How we think / feel ,
Feeling Low
k. Agitation/Can’t Relax
Eating Too
Much/Little
47 Avoiding Anxiety
our body shows us People/Situations/
Conversations
{ Drugs/Alcohol

Impact On Sleep
Food

Feeling
Overwhelmed

Managing difficult feelings

Il

Don't try and push away feelings, or be critical of yourself

Il

Notice ‘what you are like'

Il

Self knowledge can inform and enable choices

raremé¢nds

Mental Health for the Rare Disease Community




Knowing how much you need

= Feelings around being helped (dependence m
/ independence)

= Be mindfully mindless at times

= Recognising your need and who is good for
what

/ -\

raremg¢nds

Mental Health for the Rare Disease Community

7 Healthy Habits

1. Self awareness

2. Practical self-care
3. Acknowledging and allowing difficult feelings
4. Learning about your condition
5. Working with your team

6. Finding your community!

7. Helping others help you

raremg¢nds

Mental Health for the Rare Disease Community

Looking after yourself and your family

= Living with PROS takes physical and emotional energy in its
own right

= Accept your feelings

= Recognise and know your ‘stress signs’ and who is good for
what

= Looking after yourself emotionally isintegra

to your journey

Don’t struggle alone! "
raremg¢nds

Mental Health for the Rare Disease Community




An important part of me

“I wouldn't have chosen to have all this, but | do see life differently now. | don't ‘sweat the small
stuff'as much. | used to be stressed out all the time, but | think I'm probably nicer to be around
now”

(Mike, 48 Dad to Polly age 10)

“It's weird, it's part of who | am now. | wouldn't be me without it - I'd be someone else, and |
don’t mind who | am. Even my scars (which | never thought I'd say.)”
(Maddie, 18)

‘I felt really frightened at first and couldn’t cope. But I've learned to accept the ups and downs,
and take things a bit at a time. My counsellor says just do the next thing, that's all.’ | feel good
about realising I'm stronger than | thought | was.”

(Aredi, 35— Mum to India age 4)

raremé¢nds

All quotes used with permission. Mental Health for the Rare Disease Community

Personally identifiable information erased.

General mental health support organisations

Every Mind Matters self-help resources and advice on common issues such as anxiety, sleep problems,
coping with worry and managing low mood. It also has information on how to access free NHS talking
therapy www.nhs.uk/every-mind-matters

Anxiety UK a charity providing support and information on managing anxiety, stress, anxiety-based
depression and phobias www.anxietyuk.org.uk

The British Association for Counselling and Psychotherapy provides information about counselling, and
a list of private counsellors and therapists by location and speciality (for example physical illness / cancer /
relationships) www.bacp.co.uk

Carers UK provides advice, information and support for the partners, spouses and other family members of
those living with a health condition. www.carersuk.org

Crisis Support:

Samaritans 116 123 contact by phone, text or email 24 hours www.samaritans.org

Text SHOUT to 85258 - a free, confidential 24-hour text messaging support service

Papyrus support for young people under 35 who are experiencing thoughts of suicide, as well as
people concerned about someone else. 0800 068 4141 - (9am-midnight)

Helpful resources

For General Anxiety & Mood: For Fatigue:

Smartphone/tablet Apps: Spoon Theory

- https://www.bjchealth.com.au/blog-fitness/the-
DD O hequpqce ( e spoon-theory-managing-fatigue-with-chronic-iliness

Meditation done differently

From Fatigue to Energy: Oxford Universit:
NHS Trustg 9y ¥

i . https://www.ouh.nhs.uk/patient-
Mmdfu'.n.ess Courses.'. : quide/leaflets/files/45345Pfatigue.pdf
for specific rare conditions, pain

and fatigue, or anxiety

Helpful Books:

Rareminds runs 8-week Mindfulness Bogosian, A. (2020) Living Well with a long-term health
Programmes for both specific patient condition (2020) Routledge. London

communities, or generically. Berhard, T How to Live Well with Chronic Pain and llIness

Please contactus@rareminds.org to register your Burch ,V (2008) Living Well with Pain and lliness. Pia

Interest for upcoming programmes UK
]
rarem#¢nds

Mental Health for the Rare Disease Community




{ [ OUR 2023 FUNDRAISING FOR GOPI3KS ]

As another year goes by, we must
say a big THANK YOU to those w |[}
have donated. Your generosity N
allows us to continue to be able tc
help the GoPI3Ks adults & familie |

[ FEBURARY 2023 ]

Mandy again ran a birthday online
fundraiser.

Everyone who donated was
entered in to a draw to win 1 of 2
£25 Amazon vouchers that we
could then email directly to the
winner.

amazoncouk
~" gift card

This year we were again amazed
by the kindness of people who
helped us raise over £1,000

[ AMAZON SMILE DONATIONS ]

For those who shopped at
Amazon you donated
dMdzon £52.18 THANK YOU.
Although this scheme has
now ended we
for your support.

You shop. Amazon gives.

[ CHARITABLE GIVING / PAYROLL GIVING ]

Payroll Giving is a simple
and tax efficient way of
donating to#charity!
Donations are taken from
your pretax pay so a £5
donation only costs a
standard taxpayer £!. For
more information please
see:.CHARITABLE GIVING



https://twitter.com/hashtag/charity?src=hashtag_click
https://www.charitablegiving.co.uk/individuals

[ PAYPAL GIVING ]

Thank you to those who choose to
support us when using PayPal. Yol
kind gesture donated over £127 to
the charity.

[ FUNDRAISER FROM A GOPI3KS FAMILY J

One of the GoPI3Ks members Lucy Bridge who is a great suppo
to the charity held a Go Fund Me fundraiser to raise money so
that Lucy, GoPI3Ks & DriRélubothucould host a PROS Day at
Great Ormond Hospital, London to highlight PROS to as many
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Lucy raised an amazing £2111.00

FUNDRAISER FOR THE FAMILY WEEKEND

We held a fundraiser on social media to help with the
costs of the family weekend & the generosity of people
we raised over £380 which was a big help.

PENDLE POWERFEST FUNDRAISER

In May we attended the annual PENDLE POWERFEST car
show where we ran a tombola & sweet stall. Along with Mandy &
Sue we had some fabulous volunteers, Vicky, Anne, Caz &
Jackie who we couldnoét have done
you to them. We raised over £190




