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PTEN UK AND IRELAND PATIENT GROUP
England & Wales · Charity number 1172205

Details

Status Registered

Legal form CIO

Registered 2017-03-22

Register View on the Charity Commission register

Contact

Address 11 Whinchat Close
Hartley Wintney
Hook
RG27 8TT

Phone 07768864667

Email info@ptenuki.org

Website www.ptenuki.org

Activities

Objects: A) TO PROMOTE AND PROTECT THE HEALTH OF PERSONS AFFECTED BY PTEN
HAMARTOMA TUMOUR SYNDROME AND RELATED SYNDROMES IN THE UK AND IRELAND BY THE
PROVISION OF SUPPORT, INFORMATION AND PRACTICAL ADVICE FOR SUCH PERSONS, THEIR
FAMILIES AND CARERS.B) TO IMPROVE THE HEALTHCARE OF PERSONS AFFECTED BY PTEN
HAMARTOMA TUMOUR SYNDROME AND RELATED SYNDROMES IN THE UK AND IRELAND
THROUGH ADVANCING THE EDUCATION AND AWARENESS OF MEDICAL PROFESSIONALS AND
THE GENERAL PUBLIC. C) TO SUPPORT AND PROMOTE RESEARCH, ESPECIALLY BUT NOT
EXCLUSIVELY INTO THE DIAGNOSIS, TREATMENT AND PREVENTION OF PTEN HAMARTOMA
TUMOUR SYNDROME AND RELATED SYNDROMES IN THE UK AND IRELAND.

Activities: Promote, protect and improve healthcare of persons affected by PTEN Hamatoma Tumour
SyndromeSupport and promote research into the Syndrome

Classification

• How: Provides Advocacy/advice/information, Sponsors Or Undertakes Research

• What: The Advancement Of Health Or Saving Of Lives, Disability

• Who: Children/young People, Elderly/old People, People With Disabilities

https://opencharities.uk/ew/1172205
https://register-of-charities.charitycommission.gov.uk/en/charity-search/?p_p_id=uk_gov_ccew_onereg_charitydetails_web_portlet_CharityDetailsPortlet&p_p_lifecycle=0&p_p_state=maximized&p_p_mode=view&_uk_gov_ccew_onereg_charitydetails_web_portlet_CharityDetailsPortlet_regId=1172205
mailto:info@ptenuki.org
www.ptenuki.org
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Geography

• Ireland

• Northern Ireland

• Scotland

• Throughout England And Wales

Finances

Period end Income Expenditure Assets Employees

2024-12-31 £47,904 £29,236 - -

2023-12-31 £31,411 £24,739 - -

2022-12-31 £9,454 £10,212 - -

2021-12-31 £1,776 £1,908 - -

2020-12-31 £9,298 £3,446 - -

Trustees

Name Role Appointed

Clare Thurlow 2025-10-01

Dr KATHERINE LACHLAN 2017-03-22

ELLEN CHALLIS 2017-03-22

Eleanor Welsh 2024-10-10

IAN STOCK 2017-03-22

Kelly Kearley 2017-06-25

Priyanka Tibarewal 2024-01-01

https://opencharities.uk/ew/1172205


PTEN UK AND IRELAND PATIENT GROUP
England & Wales  -  Charity number 1172205

Accounts































PTEN UK AND IRELAND PATIENT GROUP
England & Wales  -  Charity number 1172205

Accounts



























PTEN UK AND IRELAND PATIENT GROUP
England & Wales  -  Charity number 1172205

Accounts



PTENUKI 2022 Annual Report

The purpose of our patient group is to improve the lives of patients, parents and carers of all ages, in the
United Kingdom and Ireland, who are affected by rare PTEN genetic alterations, PTEN Hamartoma
Tumour Syndrome (PHTS), Cowden Syndrome (CS), or Bannayan-Riley-Ruvalcaba Syndrome (BRRS)
through better patient support, increased awareness, more accurate and accessible information, earlier
diagnosis and intervention, greater research into treatment and prevention, and improved coordination of
care.

2022 was a busy year for the charity, getting back on track after the Covid-19 pandemic. We had a lot of
ideas in mind of how we wanted to support the community and for this we needed funding, so in March
we sent Kelly, the charity manager, on a grant applications writing course to help the charity’s cause.

In July we hosted our first face-to-face meet up since the pandemic, which was very well received. The
community loved coming together and it was an opportunity for medical and research professionals to
give an update about what is happening in the PTEN world of science and research. It was also a chance
for the patient community to meet each other and speak about what support they needed for the future.
One of the biggest areas of need that arose from the meeting was that of mental health support. With this
learning, along with the grant application course that Kelly had previously attended, we started to apply
for grants to help our community with their mental health. The results will be given to us in 2023.

Also, at the patient day, we signed up 6 runners to take part in the London Landmark half marathon to
help raise funds for the charity to put towards our new wellness and mental health initiative. The run will
take place in April 2023, but fundraising is going well.

We have worked well alongside PTEN Research Foundation this year and we have been working hard to
build up our international relations within the PTEN world. We have set up an International PTEN
facebook group so we can communicate with other PTEN patient groups from across the globe. We also
invited the manager of the Netherlands patient group to join us at our PTEN patient day which was very
interesting. We were able to offer a children's story book to our community that the Netherlands patient
group has written that is all about a child with PTEN. This is to help our child patients understand what is
happening to them in an age appropriate way. The parents and children loved the book and we have
ordered more!

In October 2022, we also welcomed a new Research Trustee to the committee, Priyanka Tibarewal, who
is a researcher at UCL focusing on understanding the science behind the various symptoms in PHTS and
repurposing drugs for PTEN therapy. Priyanka takes on the role to try and communicate the ongoing
research on PHTS to the PTENUKI family and bridge the gap between research and the patient
community. We believe she will be an asset to the team and welcome her onboard.

Thanks again, as per every year, goes to all our trustees, volunteers, members, medical professionals
and researchers who continue to make the PTENUKI patient group and wider community such a success.
By working together, we are making a real difference and positive impact on people's lives.



PTENUK&I

Statement of Financial Activities Y/e 31/12/22

Income £

Donations 1,123

Fund-raising 820

Grants 7,415

Care and Support 96

9,454

Less Expenditure

Finance Charges 60

Insurance 146

Emoluments 4,000

Fund-raising 1,164

Care and Support 4,643

Training 199 10,212

Excess of expenditure over income (758)

Statement of Assets and Liabilities

Assets

Bank balance 11,764

Less Creditors due within 12 months 400

11,364

Represented by

Opening funds 12,122

Less excess of expenditure (758)

Closing funds 11,364

M. Collins - Treasurer
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PTENUKI 2021 Annual Report

The purpose of our patient group is to improve the lives of patients, parents and carers of
all ages, in the United Kingdom and Ireland, who are affected by rare PTEN genetic 
alterations, PTEN Hamartoma Tumour Syndrome (PHTS), Cowden Syndrome (CS), or 
Bannayan-Riley-Ruvalcaba Syndrome (BRRS) through better patient support, increased 
awareness, more accurate and accessible information, earlier diagnosis and intervention,
greater research into treatment and prevention, and improved coordination of care.

2021 has been another challenging year with the Coronavirus pandemic. The UK went 
into its third nationwide lockdown post-christmas, the first vaccine rollout started early 
January, lockdown restrictions began to ease through spring, lifted fully in summer, and 
then went back to mandatory facemasks in the winter. As such our focus remained on 
maintaining the charity and doing what we could remotely and digitally for the patients 
and families in our community during these challenging times.

Our online community and following continues to grow and is the main source of 
interaction and support for the patients. It is the main channel of communication for the 
charity and we regularly post new information, features and questions. We now have over
300 people in our Facebook group with a good mix of patients and family members from 
across the UK and Ireland, including a number of people from overseas. We finished 
awarding all of our Covid Kindness Grants, fifteen in total, which was immensely 
rewarding to be able to give back to those in our community that needed help the most. 
We made several updates to the website (ptenuki.org) over the year, including a new 
page with information and links about Pre-implantation Genetic Diagnosis (PGD) and Pre-
implantation Genetic Testing (PGT), another page for the new PHTS Patient Registry that 
has been set up in the UK, and we revamped our fundraising pages to include lots of 
great ideas and materials to help with raising money for our cause. Thanks once again 
goes to Sarah Plummer as this year she set up our very own PTEN Podcast 
(https://ptenuki.org/podcasts/). She has had several guests on the show, bringing some 
great insights and stories to our ever widening audience.

After seven years of working to create and drive the charity to a position where it can be 
sustained for the long-term, Ian Stock announced that he will be stepping down as Chair 
of Trustees as soon as a replacement is found. PTENUKI is still a passion of his, so he will 
continue to be a trustee, and provide support and guidance where needed. 

We all owe our gratitude to Kelly Kearley who has stepped up to take on the role of 
Charity Manager, and is already doing a fantastic job driving the day to day operations of
the charity. 

Thanks again, as per every year, goes to all our trustees, volunteers, members, medical 
professionals and researchers who continue to make the PTENUKI patient group and 
wider community such a success. By working together, we are making a real difference 
and positive impact on people's lives. Long may it continue.

https://ptenuki.org/pgd/
https://ptenuki.org/podcasts/


PTENUK&I

Statement of Financial Activities                                                                
Y/e  31/12/21

Income                                                                                                          
£

Donations                                                                                                     
1,776

Less Expenditure

Finance Charges                                                             23

Insurance                                                                       145

Emoluments                                                                  750

Care and Support                                                         972

Donations                                                                        18                         
1,908                                                                                                           

Excess of expenditure over income                                                           
(132)                     

Statement of Assets and Liabilities

Assets                                          

 Bank balance                                                                                             
12,122

Represented by

Opening funds                                                                                            
12,254

Less excess of expenditure                                                                         
(132)                          

Closing funds                                                                                               
12,122

M. Collins - Treasurer





PTEN UK AND IRELAND PATIENT GROUP
England & Wales  -  Charity number 1172205

Accounts



PTENUKI 2020 Annual Report

The purpose of our patient group is to improve the lives of patients, parents and carers of
all ages, in the United Kingdom and Ireland, who are affected by rare PTEN genetic 
alterations, PTEN Hamartoma Tumour Syndrome (PHTS), Cowden Syndrome (CS), or 
Bannayan-Riley-Ruvalcaba Syndrome (BRRS) through better patient support, increased 
awareness, more accurate and accessible information, earlier diagnosis and intervention,
greater research into treatment and prevention, and improved coordination of care.

2020 has been a tough year worldwide due to the Coronavirus pandemic, limiting a 
number of things we could do as a charity and putting additional pressures on patients, 
families and the NHS. That said, PTENUKI adapted as well as possible, focusing on adding
more information to the website such as our ‘Autism & Developmental Delays’ page, 
supporting our community online and giving back to patients through our Covid Kindness
Grant.

The size and impact of the group is still growing, our social media group now totalling 
over 250 members. A big thank you to Sarah Plummer for taking on the role for 
promotion and awareness of the charity, and putting in so much effort coordinating our 
social media activity, keeping the Facebook community alive and engaging.

Due to lockdown restrictions, we wanted to still promote wellness and feelings of 
positivity to our community, in what was a very challenging year for everyone. This year 
we launched our Covid Kindness Grant which replaced our annual face-to-face event, 
with the aim that it helped to promote the sense of community that we love to create. 
Although we could not meet in person, we were still there to help and support patients 
through the challenging time. It was a huge success and many thanks goes to Kelly 
Kearley in helping run the process. We awarded 15 grants to patients and families, 
enabling them to purchase educational tablets to help with speech and language, 
household appliances, family days out, games consoles for kids, and even a hospital bed 
for a young boy to be able to sleep in his own bedroom. We are very proud of how we 
were able to help in this way.

Thanks again, as per every year, goes to all our trustees, volunteers, members, medical 
professionals and researchers who continue to make the PTENUKI patient group and 
wider community such a success. By working together, we are making a real difference 
and positive impact on people's lives.



PTEN UK and Ireland Group - 1172205

Statement of Financial Activities

For the period from 01 January 2020 to 31 December 2020

Unrestricted
funds

Restricted
funds

Endowment
funds

Total
funds

Prior year
total funds

Income and endowments from:
Donations and legacies — 9,298 9759,298 —
Income from charitable activities — — —— —
Investments — — —— —

Total income — 9,298 9759,298 —

Expenditure on:
Raising funds — — 394— —
Expenditure on charitable activities — 3,000 5043,000 —
Other expenditure — 445 134445 —

Total expenditure — 3,446 1,0333,446 —

Net income / (expenditure) resources before transfer — 5,851 (57)5,851 —

Transfers
Gross transfers between funds - in — — —— —
Gross transfers between funds - out — — —— —

Other recognised gains / losses
Gains / losses on investment assets — — —— —
Gains on revaluation, fixed assets, charity's own use — — —— —

Net movement in funds — 5,851 (57)5,851 —

Reconciliation of funds

Total funds brought forward — 6,403 6,4606,403 —

Total funds carried forward — 12,254 6,40312,254 —

Page 125 January 2021

There may be minor discrepancies in the totals if the pence are not being shown
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