Knebworth and Marymead Patient Participation Group

Tuesday, 15th July 2025 at 7.00 pm

Meeting held at Knebworth Surgery

MINUTES

Leader: Rosie Chisnell		 Minutes: Graham Fothergill

1: Welcome, introductions and apologies

Present:  Joy Hall, Rosie Chisnell, Mandy Preedy, Graham Fothergill, David Wilkinson, Dr Joe Turner (in part), Angela Dormer, Robert Sprigge, Barry Hall, Penny Berry, Jan Burt, Brenda Davies, Dave Bartlett, Louise Young, John Stead, Mike Pye, Janet Bell, John Bell, Lynne Drake, Karen Jarrett, Malcolm Cooke, Ron Walker (Bedwell and Roebuck PPG), Dr Renata Crome.

Apologies: Nigel Michaelson, Pat Lee, Sally Elliott, Sheila stowe, Tony Stowe, Pam hill, Grahame hill, Maureen Foulser.


2: Declarations of Interest: None.

3: Minutes from Last Meeting (20th May 2025)

The Minutes were considered to be an accurate record of the Meeting and there were no matters arising. 

4: Practice Update 

On behalf of the Practice, Dr Turner complimented the PPG on the “Help Yourself to Health“ evening. He then reported on a number of administrative staff changes. Matayna has replaced Sharon Smith as Prescribing Clerk; Jenna-Blue has joined the Reception team to bring it up to full complement; the Medical Secretary team is now fully staffed by the appointment of a new member, Denise, and Emma has recently joined the Admin team.

He also mentioned a number of issues relating to the clinical side of the Practice. Sadly, Nurse Jody is leaving to pursue an alternative career pathway, being unsure that General Practice nursing is the right fit for her. James, the ACP, is on paternity leave but will return to work at the end of July. Dr Smith remains on long-term sick leave; the clinics are being covered by locums and have been adjusted for summer annual leave requirements. Dr Rubin continues with Practice Management duties. Kerri O’Connor is joining the Social Prescribing team and will be at Knebworth two days a week.

Rosie thanked Dr Turner for his detailed update.

Dr Turner left the Meeting at this point.





5: Presentation by Dr Renata Crome: “The Work of Healthcare Charities – a deeper dive”  


Renata began her presentation with an overview of the extent, and the organisation, of registered healthcare charities in the UK, of which there are 157,000!! She then went on to provide more detailed information on four of the ones for which she is a member of the Board of Trustees.

Unfortunately, since it was necessary to terminate the Meeting at 8.00 pm, there was no time for Renata to answer questions. If there are any burning questions for Renata, please send them to Graham (gafothergill@gmail.com) who will forward them to Renata.

Rosie thanked Renata for her excellent presentation. Renata’s slides are appended to these Minutes.

6: Joint PPG/SSPCN Activities

Rosie briefly mentioned the Veterans Evening that took place on 19th June and that the next event - Hypertension and Stroke Awareness – would be in two days time on 17th July.

Because of time constraints, the remaining Agenda items were not presented or discussed.


The Meeting closed at 8.00 pm.

Details of next meeting: Tuesday 16th September, 7.00 pm – 8.00 pm

at Knebworth Surgery
























Renata’s Slide Presentation
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Agenda

+Medical charities in the UK
+Roles at charities
+Why volunteer
+My work with
* Cancer Research UK
* PTEN Research Foundation

* Isabel Hospice
* Success Charity -1life after cure
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Medical Charities in the UK

+ ~ 170,000 registered medical charities in the UK

* They support a wide range of causes, with a significant focus
©on cancer, cardiovascular, and neurblogical research. They alsc
fund research into a varity of other areas, including: stroks,
reproductive health, mental health, infections, and rare
diseases.

* The most popular and well-known medical charities include Cancer
Reseazch UX, Macmillan Cancer Support, Great Grmond Street
Hospital Chrity, British Heart Foundation, Marie Curie, and
AlZReimer’s Socitty

* This sector relies heavily on volunteers, with hundreds of
thousands of people supporting various charities across the
councry and locally.

+ ~ & million people donate to Medical charities annually and ~ £1.3
billion is spent on medical research & healthcare activities -
supplementing government funding





image4.png
Types of roles at charities

* Employee:
* Paid staff responsible for day-to-day operations,
management, finance and delivery of services.
* Voluntee:

* Unpaid individuals who give their time to support
activities, events, or services.

* Roles can include fundraising, admin support,
befriending, or event organisation.

* Trustee:
* Volunteers who serve on the charity’s governing board.
* Oversee strategy, governance, and finmancial health.
* Ensure the charity mects its aims and legal obligations.
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Charities depend heavily on
volunteers

+Why People Volunteer
*Desire to make a difference and help others.
* Personal connection to the cause or charity.
* Gain new skills and experience.
*Meet new people and be part of a community.
* Give back after receiving support themselves.

Volunteers are warmly welcomed , given training and do
work according to their interest and expertise
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My work with 4 Medical
charities

Cancer Research UK (CRUK)

«Aim: To prevent, diagnose, and treat cancer
through world-class research.
*What they do:
* Fund pioneering cancer research.
* Raise awareness about cancer prevention and sarly
deteceion.
* Support patients and families affected by cancer.
* Advocate for policy changes to improve cancer
Saret{smoking, =ating, bowel cancer testing )

CRUK raises £700 million annually , and 52 p in cvery £1

is invested in cancer rescarch . 2+ largest global funder
of cancer research after USA
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My role at CRUK

+after a_long carser in Pharma , worked at CRUK leading the
Clinical stady , project and portfolio management group

* Oversaw the development of 25 new Cancer drugs , in
partnership with Academia, Biotechs , Pharma companics

* CRUE funds the clinical trials , manages their conduct , and
when the results are available , the originator can take
over the project or CRUK helps fo license the drug on to
other partners.

* CRUK benefits from receiving royalties from successful drugs

* CRUE funds development of cutting edge , innovative , new
drugs that would otherwise not be developed

* CRUE centre for drug development is like a small pharma
Gompany , with all fhe regaired expertise =
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My work with 4 Medical

charities
PTEN Research Foundation

 Aim: To accelerate research and improve outcomes for people
with PTEN hamartoma tumour syndrome (PHTS). peeR

* More about PHTS : PHTS, is a very rare genetic condition
caused by mutations in the PTEN gene. It's characterized by
the deyelopment of benign growths called hamartomas, as well
as an increased risk of cancers . Manifestations
include macrocephaly (larger than average head size),
gevelopmental delays, autism spectrum disorder, and Skin

* What they do:

+ Fund and coordinate research into PTEN gene disorders to find a
treatment.

« Connect patients, families, and researchers.
+ Provide information and resources to support the PTEN community.
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My role at the PTEN Research
Foundation

* Board Trustee member overseeing strategy , governance,
financial health and ensuring the charity méets its
objectives .

+ Examples of work include

+ Proposed investment of some of the funds into higher interest
accounts

Review scientific proposals for research funding

Part of interview panel for hiring new employees

* Attend quarterly board meetings, monthly Scientific sub
Committees, annual  Scientific advisory boards To ensure

Dprogress with the objectives

Current hot topic - impact of Trump administration on a
clinical trial due to Start at Boston children’s Rospital with

Trial costs increassd from £1.5 million to £4.5 million - do we

pay the difference ? It is our best chance to find a treatment
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My work with 4 Medical
charities

Isabel Hospice

*Aim: To provide compassionate end-ofrlife care and
support for patients and their families.

*What they do:
- Offer specialist palliative care in homes, the hospice, and the
community.

+ Provide frailty training for elderlics and run compassionate
neighbours 1-2-1 friendship support as well as compassionate
neighbours cafes

+ Support familics and carers through bereavement and counselling

- Run fundraising and awareness cvents to SUPPOIt their services.

* The hospice needs ~ £8 million to deliver all its services and
zeceives ~ £2.1 million from the government , 5o has to
fundraise the remaining £6 million
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My work with Isabel Hospice

+Board trustee , overseeing governance , strategy ,
finances and ensuring the hospice progresses with
its objectives

* Examples of work include
* Member of the clinical and fund raising committees
oversceing progress in both arcas
* Contribute to property discussion on sale of Isabel
Hospice HO, move to new premises, refurbishment of in
patient unit
* Conducting unannounced guality inspection visits to the
in patient unit, the well being unmit , the community team
* Receiving donations , after charity evenmts ( Woolyfest ,
Brookmans Park rotary club swimathon, annual service at
South Mimms Church)
* Day at the E-bay unit
Contribute to discussion of new income stream- ( cg
puzchase of block of derelict flats ,for refurbishmens
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My work with 4 Medical
charities

* Success Life After Cure Charity

+aim: To support childhood cancer survivors in
living healthy, fulfilled lives after
treatment.

+What they do:

* Provide resources and support for long-term
survivors of childhood cancer.

* Fund research into late effects of cancer treatment.
* Advocate for better survivor care and follow-up.




image13.png
My role at the Success charity

+Board trustee , overseeing governance , strategy ,
finances and ensuring the hospice progresses with
its objectives

«Chair of the fundraising and communications
committee

«Examples of work include

* Create the annual fund raising plan ( events, trust &
grant applications, high net worth individuals donor
Tequests, wills and legacies )

« Help organise annual carol concert by St Pauls cathedral

 Contribute to the government 10 year cancer plan

* Help to select a database to hold the details of our
bencficiaries, donors, supporters, academic collaborators
Stc for targeted comminications
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