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“Have your say in health care
= ways you can make your voice heard”

Ageing Well Public Talk series 18th Feb 2026 11-12:30pm

Dr Marianne Markowski, Institute for Lifecourse Development, University of Greenwich
John Haddow — Patient Participation Group — Primary care

Ros Weinberg — Service User — Advocate

Jagdish Brar-Orgill — PPIE- Health & Social Care research
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What we’re discussing today

* |Introductions

* The five ways to make your voice heard

1.

the GP level — where you can join the Patient Representation Group (PPG)
The secondary care level (hospitals) — the Patient Advice and Liaison Service (PALS)

Through third party organisations e.g. Healthwatch, the Patients Association, advocacy
organisations

Health research route — Get involved in ‘public patient involvement and engagement’ PPl /
PPIE

The political path - set up a petition to achieve ‘change’; speak to your MP
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Dr Marianne %1 GREENWICH

Markowski ntitu frLifosouse

e Senior Research Fellow at the Institute for Lifecourse
Development, the University of Greenwich

* My research is all about involving service users (where | can)
and empowering fellow humans

e Co-production is one of my key interests

Part of the Rapid Evidence Synthesis team at the Applied
Research Collaboration Kent Sussex Surrey
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Patient Participation \24$7 GREENWICH
Groups Development
John Haddow, Chair

Retired, based in Marden

over 20 years of volunteering experience: The Prince’s Trust (now The King’s Trust), Digital Kent, and
the NHS Kent and Medway Medicines Optimisation Committee as a Patient Representative
Passionate about advancing patient-centred care

chairs the Marden Medical Centre Patient Participation Group (PPG) and the Weald Primary Care
Network (PCN) PPG chairs group within the West Kent Health Care Partnership (HCP)

holds a Public Health Champion qualification from the Royal Society for Public Health
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weo b e r g ggﬁ:;t;fje::eo; il‘r.ifecourse

* Service user and self-advocate
* Manages type 2 diabetes with technology
* Member of PurpleSTARS

e Co-chair of the learning disability partnership board
Redbridge

* Co-researcher at Rix Inclusive Research
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Jagdish 217 GREENWICH
Brar-Orgill ntitut o Lifoooust

* Co-Plin the project “Dementia care at a distance”

e gave up career to care and advocate for mum

» Services for her mum (Alzheimer’s and vascular dementia) were
fragmented

* Advocating for awareness of:

* the inequalities, inequities & lack of inclusivity within the dementia pathway
for underrepresented South Asian communities

» “It's Iimperative that our lived experience as carers/experts by
experience is central to research to inform policy and services”
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Who didn’thaveabad “
experience at some point in
their life when attending a
health service?

What do we do about it? What can we do?

Why is it important to make your voice / your experience heard?

What can we influence?
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Patient Participation Groups \%$ GREENWICH

Why PPGs? Institute for Lifecourse
Development

A statutory link between patients and GP Practices. Patient Participation Groups (PPGs) provide a formal connection between patients and
their GP Practice. Their purpose is to help improve local services and ensure patients have a genuine voice in shaping their healthcare. Most
PPGs meet three to four times a year.

A constructive, supportive partner to the Practice. PPGs act as a “critical friend,” raising local issues in a safe, respectful environment. They
highlight concerns affecting patients, share positive feedback, and support neighbourhood healthcare initiatives such as integrated
neighbourhood teams. They are not a forum for patients' medical complaints.

Improving communication and representing patient perspectives. PPGs advise the Practice from the patient point of view. They speak with
patients, gather opinions and experiences, and help strengthen communication between the Practice and its community. They may also carry
out informal surveys to understand patient needs.

Sharing information and supporting Practice activities. Working with the Practice, PPGs help produce regular patient communications about
group activities, Practice developments, and useful NHS or wellbeing information. Members may also volunteer for occasional support, such as
assisting at vaccination clinics.

A voice into the wider NHS system. PPGs represent patients’ views to Integrated Care Boards (ICBs), Primary Care Networks (PCNs), and other
healthcare partners. The 42 ICBs across England are responsible for planning and funding local NHS services, including GP Practices and
hospitals, and PPGs help ensure patient voices are heard in these wider decisions.
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Examples of Influence

Establishing a need for regular monthly information updates from the Practice post covid via email
Arranging CPR & AED awareness training for patients

Digital Support for NHS App and being part of the project team for a new digital triage system introduction
Developing and maintaining local community Health & Wellbeing Contacts list

Recommending Practice changes: physical access to the Practice, installation of microphone to Reception area behind covid screens.
Recommending confidential discussions in waiting room are taken to a private space

Initiating and supporting a ‘Prescription for Nature’ project to address patients with mental health & loneliness issues
Encouraging health & wellbeing information is provided regularly via the Parish Council to residents

Initiating a survey on GP access in late 2025 that identified access issues but also a lack of understanding of some patient's special needs —
service dog access and smear tests only on Monday’s *
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Marianne’s story

contacting the Patient Advice
and Liaison Services (PALS)

| at Guy’s and St Thomas’
Hospital
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Third party organisations in the & CREENWICH

Institute for Lifecourse

VCSE sector

Advocacy organisations

e.g. Healthwatch, NICE, POhWER, VoiceAbility, The
Advocacy People, Rethink Mental Illness, Mind

What can they do:

bringing voices together
advocate for you
Share experiences & information




Ros’s story

Service user with a learning disability

Actively taking care of her own health (diabetes management)

Part of PurpleSTARS and Rix Inclusive Research

Wiki: multi-me
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Health research -~ PPIE Kas/ GREENWICH
involvement
Jagdish’s story

example: ADAPT - South Asian Dementia Pathway
(research in 2021/22)

ADAPT South Asian Dementia Pathway — An online toolkit of enhanced
interventions



https://raceequalityfoundation.org.uk/adapt/
https://raceequalityfoundation.org.uk/adapt/
https://raceequalityfoundation.org.uk/adapt/
https://raceequalityfoundation.org.uk/adapt/

The purpose of the ADAPT
study was to create an online
toolkit of culturally
appropriate assessments and
interventions that support
people from South Asian
communities across the
dementia care pathway

MALDIVES
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SO...

We created the ADAPT toolkit

ADAHPT

nced interventions

Overview of the issue

( people from ethnic minority

* Hosted by Race Equality Foundation

* Resources for dementia awareness, diagnosis and
assessment, post diagnostic support, including videos.

* Recommendations for clinicians and dementia workers,
local team leads and managers and commissioners of
services

https://raceequalityfoundation.org.uk/adapt/



https://raceequalityfoundation.org.uk/adapt/

* “If I as a carer had come across this toolkit at the
start of this awful journey, it wonld have helped me
to navigate my way around the system. I hadn't
been made aware of the services and support by
any of the professionals after Mum'’s long awaited
diagnosis.”

* “This toolkit will help shine a light for people who

have been scrambling around in the dark.”

Public
contributor

feedback
on toolkit

° “It s really important to show the female
perspective and the importance of not making
generalisations about people.”



Finding the
ADAPT

website

https://raceequalityfoun
dation.org.uk/adapt/




S\ UNIVERSITY OF

Health research - get involved! %N
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Get involved | NIHR — a page where you have several options to get involved, by reviewing
proposals, suggesting topics, joining a ppi group

Get involved | NIHR — become a volunteer or participant in research

Join Q | Q Community — join the Qcommunity (supporting research) at the Health foundation

Join our patient and public involvement group | Research groups | Imperial College London

The Dementia Research Advisory Team (PPl) — Alzheimer

Get Involved | Healthwatch — volunteer with Healthwatch and / or share your story
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https://www.nihr.ac.uk/get-involved
https://www.nihr.ac.uk/get-involved
https://q.nhsconfed.org/get-involved/join-q
https://www.imperial.ac.uk/nihr-crf/ppi/patient-public-involvement/
https://alzheimer.ie/creating-change/research/ppi/
https://alzheimer.ie/creating-change/research/ppi/
https://alzheimer.ie/creating-change/research/ppi/
https://www.healthwatch.co.uk/get-involved
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in memory of 13-year-old Martha Mills

Died tragically in 2021 after developing sepsis in hospital

Parents raised concerns but care team did not act

Coroner concluded that Martha would have survived if she had been moved to intensive care sooner

Parents campaigned and managed to achieve change

Now: Martha’s Rule empowers patients, families, carers and staff to call for an independent, urgent review from a
different team of experts within the same hospital if they are worried about patient’s condition or care
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Set up a petition (e-petition)

* aclear request

* Five initial supporters

e Valid UK residency

* Petitions last up to 6 months

* 10.000 signatures earn a government response

* 100.000 make it eligible for a parliamentary debate

Contact your MP

* Use the website: Find your MP - MPs and Lords - UK Parliament

* Write a letter or email with your full name, address and postcode to prove you are a constituent

e Or attend the MP’s local surgeries (meetings)

* Only contact your own MP for issues affecting you personally, such as problems with government
departments, local services, or if you need help with a national issue

S0 Mt Ak AR 4
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https://members.parliament.uk/FindYourMP
https://members.parliament.uk/FindYourMP
https://members.parliament.uk/FindYourMP
https://members.parliament.uk/FindYourMP
https://members.parliament.uk/FindYourMP
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Conclusions

No change is quickly achieved

Experiences need time to be digested, be kind to yourself — don’t rush
Find allies, who can help you

Tell and share your story (if you feel comfortable to do so)

Get involved as much as you can do

Do not suffer in silence




Questions ? Just ask

Dr Marianne MarkowskKi a.m.markowski@greenwich.ac.uk

John Haddow
Jagdish Brar-Orgill
Ros Weinberg

Thank you o Whmerier

Institute for Lifecourse
Development




Summary of related resources to The Ageing Well
Public Talk Series
Podcasts

Vseteckova J & King J (2020) COVID-19 Interview podcast for The Retirement Café:
‘Ageing Well Under Lockdown'

Vseteckova J & Broad E (2020) Podcast — Open University & The Parks Trust Keep Me
Walking - researching with people living with dementia and their carers —

Vseteckova J (2020) Podcast - Areas of research with The Open University

Broad E, Methley A & Vseteckova J (2021) Podcast OU & The Parks Trust &
Northamptonshire Healthcare NHS Foundation Trust - Spotter sheet and mindful

walking.

Vseteckova J, Methley A, Broad E (2021) Podcast OU & The Parks Trust &
Northamptonshire Healthcare NHS Foundation Trust Preventing brain decline while

ageing



https://theretirementcafe.co.uk/077-dr-jitka/
https://youtu.be/0QHAS88C-LU
https://youtu.be/0QHAS88C-LU
https://youtu.be/0QHAS88C-LU
https://youtu.be/0QHAS88C-LU
https://youtu.be/vE6J9J_ovOM
https://www.youtube.com/watch?v=dq5OXEBk3CA&feature=youtu.be
https://www.youtube.com/watch?v=dq5OXEBk3CA&feature=youtu.be
https://www.youtube.com/watch?v=965w7K8XPdo
https://www.youtube.com/watch?v=965w7K8XPdo

Ageing Well
Public Talks

Methley A, Broad E, Vseteckova J (2021) Podcast OU & The Parks Trust & Northamptonshire
Healthcare NHS Foundation Trust Walking therapy

Vseteckova J, Methley A, Broad (2021) Podcast OU & The Parks Trust & Northamptonshire
Healthcare NHS Foundation Trust Understanding our memory

Araya Y, Broad E, Vseteckova J (2022) Engaging with our environment

Joannidi H, Araya Y, Broad E & Vseteckova J (2022) Sense of self during aging: how mindfulness

and nature can help

The above podcasts can be also seen on The Parks Trust YouTube Channel

28


https://www.youtube.com/watch?v=M59FvUrqKH8
https://www.youtube.com/watch?v=5WGfWrQr1AU
https://www.youtube.com/watch?v=f-vVUdgHSeY&t=1s
https://www.youtube.com/watch?v=Jzj3NLtXARo
https://www.youtube.com/watch?v=Jzj3NLtXARo
https://www.youtube.com/playlist?list=PLyDv-iwd8UZkub6qyDduaixKj1ySfKcUk

Ageing Well
Public Talks

Methley A, Broad E, Vseteckova J (2021) Podcast OU & The Parks Trust & Northamptonshire
Healthcare NHS Foundation Trust Walking therapy

Vseteckova J, Methley A, Broad (2021) Podcast OU & The Parks Trust & Northamptonshire
Healthcare NHS Foundation Trust Understanding our memory

Araya Y, Broad E, Vseteckova J (2022) Engaging with our environment

Joannidi H, Araya Y, Broad E & Vseteckova J (2022) Sense of self during aging: how mindfulness

and nature can help

The above podcasts can be also seen on The Parks Trust YouTube Channel
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https://www.youtube.com/watch?v=M59FvUrqKH8
https://www.youtube.com/watch?v=5WGfWrQr1AU
https://www.youtube.com/watch?v=f-vVUdgHSeY&t=1s
https://www.youtube.com/watch?v=Jzj3NLtXARo
https://www.youtube.com/watch?v=Jzj3NLtXARo
https://www.youtube.com/playlist?list=PLyDv-iwd8UZkub6qyDduaixKj1ySfKcUk

Ageing Well
Public Talks

Methley A & Vseteckova J & Jones K (2020) Green & Blue & Outdoor spaces

Vseteckova J, Borgstrom E, Whitehouse A, Kent A, Hart A (2021) Advance Care
Planning (ACP)

Vseteckova J (2020) Walking the Parks with The OU and The Parks Trust

Vseteckova J, Methley A, Broad E (2021) Understanding our memory

Araya Y, Broad E, Vseteckova J (2022) Engaging with our environment

30


https://www.open.edu/openlearn/health-sports-psychology/mental-health/the-benefits-outdoor-green-and-blue-spaces
https://www.open.edu/openlearn/health-sports-psychology/health/advance-care-planning-acp---discuss-decide-document-and-share
https://www.open.edu/openlearn/health-sports-psychology/health/advance-care-planning-acp---discuss-decide-document-and-share
https://www.open.edu/openlearn/health-sports-psychology/social-care-social-work/keep-me-walking-people-living-dementia-and-outdoor-environments
https://www.open.edu/openlearn/health-sports-psychology/mental-health/what-do-we-need-know-about-our-memory
https://www.open.edu/openlearn/health-sports-psychology/mental-health/engaging-our-environment-what-are-the-benefits

Ageing Well
Public Talks

Methley A, Broad E, Vseteckova J (2021) Podcast OU & The Parks Trust & Northamptonshire
Healthcare NHS Foundation Trust Walking therapy

Vseteckova J, Methley A, Broad (2021) Podcast OU & The Parks Trust & Northamptonshire
Healthcare NHS Foundation Trust Understanding our memory

Araya Y, Broad E, Vseteckova J (2022) Engaging with our environment

Joannidi H, Araya Y, Broad E & Vseteckova J (2022) Sense of self during aging: how mindfulness

and nature can help

The above podcasts can be also seen on The Parks Trust YouTube Channel
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https://www.youtube.com/watch?v=M59FvUrqKH8
https://www.youtube.com/watch?v=5WGfWrQr1AU
https://www.youtube.com/watch?v=f-vVUdgHSeY&t=1s
https://www.youtube.com/watch?v=Jzj3NLtXARo
https://www.youtube.com/watch?v=Jzj3NLtXARo
https://www.youtube.com/playlist?list=PLyDv-iwd8UZkub6qyDduaixKj1ySfKcUk

Ageing Well
Public Talks

Methley A & Vseteckova J & Jones K (2020) Green & Blue & Outdoor spaces

Vseteckova J, Borgstrom E, Whitehouse A, Kent A, Hart A (2021) Advance Care
Planning (ACP)

Vseteckova J (2020) Walking the Parks with The OU and The Parks Trust

Vseteckova J, Methley A, Broad E (2021) Understanding our memory

Araya Y, Broad E, Vseteckova J (2022) Engaging with our environment
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https://www.open.edu/openlearn/health-sports-psychology/mental-health/the-benefits-outdoor-green-and-blue-spaces
https://www.open.edu/openlearn/health-sports-psychology/health/advance-care-planning-acp---discuss-decide-document-and-share
https://www.open.edu/openlearn/health-sports-psychology/health/advance-care-planning-acp---discuss-decide-document-and-share
https://www.open.edu/openlearn/health-sports-psychology/social-care-social-work/keep-me-walking-people-living-dementia-and-outdoor-environments
https://www.open.edu/openlearn/health-sports-psychology/mental-health/what-do-we-need-know-about-our-memory
https://www.open.edu/openlearn/health-sports-psychology/mental-health/engaging-our-environment-what-are-the-benefits

Ageing Well
Public Talks

Hedges V & Vseteckova J (2023)
What should | expect when | am nearing the end of my life?

Joannidi H, Araya Y, Broad E & Vseteckova J (2022)
Sense of self during aging: how mindfulness and nature can help

Mehta S, Vseteckova J (2023) Ageing, health inequalities and person centred care

Mehta S, Vseteckova J (2023) Ageing, health inequalities and integrated approach to

care

Araya Y, Broad E, Vseteckova J (2023) Ageing well by connecting and learning about
nature outdoors
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https://www.open.edu/openlearn/health-sports-psychology/health/what-should-i-expect-when-i-am-nearing-the-end-my-life
https://www.open.edu/openlearn/health-sports-psychology/sense-self-during-ageing-how-mindfulness-and-nature-can-help
Ageing
https://www.open.edu/openlearn/health-sports-psychology/ageing-health-inequalities-and-integrated-approach
https://www.open.edu/openlearn/health-sports-psychology/ageing-health-inequalities-and-integrated-approach
https://www.open.edu/openlearn/science-maths-technology/ageing-well-connecting-and-learning-about-nature-outdoors
https://www.open.edu/openlearn/science-maths-technology/ageing-well-connecting-and-learning-about-nature-outdoors

Ageing Well
Public Talks

Care and caring related

Vseteckova J, (2020) How to age well, while self-isolating

Vseteckova J, (2020) SHORT FILM - Ageing Well in Self-Isolation

Vseteckova J, (2020) ANIMATION - Keeping healthy in Self-Isolation

Vseteckova J et al (2020)
COVID-19 The effects of self-isolation and lack of physical activity
on carers

Taverner P, Larkin M, Vseteckova J, et al. (2020) Supporting adult
carers during COVID-19 pandemic
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How
How
How
SHORT
SHORT
SHORT
SHORT
SHORT
ANIMATION
ANIMATION
ANIMATION
ANIMATION
ANIMATION
COVID
COVID
COVID
COVID
COVID
COVID
COVID
Supporting
Supporting
Supporting
Supporting

Ageing Well
Public Talks

Robb M, Penson M, Vseteckova J, et al. (2020) Young carers, COVID-19 and
physical activity

Penson M, Vseteckova J et al. (2020) Older Carers, COVID-19 and Physical
Activity

Vseteckova J & Methley A (2020) Acceptance Commitment
Therapy (ACT) to help carers in challenging COVID-19 times
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Young
Young
Young
Young
Older
Older
Older
Older
Acceptance
Acceptance
Acceptance
Acceptance
Acceptance

Ageing Well
Public Talks

AGEING WELL PUBLIC TALK SERIES WEBSITE

Ageing Well Public Talks’ Series 2023/2024 repository on ORDO Collections
‘Ageing Well Public Talks’ Series 2022/2023 repository on ORDO Collections
‘Ageing Well Public Talks’ Series 2021/2022 repository on ORDO Collections
‘Ageing Well Public Talks’ Series 2020/2021 repository on ORDO Collections
‘Ageing Well Public Talks’ Series 2019/2020 repository on ORDO Collections

Midlife MOT OpenLearn Course

OpenLearnCreate Course on ‘Ageing Well’ 2019/2020

Home exercise nho equipment — no problem Blog
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https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2022-23/5982802
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2021-22/5493216
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2021-22/5493216
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2021-22/5493216
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2021-22/5493216
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2020-21/5122166
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2020-21/5122166
https://ordo.open.ac.uk/collections/Ageing_Well_Public_Talks_2020-21/5122166
https://doi.org/10.21954/ou.rd.c.4716437.v1
https://doi.org/10.21954/ou.rd.c.4716437.v1
https://www.open.edu/openlearn/midlife-mot-wealth-work-and-wellbeing/content-section-overview?active-tab=description-tab
https://www.open.edu/openlearncreate/course/view.php?id=5016
https://selsdotlife.wordpress.com/2020/04/01/home-exercises-for-older-adults-no-equipment-no-problem/
https://selsdotlife.wordpress.com/2020/04/01/home-exercises-for-older-adults-no-equipment-no-problem/
https://selsdotlife.wordpress.com/2020/04/01/home-exercises-for-older-adults-no-equipment-no-problem/
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