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The many Ps of public and patient involvement.....
PUBLIC and PATIENT involvement requires PEOPLE
with a PASSION and a PURPOSE with a PLACE to
meet and a PAYMENT for their involvement.
It requires a willingness to pursue POLICY CHANGE
with PERSEVERANCE and PERSISTENCE while
mindful of the need for PRACTICAL APPLICATION
and in PARTNERSHIP with the health system.
Within the patient community there seems to be a shared concern that “People who
are in a position to make decisions are not necessarily wearing the same hat or the
same shoes as the people who are accessing (health) services”. Patients propose
that it is possible that “We all have a piece of the big picture” when it comes to
identifying solutions for our many pressing health challenges. Which leads us to the
practical question – how should health leaders attempt to assemble the pieces?
Speaking at IPPOSI’s digital discussion on public and patient involvement on Sept
30th, 2020, patient advocates from the UK and Canada had clear advice – ‘get out
and ask, and then, get doing’! “Patients are experts in their own condition, but
patients are also people (…), you don’t know what particular interests or skills they
have, so you don’t know until you talk to them whether they can help you or not”.
Carol Munt, patient partner and advocate with the NHS in the UK invites those
tasked with public and patient involvement to get into the right mindset by
completing a simple exercise. “Imagine a room full of doctors and nurses and
managers. This is one type of expertise. Now imagine each doctor, nurse and
manager nominates a family member, friend or neighbour to deputise for
them. This is another type of expertise – different yes, but no less valuable”.
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Sharing examples of how different types of expertise can be mobilised to work together towards
common goals, Carol describes a hospital CEO who adopted a ‘Batman and Robin’ approach, inviting
a patient to buddy with him on regular visits; an A&E Department that worked with parents, developing
a paediatric pathway to reduce the trauma of A&E visits for younger patients; and a hospital which
supported the publication of a dementia guide, co-designing content with carers and care providers.
Julie Drury, Strategic Lead for Patient Partnership from the Foundation for Healthcare
Improvement in Canada, described her own involvement journey as “wanting to push beyond the
boundaries of simply giving advise and feedback and to really get into collaborating and
partnering and leading”. When asked how we here in Ireland can get started – she underlines the
importance of making involvement roles ‘foundational’ – be it within the Sláintecare office, or the
health system more generally. Pockets of involvement offer great food for thought, but to make
involvement systemic, sustained and successful it needs to be embedded in the organisational culture,
practice and policy by health leaders, with specific performance measurements for involvement and
with dedicated leadership roles created for patients and members of the public.

Ontario province benefits from having
a Patient and Family Advisory Council
to its Ministry for Health. As chair of
this Council from 2016-19, Julie
provided advice to the Minister on
patient health priorities and describes
identifying the values important for
patients, families and caregivers via a
Patient Declaration. But even with a
high-level commitment to involvement,
she acknowledges challenges arrive
with new governments and new senior
managers – each seeking to redefine
roles and reshuffle individuals to one
degree or another.

After my daughter's death we began an 18month patient complaint process. At first I was
dismissed as an angry mother in grief, but
once we started having conversations they
learned, I was angry, but predominantly we
wanted to affect change so other families
wouldn't go through what we had to endure.
Through leadership, humbleness and trust - on
all sides - we were able to make a difference.
JULIE DRURY

Laura Magahy, Executive Director of Sláintecare – the Irish health system reform programme –
shares the view that patients and members of the public should be at the table, and suggests that “a
loose set of principles to systematise something around patient and public engagement, that is
then adaptable at a local level or at a specific problem-solving level, and that is not too rigid, is
something we should strive for (here in Ireland)”. The emerging Community Healthcare Networks
present an opportunity to pilot greater involvement of the public and patients.
Asked for their insights around why some involvement initiatives fail, Carol and Julie introduce the
need for a strong “engagement (or involvement) capable environment” – building up both patient and
health staff capacity to get behind a shared involvement agenda. Carol describes patients and peas as
similar, “you plant the pea in a pot, you water it, you nurture it, and as it grows, you support it
and then you end up with a handful of peas.”

Julie gets into the detail: “patients are often put into positions where they are playing catch up,
where others have been at the table for a while” - there needs to be onboarding, context-setting
and orienting, with ongoing coaching, mentoring and supports. Staff need to be upskilled and trained
on how to use different engagement approaches and tools, and how to become active listeners and
co-design partners. Both Carol and Julie underline the need to facilitate and foster a network – or
community – of patients and members of the public. The Royal Berkshire Hospital 'Patient Leaders'
programme (UK) runs a series of seven workshops to brief its patient leaders, and the 'Patients in
Pyjamas' initiative (Canada) unites, virtually, 1000+ patients from across Ontario. Remunerating
patients for their involvement was underlined - in the most emphatic terms - as key to successful public
and patient involvement - all expertise has value, and all expertise must be valued.

Engagement needs to have some thought put
into it. You can't just drop a patient into a
room and expect them to understand the
language used etc..
Also don't leave patient engagement until the
last minute. Build up a network of people you
can tap into so you have a group that are
familiar with the system and that you can
engage with straight away.
CAROL MUNT

Speaking about so-called ‘hard to
reach’ communities, Carol questions the
accurateness and sincerity of the term,
proffering that “nobody is hard to
reach, if you bother to go and do it”.
Julie appeals for an inclusive strategy
around recruiting patients to roles which
recognises
diversity
and
health
inequalities, and she suggests that as
different communities access health
services is different ways, so too do
communities need to be able to engage
with health leaders in different ways. As
Carol states honestly, “it doesn’t
matter what you call us, (…) we are
people with a passion (for health)”.

As we face into an undefined period of living-with-COVID, Carol and Julie call for renewed efforts.
COVID has set involvement back, either by accident or by design. Virtual working, Julie creatively
proposes, offers the opportunity to ‘break the table’, to look again at how business is done, and to take
advantage of the incredible wealth of experience and expertise across the community of patients many
of whom are able, ready and willing to become involved at the click of a button.

The involvement space must not be allowed to shrink at the very time when we
most need to come together, to pool our collective expertise, and to identify,
design, implement and evaluate new solutions for the health challenges facing
our respective societies.
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