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Thank you so much for the introduction, and thank you for the invitation to be here today,
especially since, as you mentioned, it’'s Dementia Action Week. | would like my
presentation to stimulate action from every single one of you here today. What are we
going to do to improve the lives of people with dementia and those who care for them?
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Here is my introductory slide, and it focuses on this key word: compassion. I’ll explain
why it is so important and why we need to take it so seriously. The title is Why Should We
Put Compassion Back into Compassionate Care? and I’m giving you insights from my
personal journey through dementia care. I've got the T-shirt. | know exactly what every
one of you in this room who is living with or caring for someone with dementia is going
through. | also know exactly what needs to be done, and that’s the challenge | want to
share with you.

You’ll also see on the slide the logo for Safer and Supportive Salisbury, and | want to say
how very much | support this organisation. For 30 years | have argued for organisations
like this in this country, in my various leadership roles with government and elsewhere - |
worked for 30 years in Canada. I’ve seen the power of local communities taking
responsibility for their populations, for their children, and for their older people. I've
seen what can be done if there is local political will to put these people on the agenda
and meet their needs. So | support Safer and Supportive Salisbury very strongly. You
have a huge opportunity, and I’m here to help you as much or as little as you may wish.

On the right-hand side there’s the blue letter “R” with a sprig of rosemary. I’ll explain why
that is important in a moment. Finally, you’ll see my title: Professor of Compassionate
Care. I’'m the only professor of compassionate care in the whole country, and I’ll explain
how and why | have that privilege. At the bottom is my website. Please access it, there’s
far more there than | can possibly cover in a short time.



Introductory comment

* Passionate supporter of the NHS
* 65 years since becoming a medical student in 1961
* Lived and worked overseas

* How precious our NHS is, especially people in it & our primary care
approach

* Let’s celebrate what’s good but be fearless in challenging what isn’t

‘Well done and thank you’ for all who care especially in the context of
the Dementia Network and the Wiltshire Dementia Strategy — a great
foundation to build on  Wilishire Council

I’m a passionate supporter of the NHS. I’'m 83 years old, and | have spent 65 years, since
becoming a medical student, in the health service and related disciplines. I’ve been
there and I've seen what has happened. In many ways I’'m in despair as | look at what is
happening today, but I’'ve also lived and worked overseas and from that | know how
precious our NHS is, especially our primary care system, our GPs and family doctors.

I lived with my family in Switzerland while training in Zurich many years ago, and one of
my daughters becameiill. | had a nightmare trying to find a doctor | could turn to. Here,
in theory at least, you go to your GP, although of course primary care is under huge
pressure. So for these reasons | support the NHS wholeheartedly. Can we please move
out of this cycle of gloom and despondency, even though some of it is justified, and
celebrate whatis good? Let’s identify the things that are good in the NHS while being
fearless in challenging what is not.

Well done and thank you for all your care, especially for the dementia network and the
dementia strategy, which are a great foundation to build on. Is there anybody here from
Wiltshire Council? One person? Why aren’t there more? Ah, some of you, well done.
Thank you for your strategy, but what has happened to it? Fine words on paper, where’s
the money for it? What impact has it had? Can you tell me what this document has
actually done?

A lot of people spent a lot of time on it. It’s an excellent summary of dementia, but it
feels like a box has been ticked. Someone produced a strategy, but it hasn’t been
funded or implemented, unless I’'m wrong. Am | wrong? So we have a strategy, which is
an excellent document, and thank you for producing it. But the challenge is: so what?
What has happened as a result of it? That is the challenge for so many policies today.



Everything | do is in celebration
of my adored wife of 57 years,
Rosemary, Lady Aynsley-Green

Died 20th July 2022 from vascular
dementia

‘Touching the lives of others

through her love’ By my side when President of the BMA, 2016

Everything I’'m doing, including this speech, is in celebration of my adored wife
Rosemary, my wife of 57 years, who died four years ago from vascular dementia. So | am
justified in saying I’'ve got the T-shirt. I’'ve been there. I’ve been through the system. |
know what happens.

The epitaph for Rosemary reads: “Touching the lives of others through her love.” | was
hugely privileged to have this wonderful girl, then woman, mother and grandmother by
my side for 57 years. Ten years ago, here she is beside me when | had the privilege of
serving as President of the British Medical Association. Everything you see here today,
this mythical creature, Sir Al Green, is entirely due to the love, support, companionship
and common sense that Rosemary gave me over those years.

Visiting Professor of Compassionate Care,
University of Northampton

* A new purpose in life driven by my ‘lived experiences’

* The first and so far, only Professor of Compassionate Care in the
UK

* Purpose is - to confront and address the mismatch between the
wonders of medical science and the relentless erosion of the
humanity of care

* Strap line: ‘Putting compassion back into compassionate care’

Why is it needed and what is compassion?

I’m now Professor of Compassionate Care at the University of Northampton, the first
and so far only academic professor focusing on compassion in the UK. My purpose is to
confront and address what | see as a mismatch between the wonders of medical
science and the erosion of the humanity of care.



Medical science is phenomenal. Sixty-five years ago, many diseases we now treat
routinely were incurable. But the downside, in my view, is that this progress has been
accompanied by a relentless erosion of the quality and humanity of care that people
receive. My professorship is driven by my outrage over what we suffered as a family with
Rosemary.

My strapline is “Putting compassion back into compassionate care.” We have to ask:
why is this needed, and what actually is compassion? If you go online you’ll drown in
definitions, but I’m a simple man, so my definition is simple: compassion means putting
ourselves in the shoes of others and doing something about it. That differs from
empathy, which is simply putting yourself in someone else’s shoes. Both are part of
what | call the humanity of care.

What is compassion?

* Putting yourself in the shoes of others and doing
something about it

* It is different to empathy which is just putting yourself
in the shoes of others

* Both part of the "Humanity of Care’

There are five key words: empathy, compassion, sympathy, kindness and love. People
often think they mean the same thing, but they don’t. Empathy is understanding
another’s experience. Compassion is acting on it. Sympathy is pity for another’s
suffering. Kindness is being caring and helpful. Love is deep affection.

The ‘humanity of care’
What do the words mean?

* Empathy — putting yourself in the shoes of others
* Compassion — putting yourself in the shoes of others

and doing something about it
* Sympathy — feelings of pity at someone else’s misfortune

¢ Kindness - being helpful and caring about others
* Love - feel deep affection for someone

Key challenges:
Are your services and the culture for care compassionate?
How do you know? What’s the evidence?




The challenge for anyone running services is this: are your services compassionate? Are
you putting yourselves in the shoes of others and doing something about it? How do you
know? Does anyone ask?
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The Components of Compassion ?;k
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* Theory and science Mind

* Compassionate leadership al s

* Organisational compassion

* Institutional compassion

* Compassion in practice

* Compassion in teaching and training

* Self-compassion

What does this mean for you?

There are many dimensions to compassion. There is the science and theory of
compassion, which Paul Gilbert explores brilliantly. There is compassionate leadership
and Michael West has written powerfully on that subject. There is organisational
compassion: is Wiltshire Council compassionate? Institutional compassion: is
Salisbury District Hospital compassionate? Compassionate practice, compassionate
teaching and training, and finally self-compassion, because unless we care for
ourselves we will become overwhelmed.

Everywhere | go people say, “That’s all very well, but what do we actually do?” So | argue
that we need compassion toolkits. What does a nurse do to show compassion? They
stop and listen. They sit beside the patient. They hold a hand. They offer a tissue. These
are not expensive interventions.

The need for ‘Compassion toolkits’

Examples of toolkits (examples of what to do) for

* Nurses

* Care staff

* Medical and allied staff

* Managers and commissioners
* Carers and families

Can you help to build a library and handbook?

Rosemary’s GP wanted her referred to a memory clinic. This was eight years ago, and
things may have changed since then, but at that time the process sounded deeply
distressing - hours of testing focused entirely on what she could no longer do. Rosemary



refused to go, and | supported her, especially when she was told she would need a
radioactive brain scan. As a doctor, | asked: what benefit will this have? At that time
there was little available in the way of prevention or treatment.

She did agree to a CT scan, which showed shrinkage in brain volume. We were given a
diagnosis - almost certainly vascular dementia, linked to her atrial fibrillation. But after
that? No care plan. No management plan. Nothing. We were on our own.

I’m a doctor, so | could research the condition. One of my daughters is a senior nurse,
so she could too. But despite our knowledge and contacts, we were left to cope alone.
Support at home? None. As Rosemary’s condition worsened, one of our daughters took
time off work to help care for her.

<0 > Adifferent way of thinking

Do we see the world
through the eyes of
others?

Are we bunkered and
silo-ed in our thinking?

Proposed paradigm shift:
Journeys, Needs, and Compassion

Eventually we explored home care and live-in carers because Rosemary had become
incontinent and was wandering. | had to lock the front door to stop her walking onto the
main road. Eventually | had to consider a care home - and that’s when the swamp really
opened before us.

Trying to find a suitable care home was almost impossible. At the time many homes
seemed driven more by profit than by the best interests of residents. But we eventually
found one: Old Sarum Manor, on the road to Amesbury. It had been built by an
extraordinary man called Chris Blavington, a former hedge fund manager who decided
to create care homes to the standard he would want for his own mother.

Everything there was stunning. The staff were wonderful - genuinely compassionate.
They loved Rosemary from the moment she arrived and gave her what | call “contented
dementia.” She loved them in return. We were incredibly fortunate.

After nine months, Rosemary deteriorated further. She no longer recognised herself, me,
our children or grandchildren. Then she slipped, fell, and fractured her hip.

What would you do for a loved one with end-stage dementia who fractures a hip? |
refused surgery. | described it as “unspeakable cruelty” to inflict invasive surgery and
impossible rehabilitation on my beautiful wife, who could no longer understand what



was happening. | was told | was the first person ever to refuse pinning of an elderly
person’s fractured hip.

| stood my ground and demanded palliative care. Fortunately, a compassionate GP
agreed. Wonderful community nurses inserted a diamorphine drip to keep her
comfortable. She died three days later in my arms, peacefully, in accordance with her
wishes before she became soill.

That is what happened to me. | had to fight for compassion - for her and for us.

Four years later I’'m still living with the consequences of that experience. | was outraged
by the contrast between extraordinary compassion from some staff and the cold “we
can do it, so we will do it” attitude | encountered elsewhere. The care staff let me lie
beside Rosemary and hold her as she died. They held my hand. They cried when she
took her last breaths. They came to her funeral.

Please, those of you responsible for care pathways, sit down and map the journey.
Identify the needs not just of the patient but of the family and carers too.

{ v
The Jou rney construct At each milestone: NEEDS of
The person, carers, family and staff.

1. Suspicion all’s not well
2. GP consultation Competencies for:
* Accessing information
3. Referral to memory team * Medical tests and treatment
4. Diagnosis confirmed * Social care
5. Care and management plan * Benefits
* Legal (including need for documenting
6. Support at home . .
o wishes and Lasting Power of Attorney)
7. Admission to care home * Awareness and Education
8. End of life care * Religion and spirituality
9.

Consequences and living beyond

. And for staff:
for carers and families

+ Teaching and training
* Mentoring and support

| also want to challenge unnecessary tests and treatments. At the time, Rosemary’s
radioactive brain scan felt like a box-ticking exercise. | asked what value it would add to
her care, and nobody could answer me.



Unnecessary tests

and treatment PERSON-CENTRED
CARE IN

RADIOGRAPHY

* Personal experience

SKILLS FOR PROVIDING

* University of Exeter School of EFFECTIVE PATIENT CARE
Radiography

¢ Insight from Ireland
* Anecdotal evidence from UK

What are your views? WA

I work with the University of Exeter, which trains radiographers. They point out that 95%
of patients in hospitals pass through radiology departments, yet many undergo
unnecessary tests or arrive completely unprepared for frightening procedures. Imagine
being 85 and put into an MRI scanner. It’s frightening even for me as a doctor.

Recently, after speaking in Ireland about unnecessary tests, a doctor challenged me. He
said defensive medicine is now everywhere because doctors fear litigation. That is the
climate we now operate in.

As | come to the end, what are the obstacles to change? Time, territorialism, tribalism,
traditionalism and the Treasury.

What are the obstacles to change?

* Time

* Territorialism

* Tribalism

* Traditionalism
* Treasury

* Terror

* Ten-year plan

How can we make progress?

Everywhere | go people say, “We don’t have time.” My response is one succinct
scientific word: bo***cks. If you haven’t got time, you make time. How long does it take
to put a hand on someone’s shoulder or ask how they are coping?

Territorialism: “You’re social care, I’'m healthcare.” Tribalism: “I’m a psychologist, you’re
a psychiatrist.” Traditionalism: “We’ve always done it this way.” Treasury: the
assumption that compassion costs money. Much of it doesn’t. It’s an attitude and a
leadership issue.



And then there’s the NHS 10-year plan. Nowhere in it is the humanity of care mentioned.
What does that say about our policymakers?

A future for dementia care in Salisbury

* Building on SaSS & the Wilts Strategy and Dementia Network

* Salisbury a ‘dementia-friendly city’ — what does this mean?

* Leadership & responsibility — who’s in charge?

* Looking out of the box — where’s best practice?

* Understanding the demography — people, carers, families

* ‘Mapping’ of resources — who’s who, what’s where?

* Understanding & promoting a local needs-based, integrated strateqy

* Celebrating what’s good

* Collaboration not competition, getting synergy, breaking down the bunkers
* Compassion co-ordinators?

* Learning from others — Maggie’s Centres for cancer care

So how can we make progress? Let’s imagine a dementia-friendly future for Salisbury.
We already have strong foundations. But we need action.

Al’s reflections on my dementia journey

* Gratitude

* Cementing my love; doing the very best | could for Rosemary
* The importance of family

* Understanding grief

» Satisfaction from a new purpose in life driven by outrage

* The shallowness of organized religion in offering solace and
comfort

* The Rosemary Foundation

At one point, after Rosemary’s death, | sought help from clergy because my faith had
been shattered. | simply could not believe in the existence of a loving God in the face of
my adored wife’s undeserved suffering. One senior clergyman told me, “l can’t help you.
There are no answers to the questions you’re asking.” Another said “Just believe, Al”. a
third said, “read the Book of Job and hang on to the 23rd Psalm”. That was my
experience of the Anglican Church - highly educated clergy who could not understand
profound grief and spiritual suffering.



I now come to the end, returning to the “R” logo and the Rosemary Foundation. | ask all
of you: what are you going to do?

| created the Rosemary Foundation. My granddaughter designed the blue “R” with the
sprig of rosemary. | have used some of my family’s resources to endow a new library at
the Coram Institute for Childhood in London - a place where policy relating to children
can be gathered and studied.

| also created the Rosemary Award and funded awards for dental staff at Alder Hey
Hospital in Liverpool because my intelligence network told me these staff were
extraordinary in the way they cared for children with severe non-verbal autism and their
parents. Imagine how difficult dental care is for a child with severe autism. These staff
showed remarkable compassion.

My final images are these. First, a sculpture by the American street artist Mr Brainwash
which says: “Life is Beautiful.” | keep it on my kitchen window facing east. Every morning
the sunlight shines through it and reminds me that life is beautiful, and we must find
ways to celebrate it.

For when times are tough

By Mr Brainwash

And finally: Carpe diem - seize the day. The famous phrase from Horace. | even have the
T-shirt. So | say to every one of you leaving this meeting today: you can make a change.
Please - carpe diem.



Carpe diem
Quam minimum credula postero

‘seize the day, trusting as little as
possible in the future’.

A motto for life?

In wrap-up - Where to now?

* Do you agree with what’s being said?

* What does this mean for your organisation?
* What are your suggestions to get change?

* What will you do tomorrow?

Thank you for listening!

Why?
A man deep in the valley of tears psaim 84 iy - '
1€
Grievin
Someone of ‘sorrows and acquainted BRA INg

with grief’ isaiah 53.3

‘Grief is the price we pay for love’
HM Queen Elizabeth.

The science of grief

Sir Al's website can be found here.



https://www.aynsley-green.com/

