
Hutia te rito o te harakeke
Kei whea to Kōmako e Kō
Ki mai kia ahau
He aha te mea nui o te Ao?
Maku e kī atu
He tāngata, 
He Tāngata,
He Tāngata!



Every single 
interaction we have 

Heals or Harms!!!! 



The Magic's 
 “They listened …… and created 

space for us to “be” .. Helped us feel 
safe to “be”

 They created relationships with us 
where we felt we mattered ! 

 They cared for us as people. They 
were interested in us….. And we were 
interested in them.

 They celebrated Ormie’s life and he 
wasn’t just someone with cancer. 
They became part of “Team Ormy” 
and were on our side … 

 They were there  for us in a scary 
world we did not understand … 

 They healed our bad experiences 
with those “menaces”, and gave me 
confidence to ask for what we needed 

To lose compassion we 
lose what it is to be 

human 



We Need Person Centred 
Collaborative Care that Fit’s 

People’s lives 

Minimally Disruptive 
Medicine 



SO…….What do some of our  people 
living with long term conditions say ?

NO CHOICE 



Emotional cost 



Cultural cost 

Want it to be like this………BUT IT FEELS MORE LIKE THIS ! 



Opportunity Costs 

 Pills, treatments/interventions 
 Get to clinic appointments
 Time for monitoring, 

treatments and interventions, 
appointments 

 Focused on my illnesses and 
trying to manage 

 Food for family 
 Rent 
 Time for paid work or 

time with whanau 

 Living the role I want to 
fulfil in life 

It can be a ten  hour day!!!!
And then there is the cost of parking!!!



PRISON
No choice 
No Autonomy  



THE GRIEF WITH DIAGNOSIS & 
LIVING WITH LTC’S  IS REAL AND 

HUGE 
 Loss of fluids 
 Loss of foods / salt 
 Loss of energy 
 Loss of function 
 Loss of sex life 
 Loss of hair 
 Loss of body image
 Loss of heart function
 Loss of control  



 Loss of role in life 
 Loss of partner 
 Loss of holidays 
 Loss of farm 
 Loss of small home 
 Threat of rest home 
 Loss of independence 
 Loss of drivers license
 Loss of connections 

especially grandchildren 
 Loss of security 
 Loss of hope 
 Constant threat of loss of life



Depression  is not normal and it 
won’t go away  !!!!



How would you describe your 
experience ?



Institutional racism 



Poor Coordination 

We are just a 
number !



Too many providers 

 So Confusing 
 Can’t deal with 

them all 



Lack of transport 

 No car reg 
 No bus service 
 Appointment 

four hours 
away at 0900?



Affordability 

 Debt 
 Cost 
 Shame



Delays in service provision 



LIFE COMPETES WITH 
HEALTH CARE 

WORKLOAD 
CAPACITY 





Diabetes 

Overweight

Hypertension

New water pill makes him dizzy

High Cholesterol

Lower back pain

Pain in feet

Referred to diabetes team 

Time off work

Had to ask neighbor 
for lift   

Doc focuses only on HBA1c 

Loss of job threat to debt , mortgage and 
insurance , bills 

Told off for not taking pills even tho he is 

Told to check BG but he does and records 

Worries ... job , deadlines, brings work 
home … keeps him awake 

Deemed “non compliant”
Fired from practice  

Daughter and two daughters home and 
abused … 

Daughter addicted to painkillers 

Depression 

Pain?
Insomnia?
Despair ?



Meet Hōne….. Hōne is a sign  !
1

6

11

16

Victor Montori’s John 

Hōne had
over 20 
challenges 



Healthcare has become toxic to 
Hōne



We say Hōne is “non compliant” 
 Hōne has “stopped 

singing” , we have 
stopped listening but 
in health care that is 
deemed Hōne’s fault 
 We, and our health  

systems,  have 
“structured non 
concordance” 



Our Language is Labelling, 
Shaming  & Blaming  

 Non compliant 
 DNA’s 
 Frequent flyers 
 Failed Discharge 
 Ready to go delay
 Social admission  
 Diabetics 
 Chronic …….and we  

always locate the 
problem in the client 



Non-compliance … our error ?
 Turn up volume 
 Tell them what they 

must do 
 Label them 
 Withdraw emotionally 
 Stop offering 

services 
 They feel abandoned 



Learned helplessness
Learned fatalism  

Seligman , 1960/ 70’s 



We need a navigator 

 Only give 
information once 
 Focus on our 

journey
 Want control 
 Want alternatives 
 Want people who 

“see us “   



Health care is industrialised



Targets & limited 
resources  

Specialisation & 
CredentiallingStructured for acute 

care & single disease Excessive 
protocol and 
documentation Focus on disease and 

test results 
Not HŌNE

Barriers to access, 
quality, and internal 
dissonance for us 

BURNOUT AND 
COMPASSION 
FATIGUE ? 



Cruel to patients and cruel to us 



What is ….. 
But what should it be?  

FROM doing some 
of the things right 

for some of the 
people some of 

the time , 
RESULTING IN 

INEQUITY 

TO targeting AND 
WORKING WITH 

those most in 
need and reducing  

inequity of 
outcome 

TO doing all of the 
things right for all 
of the people all of 

the time 
ENSURING KIND 

COMPASSIONATE 
ELEGANT CARE  



We need care that is centred by Honē , his 
challenges, and what matters most to him  

1

6









Patient Capacity is complex 
Boehmer et al, 2016 

 B. Biography 
 R. Resources
 E. Environment 
W. Work 
 S. Social functioning





Time for Action 



Patient revolution 
https://patientrevolution.org

https://patientrevolution.org/












Measure and Monitor your 
Unconscious Biases 

 Take the 
blinkers off 
 Be Brave 
 Ask the hard 

questions 
Project Implicit 
https://implicit.harvard.edu/impli
cit/takeatest.html

https://implicit.harvard.edu/implicit/takeatest.html


“Notice and call racism”

 Be courageous
 Name it when you 

see it 
 Call your colleagues, 

patients and whanau  
and  the system  to 
account 



We have  to be “hope 
generating” not “spirit breaking” 



Join the patient revolution 

We have to share 
decision-making  
and support  people 
to have control and 
choice of how they 
live their lives … 
especially the  last 
1000 days 



Go to work every day with the 
…. 

 perspective of a 
patient  

 spirit of an artist…
 heart of a healer
 courage of a lion 

The Doctor, 1891. Luke Fildes



Thank you,  for listening,  and 
“ being there” for your people!

 Thank you to all the patients 
and staff for sharing their  
precious time and experience 
with me 

 Thank you Victor Montori for 
instigating a patient revolution  

Tēnā koutou, 
Tēnā koutou, 

Tēnā koutou katoa

He aha te mea
nui o te ao ? 
He Tāngata
He Tāngata
He Tāngata
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