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KEY INSIGHT S:  ST AFF 
PERSPECT IVES AS PAT IENT S 
LIVING WIT H SERIOUS ILLNESS

A presentation to Palliative Care Nurses New Zealand 7th Biennial Conference 

Monday 21 October 2019, Wellington New Zealand

Suzanne Corcoran for Hilary Boyd

Who is Hilary Boyd?

An experienced co-design practitioner

An accomplished writer 

An inquirer and researcher

A highly valued colleague, mentor and friend

A patient experiencing health and palliative care 
services after diagnosis of metastatic breast 
cancer earlier this year

- To share Hilary’s story and experience of

serious illness

- Contemplate her challenges and insights

- Consider the results of recent research

- Consider opportunities & ways of learning

- To potentially influence health professional

education

Why am I here?

Link to Hilary’s video clip

What is Hilary’s story?

• Loss of team

• Transition

• Feels well, despite diagnosis

• Depersonalisation

• Lag between diagnosis and next step

• Burden of decision making

• Lack of information

• Symptoms of treatment and medication

• Social & emotional needs

• Strategies to manage

• Normalisation

What are Hilary’s insights?

A joint research project between

- The University of Auckland and Auckland DHB

- Principal investigator: Dr Julia Stark

- Co-investigators: Hilary Boyd, Aileen Collier and

Siuzick Mesnage

What is the research?

An exploratory study of health professionals 
as patients: experiences and world views 
from the other side of healthcare
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Purpose Capturing and using insights from

health professionals which may assist

education and planning to care more

easily and differently

Participants Health professionals diagnosed

with a serious illness in the last 6-24

months for interview

What is the research for and with who?
Criteria = Living with an illness which is

potentially life threatening, includes

multiple treatments/encounters over a

month and influences quality of life. Had to

be over 18 years of age

Recruited = online panel, notice board and

shoulder tapping. Signed written consent.

Ethnicity collected but not analysed

What is the research method?

- 10 people including 9 female and 1 male

- 4 nurses, 4 medical, 1 psychologist and

one radiographer

- 3 cancer, 3 gastro-intestinal illness, 1 with

arthritis, 1 with cardiac and 2 with other

- 2 Maori, 5 NZ European, 1 Canadian, 1

Samoan and 1 Australian

What were the findings?
Entering the patient world – not your

average patient

“ She knew I was a nurse, she knew she

probably needed to be, probably wanting

to do things right. I guess I just think she

had a lack of knowledge, she just didn’t

know….”

What were the findings?

“I work in xxx…they told me I was having an xxx

the next day. So I was texting my friend who is in

charge of the department and saying oh, I need

and xxx…”

“ I’ve ended up emailing and that would not be

normal for a patient”

“….I’ve used back channels just to find out how

long we’re looking at …a year or slightly longer.

But they didn’t tell me that as a patient”

What were the findings? 
Life as  a patient – navigating the system

“I think the level of personalisation of care

was a bit more, what’s the word? Process

driven as opposed to person driven”

“My view of it is its sort of a racist view. That

I’m a Maori and therefore I can’t have

health insurance as a Maori…”

“She was too busy talking to her colleague..”

What were the findings?
The other side of health - vulnerability
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- Communication and information

- Kindness

- Trust in listening

- Prioritise patient over paper work

- Discharge Lounge

- For some people, no eye contact – no trust

- Sense of control in decision making

Reflection and opportunity for learning –
insights for future health professionals What are the 

principles of co-
design?

• Equality: an equal relationship

with all stakeholders throughout

improvement

• Understanding: engaging with,

listening and understanding

everyone’s experiences

• Improving: using co-research

and design methods to improve

services

What are the co-design phases?
The co-design phases are?
1. Engage: Establish and maintain meaningful relationships.

2. Plan: Work with all stakeholders to establish project goals and how to
achieve them.

3. Explore: Capture and understand patient/whānau experiences (and
everyone else) of services and identify ideas for change.

4. Develop: Work with all stakeholders to turn ideas into possible
improvements.

5. Decide: Decide which improvements to make and how to make them.

6. Change: Implement the changes.

[www.healthcodesign.org.nz/about.html]

Next steps for us…and Hilary?


