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Background

• Long history of controversary around care 
• 2006 beginning of change to health care 
• Recommendations slow to happen  
• Rise of Intersex activists and awareness
• More qualitative research involving lived 

experience 
• More recognition resources needed
• Increasing frustration from advocates 

over lack of significant change 
• Legislation 
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Research question

What are the elements 
influencing decision making  for 
children born with a variation in 
sex characteristics (VSC) in 
Aotearoa/New Zealand 



Decision making process for VSC
• Have I checked my 

privilege and bias?

• Have I considered what norms I 
am accepting or rejecting?

• Is diversity and acceptance of 
difference a part of my thinking?

• Have I been provided full 
information?

• Have I been given options?
• Have I been offered supportive 

and sensitive language?

• Does my child/tamariki have 
the right to decide what 
happens to their body?

• Have I considered 
identity develops 
over time and is 
deeply personal?

• Is this decision making for 
me or my child/tamariki?

• Have I considered 
what those with lived 
experience have said?

• Will my child/tamariki 
be happy with my 
decisions in the future?

• Whose expectations am I meeting 
- mine, societies, my family and 
friends, or what I think is the child’s?

• Have I been offered and got 
the support needed?

• Have I got access to peer 
support?
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Process
• Practical Partnerships 

• Research participant feedback
• Graphic designer 

• Time 
• Funding 

• Ongoing development 



Research to Resources 



Rights-based 
framework 

• Self determination
• Bodily autonomy
• Valuing lived experience  
• Communication and 

collaboration

• Self determination /Rangatiratanga 
•  Takatāpui, Ira tangata – valuing Māori world view

• Self determination
• Guidelines
• Delay non-essential 

surgery 
• Training 
   

• Self determination   
• Avoiding past mistakes 
• Honoring lived experience 



How do we do better ?
1. Use a Rights based framework

2. Listen to and acknowledge the lived experience of people living with an VSC

3. Work with Te Tiriti o Waitangi

4. Co-design with Māori and  people with lived experience clear, flexible and accessible  pathways of care

5. Recognise every encounter with the health system is inherently psychosocial 

6. Pay explicit attention to psychosocial experience and outcome

7. Practice humility and “intellectual candour”

8. Remain emotionally aware and reflexive

9. Recognise collaboration and open communication is key to creating a better outcomes
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