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To have credible, usable data, we need to:

1. Ask the right questions

2. Ask the questions the right way

3. Ask the right people 

4. Ask enough people

How do we enhance quality in research?



Person-Centered Research

 Changing Childbirth in BC (N 3400)

 Giving Voice to Mothers -US (N 2700)

 The RESPCCT Study
 Decolonizing Birth Research
 Birth Includes Us (Queer and Trans people)
 RMC Measurement Registry
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Addressing Power & Building Trust
o Steering Council of service users – DECISION MAKERS

o Multi-stakeholder research team
oAll Provinces & International Experts
o Service Users & NGOs that serve underrepresented populations
oClinicians and Professional Associations
oResearchers from Indigenous health, public health, midwifery, obstetrics, 

family medicine, nursing, sociology, anthropology, mental health, 

o Design, Analysis and Interpretation Led by those with lived experience 
(eg IBPOC+;LGBTQ2S+; disabilities, etc)

o Integrated, continuous knowledge translation



Community Based Participatory Research: 
Co-Creation of measures and metrics

Literature Review based on service users priorities
 Select, adapt or design new questions

 Community members rate questions for                
relevance, clarity, and importance

Ongoing community consultations
 SC reviews all drafts, recruitment, and messaging  
 Beta and Pilot Testing by those with lived experience





Person-centered measures of 
quality care
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Please describe your experiences with decision making during your pregnancy, labor, and/or birth.

My doctor or midwife asked me how involved in decision making I wanted to be

My doctor or midwife told me that there are different options for my maternity care

My doctor or midwife explained the advantages/disadvantages of the maternity care options

My doctor or midwife helped me understand all the information

I was given enough time to thoroughly consider the different care options 

I was able to choose what I considered to be the best care options 

My doctor or midwife respected my choices 

Mothers Autonomy in Decision-Making (MADM) Scale 
(Scores 7-42, Cronbachs Alpha .96)

Vedam et al., PLOS 2017



Autonomy (MADM) scores by place of birth 
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MADM scores: Autonomy by prenatal provider 
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The Mothers On Respect (MOR) index     
Vedam et al., SSM Population Health  2017  (Range of scores 14-84)
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Mothers on Respect – Lowest MORi Scores 
1-10th percentile
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Your private or personal information was shared without your consent (Y/N)

Your physical privacy was violated, for example being uncovered or having 
people in the delivery room without your consent (Y/N)

A healthcare provider shouted at or scolded you (Y/N)

Healthcare providers withheld treatment or forced you to accept treatment that 
you did not want (Y/N)

Healthcare providers ignored you, refused to help, or failed to respond to 
requests for help in a reasonable amount of time. (Y/N)

You experienced physical abuse (aggressive physical contact, inappropriate sexual 
conduct, episiotomy without anesthesia) (Y/N)

Healthcare providers threatened you in any other way (Y/N)

Measuring Mistreatment



1 in 6 experienced mistreatment in full sample

Mistreatment by population

I in 3 in LMICs, and BIPOC communities
Lancet 2019, Reproductive Health 2019



At any time during your recent labor or birth did you
DECLINE care 

offered to you or your baby? 

 1128/2108 (53.5 %) responded yes :  51.5 % of colour , 54.4 % White 
White women more likely to report that their care provider accepted 

their decision to decline care. 

Women of colour 2x more likely :
care providers performed the procedure against their will. 
providers kept asking them until they agreed, or 
midwife, doctor or a family member asked to convince them. 
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Rate of mistreatment by mode of birth
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Rate of mistreatment by place of birth
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What is linked to mistreatment?
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Engaging Community in Transformative Research



What are the best Indicators of Respectful Maternity Care
in high and middle resource countries?

Global scan for validated items

Person-centred, and patient-designed  items prioritized

 Delphi Process: transdisciplinary, heterogeneous panel

 Formal Quantitative Rating: importance, relevance, clarity 

 210 Final Items: consensus & sorted by domains

 Ease of applicability to regional context











Stigma and Discrimination

Intersectional 
Discrimination Index 
(Scheim & Bauer, 9 items)
-Alpha = 0.90 (n= 2834)



Intersectional Discrimination Index 
(range 0-27; higher scores indicate more discrimination)
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Co-Creation of anti-oppression health systems

Reducing bias and increasing validity of research findings: 

• Working with communities so that the right information, reaches the right 
people, in the right way.

• Cognitive congruence: Prioritize indicators designed by service users and that 
measure characteristics they deep important and relevant

• Strive to ensure that the stories entrusted to us are able to catalyze  tangible, 
pragmatic solutions.



The Birth Place Lab
www.birthplacelab.org

Person-centered outcomes research on high quality care
for all childbearing families.

• Respectful Maternity Care
• Birth Place and Provider 
• Person Centred Decision Making

http://www.birthplacelab.org/


Salutogenic Approach to Birth Research

What makes people healthy?
• Measure undisturbed birth rates alongside caesarean rates
• Measure upright spontaneous births alongside vacuum and 

forceps assisted deliveries
• Measure midwife and doula attended births alongside 

epidural rates
• Measure respect and disrespect alongside models of care
• Measure the impact of place of birth on optimal outcomes
• Measure racism and anti-racism in health care



https://www.elephantcircle.net/report-violations

Tracking mistreatment, abuse, and 
violence during COVID-19

Elephant circle is a birth 
justice organization inspired 
by elephants who give birth 
within a circle of support. 
Without such a circle people 
experience mistreatment. A 
pandemic exacerbates 
failures in wrap-around 
support.

https://www.elephantcircle.net/report-violations


https://www.elephantcircle.net/report-violations

https://www.elephantcircle.net/report-violations










Arts-Based Knowledge
Translation:
What Do they Want?
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