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Learning Objectives 

1. Describe the needs of women as it relates to reproductive health 
and inflammatory arthritis

2. Summarize research on medications and pregnancy in 
inflammatory arthritis

3. Identify what’s involved in joining the CaPRIS (Canadian 
Pregnancy and Rheumatic Diseases) network or establishing local 
Obstetrics and Rheumatology Clinic
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Section 1

Needs of women as it relates to reproductive 
health and inflammatory arthritis

Laurie Proulx
Managing Director & 

ex-officio board member
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Disclosure Laurie Proulx

• Laurie Proulx provides consulting services to academic institutions, health care 
organizations, and patient organizations / health charities. Some of these 
organizations, including the Canadian Arthritis Patient Alliance, receives 
funding from a variety of pharmaceutical companies. 

• The Baring it All project was funded through unrestricted educational grants 
from UCB Canada. All survey analysis and the project overall was conducted 
independently by the patient organizations involved in the collaborative project. 
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Agenda

✓Share first-hand experiences of living with juvenile idiopathic arthritis (JIA) & 
rheumatoid arthritis (RA) as it relates to sexual and reproductive health

✓Discuss collaborative project and survey results highlighting needs of people 
living with rheumatic and psoriatic diseases 

✓Highlight resources available for people with arthritis as they navigate sexual 
and reproductive health and parenting 
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Let’s take a poll! 

The question:

What concerns have you heard 
from patients about family 

planning?
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▪ Step 1 – Go to 
www.slido.com

▪ Step 2 – Enter #3562434

▪ Step 3 – Enter your answers 
in < 5 words 



My experiences with JIA and RA
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Personal challenges

▪ Making medication decisions is hard when it’s for 2 
people

▪ Stress and mental health

▪ How will I manage the pain? 

▪ Who is responsible for my care?

▪ Intimacy is a challenge when living with pain and fatigue
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“ “I miscarried during a flare up and was taking 
naproxen—my rheumatologist told me that 
the medication may have contributed. I wish I 
knew before that it was a risk.”
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“I currently have an older child but 
was told that due to my condition I 
could never have more children.”

“I’m afraid of being a parent and not having the 
resources to take care of my children because 
of my disease (being in pain, tired, having 
difficulty doing certain movements)” “



Launch of Baring it All 
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We asked more than 400 people who identify as 
female (women+) living with these diseases about 
their sexual and reproductive needs

These diseases impact their health throughout 
their lives and highlight different needs:
▪ Sexual health including self-esteem

▪ Family planning / pregnancy

▪ Pain

▪ Mental health

▪ Parenting

▪ Perimenopause/menopause

▪ Accessing care and treatments (including paying for 
medications)



Sexual health
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▪ Over 60% of participants indicated that 
they did not have enough information 
about sexual health and the impact of their 
condition(s). 

▪ Several informational needs were identified, 
including:
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Medication choice in 
fertility & 
contraception
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▪ Fertility and contraception are important sexual 
health needs for many women+ with these 
diseases. Nearly 1 in 10 were actively trying to 
prevent pregnancy (particularly younger 
women+).

▪ However, the impact of these medications on 
fertility and conception are not well-known among 
women+ patients. Less than half (45%) of 
participants indicated their health care provider 
provided adequate information about impact of 
medications on ability to conceive.
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Medication 
decisions: 
pregnancy & 
breastfeeding
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Mental health

Mental health is often underappreciated. Seven-eighths (87%) of 
participants worry about the impact of their condition on 
their mental health. This was higher for people who identified 
as LGBTQ2S+ (96%) and women+ between 31-50 (95%).

Yet, only 16% of participants have a mental health 
professional (e.g., psychiatrist, psychologist, social worker) as 
part of their care team. 

More mental health supports are urgently needed for women+ 
with these chronic inflammatory diseases.



What can you do to help? 
✓Counsel patients about the impact of medications and other treatments early and 

often 

✓Support and acknowledge what patients are going through – you can and do have 
an impact

✓Learn more about patient perspectives – read the infographics and report at 
www.baringitall.ca

✓Share educational resources developed by patient organizations and groups 
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http://www.baringitall.ca/


Resources

www.baringitall.ca



Section 2

Research on medications and pregnancy in 
inflammatory arthritis

Mary De Vera, PhD

Associate Professor

Tier 2 Canada Research Chair

University of British Columbia

19



Disclosure Mary De Vera

Relevant relationships with commercial entities 

▪Current research grants from: The Arthritis Society, CIHR

Potential for conflicts of interest within this presentation

▪None

Steps taken to review and mitigate potential bias

▪Review with peers, use of generic names
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2013

Arthritis medications and 

pregnancy (I)
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Medical Services 

Plan (MSP)
Outpatient visits

Consolidation File
Demographics

Discharge Abstract 

Database (DAD)
Hospitalizations

Income Band

Income 

Household composition

PharmaNet

Prescriptions

Immigration, 

Refugees and 

Citizenship Canada

Country of birth

Mother tongue

Health

Social

Demographic

Maternal data
Age, parity mode of delivery

Neonatal data
birth weight, gestational age 

01/01/2002 to 12/31/2012

Maternal Cohort
01/01/2002 to 12/31/2012

Medical Services 

Plan (MSP)
Outpatient visits

Discharge Abstract 

Database (DAD)
Hospitalizations

Population Data BC 

PharmaNet

Prescriptions

Health

Babies Cohort
01/01/2002 to 12/31/2012

Early Development Instrument

Development at kindergarten on domains of: physical 

health, emotional health, language and cognitive 

development

Human Early Learning Partnership

Social

Population Data BC 

BC Perinatal Data Registry

1. 

Linked using 

mother’s 

personal health 

number

2. 

Linked using 

mother’s 

personal health 

number 

3. 

Offspring(s) will 

have unique 

offspring 

personal health 

number(s)

Social

Demographic
Vital Statistics Births

Date, Mother’s age, 

Father’s age, marital 

status

Vital Statistics 

Stillbirths
Date, Mother’s age, Father’s 

age, marital status

• 10 years of data (2002 to 2012)

• Baby data up to 1 year after delivery



Gaps in medication taking: RA 
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Gaps in medication taking: SLE
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2013

Arthritis medications and 

pregnancy (I)

Points to consider for use 

of antirheumatic drugs in 

pregnancy

2016

Guidelines for management 

of reproductive health in 

rheumatic diseases

2020



Information seeking and role of social media

▪ Definitions
▪ health information needs

patients’ perceptions of necessary knowledge regarding a specific health topic 

(Ormandy. Heath Expectations 2010)

▪ health information seeking

active and intentional seeking for specific information above typical media exposure on a 
distinct health topic 

(Ormandy. Heath Expectations 2010)
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Social media pop quiz
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1. How many active monthly users 
are there on Instagram?
a. 500 million
b. 1.44 billion
c. 750 million
d. 2 billion

2. What is the average number of  
tweets on Twitter per day?
a. 5 million
b. 50 million
c. 500 million
d. 5 billion

3.  How many monthly active users are there 
in Reddit?
a. 542 million
b. 18 million
c. 430 million
d. 68 million

4. Out of  2.9 billion Facebook users, how 
many belong to private/secret groups?

a. 65 million

b. 200 million

c. 175 million

d. 500 million
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‘r/Thritis’ and pregnancy

▪ What are women with RA sharing and asking about pregnancy? 
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Reddit

31

▪ Social news website, web content 
rating, and discussion
▪ 542 million monthly visits (as of March 

2019)

▪ Canada 3rd largest user base (after 
US and UK)

▪ Posts organized according to 
subreddits

▪ Post-ers referred to as redittors



Results
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Results

33

“This is a subject that 

is super hard to find 

into on”… 

(r/Rheumatoid)

”Is it worth having kids 

when you have arthritis?” 

(r/Thritis)

”I’m just so nervous about 

taking anything…” 

(r/Rheumatoid)

”My docs just don't understand my 

concerns at all”(r/Rheumatoid)

”I’ll need to be off  the medication 

for at least three cycles, but what 

do I do about my RA during that 

time?”(r/Thritis)



Results
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pregnancy
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of reproductive health in 
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Arthritis medications and 

pregnancy (I)

Points to consider for use 

of antirheumatic drugs in 

pregnancy

2016

Guidelines for management 

of reproductive health in 
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20202019

MOTHERS Study 



MOTHERS Study
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Participants

1) female, 18 years or older; 

2) have been diagnosed with RA; 

3) reside in Canada;

4) are able to communicate in English and/or French

Data Collection

• Focus groups

• In-person → Online (COVID)



Participants
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Pregnancy History Perinatal Medication Use Reproductive Goals

P01 Never been pregnant Intending to have children 

P02 Never been pregnant Intending to have children

P03 Never been pregnant Intending to have children

P04 Never been pregnant Intending to have children

P05 Never been pregnant Intending to have children

P06 Never been pregnant Intending to have children

P07 Never been pregnant Finished growing family 

P08 No previous pregnancy, currently pregnant Used DMARD and prednisone Intending to have children

P09 No previous pregnancy, currently pregnant Used DMARD Intending to have children

P10 Previous pregnancy with RA Used DMARD Intending to have children

P11 Previous pregnancy with RA Used prednisone Finished growing family 

P12 Previous pregnancy with RA Used DMARD and prednisone Finished growing family 

P13 Previous pregnancy with RA Used prednisone Finished growing family 

P14 Previous pregnancies with RA Did not use medication & used 

DMARD

Finished growing family 

P15 Previous pregnancies with RA Did not use medication Finished growing family 

P16 Previous pregnancies with RA Used prednisone Finished growing family 

P17 Previous pregnancies prior to RA Intending to have children

P18 Previous pregnancies prior to RA Intending to have children

P19 Previous pregnancy prior to RA Intending to have children

P20 Previous pregnancy prior to RA Finished growing family 

P21 Previous pregnancy prior to RA Finished growing family 
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Motherhood    
experiences

I N D I V I D U A L  

I D E N T I T Y

P A T I E N T  

I D E N T I T Y

F A M I L I A L  

I D E N T I T Y

Romantic 
partner

Disease 
onset

Patient 
experience

Disease 
experience

Motherhood 
expectations

Family

S O C I E T A L  

I D E N T I T Y

I N D I V I D U A L  

I D E N T I T Y

PAT I E N T  

I D E N T I T Y

FAM I L I A L  

I D E N T I T Y

S O C I E TA L  

I D E N T I T Y

Patient factors:

Disease onset Patient experienceDisease experience

Individual factors:

Familial factors:

Romantic partner
Motherhood 

expectations → experiences 
Family

Societal factors: 

Woman
Person with a 

chronic disease
Mother



Implications

▪ This woman-centred constructivist Grounded Theory Framework demonstrated 
the complex and relational nature of patients’ reproductive and 
rheumatologic care decision-making. 

▪ Feeling supported within their decision-making environment promoted patients 
to take actions aligning with their needs, values, and desires. 
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From MOTHERS to PARTNERS
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2013

Arthritis medications and 

pregnancy (I)

Points to consider for use 

of antirheumatic drugs in 

pregnancy

2016

Guidelines for management 

of reproductive health in 

rheumatic diseases

20202019

MOTHERS Study 

2021 2022 2023

Knowledge Translation

Arthritis medications and 

pregnancy (II)



Section 3

Pregnancy and Rheumatic Diseases Clinic

Neda Amiri

Clinical Assistant Professor, University of British Columbia

Director, Pregnancy and Rheumatic Diseases Clinic, 

Mary Pack Arthritis Centre

Clinician Investigator, Arthritis Research Canada
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Disclosure

Relevant relationships with commercial entities 

▪ Honoraria / Adboards: Abbvie; Amgen; Fresenius Kabi; Janssen; Lily; 
Novartis; Sanofi; Pfizer; UCB; Celltrion; GSK

Potential for conflicts of interest within this presentation

▪ None

Steps taken to review and mitigate potential bias

▪Review with other faculty or peers, use of generic names or all 
available products, concordance with accepted practice guidelines, etc.
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MPAC’s Pregnancy and 
Rheumatic Diseases Clinic

▪ Established 2017

▪ Serves British Columbia

▪ In person, phone, or telemedicine 
consults

▪ Most referrals from other rheumatologists; 
also accept referrals from OB, OBIM, MFM, 
other internal medicine specialists

▪ Rheumatologist, nursing, OT/PT, Psych

▪ Quaternary clinic

▪ Trainee opportunities: Rheumatology, 
OBIM, MFM, IM 

▪ Future plans

▪ Combined Rheumatology+OB clinic
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Clinic Structure

Pre-pregnancy consultation

• Contraindications to pregnancy

• Effects of disease on pregnancy and vice versa

• Medication review

• Antibody status (SSA+, APLAs)

• Vaccinations, Cancer screening, bone health

• Referral to other specialties if necessary 

Rheumatology follow up for the course of pregnancy

• Arrange MFM / OBIM follow up

• Fetal echo for SSA+ patients

2-month postpartum visit

• Review medication safety with lactation

• Pediatric immunization clinic referral
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Lessons Learnt: Retrospective

▪ January 2017-July 2020
▪ Mean age 33.3

▪ 26.5% Caucasian 

▪ Disease breakdown:

▪ 26% SLE

▪ 21% RA

▪ 12% CTD

▪ 7% AS

49Gupta A. AC & R. 2022. Submitted. 



Poll

▪ Patients who received pre-pregnancy counseling were: 

A. Less likely to experience disease flares in pregnancy

B. More likely to have medication changes in pregnancy

C. Had higher disease activity in 1st trimester

D. More likely to experience adverse pregnancy outcomes 

50Gupta A. AC & R. 2022. Submitted. 
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A. Less likely to experience disease flares in pregnancy

B. More likely to have medication changes in pregnancy

C. Had higher disease activity in 1st trimester

D. More likely to experience adverse pregnancy outcomes 
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(<0.01)

Less likely! (<0.02)

Lower! (<0.02)

No difference in rates of C-Section, PET, PTL, LBW 

Gupta A. AC & R. 2022. Submitted. 



Patterns of Medication Use

▪ 82.6% of patients were on DMARDs pre-conception

▪ 67.6% during pregnancy

▪ 51.8% postpartum 

▪ Higher rates of DMARD utilization in pregnancy:
▪ HCQ (48.3% compared to 7.8%)

▪ Sulfasalazine (11% compared to 2.3%)

▪ Azathioprine (9.7% compared to 1.2%)

▪ tsDMARDs (21.4% compared to 1.9%)

Rebic N, et al. Clin Ex Rheum. 2022. Submitted. 
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Looking ahead

▪ Prospective registry of patients seen at 
the Pregnancy and Rheumatic diseases 
clinic 
▪ CAnadian Pregnancy and RheumatIc

diseaSes registry (CAPRIS)

▪ Pre-pregnancy, trimester specific patient 
and physician disease activity measures
▪ HAQ, BASDAI, HADS

▪ Postpartum maternal and infant 
outcomes
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What we have so far…

▪ 33 patient enrolled 

▪ 32.3 years old

▪ 30% Caucasian

▪ Everyone: RA (18%), SLE (18%), AS (6%)

▪ Pregnancy outcomes:
▪ 11 deliveries

▪ 7 at term

▪ 1 congenital malformation

▪ 1 low birth weight

▪ Pre-pregnancy HAQ 0.2
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Data housed on RedCap at UBC

Inter-institutional data sharing agreement



Our own care pathway

▪ A Clinical Care Pathway for Managing Pregnancy in Patients with 
Inflammatory Arthritis
▪ Stay tuned….
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Brainstorming – what’s next?

▪ How can we close some of the gaps identified by patients, research, and in 
clinical care through the various stages (pre-pregnancy, pregnancy, postpartum, 
parenting)? 
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Connect with us! 

mdevera@mail.ubc.ca

laurieproulx@bell.net

neda.amiri.md@gmail.com
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