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Why is this important?

➢ What is the family planning experience of Australian people with MS? 

➢ How does MS affect their reproductive decisions?

➢ Are DMTs safe to use before or during pregnancy or breastfeeding?

➢ Are there any challenges? 

➢ What happens if someone contemplates starting or enlarging their 

family?

➢ What happens if a sexually active individual wants to delay or prevent a 

pregnancy?

Decision making
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What is happening in the world
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What is happening in Australia

University of Adelaide 610. Prunty, 2008 11. Van Der Walt, 2019
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What is happening in the Australian 

contemporary practice?
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Challenges

Time

Resources
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Aim: To understand the experiences of women and men of reproductive age 
with MS in relation to family planning to better support them in decision 
making. 

Experiences of Family Planning in 

People Living with Multiple Sclerosis: A 

Qualitative Study

Methods: Qualitative, semi-structured, one-on-one interviews (virtual, face-to-face or 
phone). The transcripts were analysed using thematic analysis, adopting a 
phenomenological approach.

Recruitment via: Australian MS organisations (MS Australia, MS PLUS, MS SA & NT, MS 
QLD), FB group for Australian mothers with MS.

FAMS
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Findings – Participant recruitment 

44

2

10

2

Total: 22

Female: 19

Male: 3
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Findings

Participants who have children

Age Gender Type of 

MS

Year of diagnosis Children Setting Geographical area

Range Female Male RRMS Pre 

2011

Post 

2011

Yes No Public Private Urban Rural Regional

27-49 19 3 22 6 16 8 14 3 19 15 1 6

Pregnant Breastfeeding IVF/ART Miscarriages Abortions

4 5 7 6 1

Number of children post diagnosis

0 

children

1 

child

2 

children

>2 

children

0 4 3 0

Results have not been published yet!

Table 1. Participant characteristics 

FAMS
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Findings

Theme Subthemes

Reproductive Planning

Discussing pregnancy intention

Involvement in decision-making on reproductive 

matters

Reproductive Concerns

Passing the disease to the offspring

Reproductive effects of DMTs

Disease progression and management 

Coping as a parent

Information Awareness 

and Accessibility

Adequacy of information 

Conflicting information

Trust and Emotional 

Support

Continuity of care

Engagement with peer-support groups

Table 2. Emerged themes

FAMS
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Participant’s voice

Theme 1: Reproductive Planning

Theme 2: Reproductive concerns

“I don’t think they asked me that 
[pregnancy], I think I would mention to them 
about having children ... but I don’t think 
they would have asked me if I was 
interested in having children.” F

“Issues around the likelihood of a 
baby/offspring developing MS has been a 
common concern. Call it guilt or hyper vigilance, 
the idea of passing this condition on, causes big 
emotionally loaded questions.” F

“I am a little bit worried about the 
disability factors and things like that.” F

“I was worried that, the medication 

might have done something to 

trigger infertility.” F

“I was told at the very…by my neurologist 

‘You have to make your own decision about 

the medication’, I was like ‘I don’t have the 

level of expertise that a specialists has’.” F

“[neurologist’s name] would like me to 

be stable for a few years before I do 

decide to have children.” F

FAMS



“I just don't feel that information is readily 

available, and nobody really shares it with 

you.” F
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Theme 4: Trust and emotional support

Participant’s voice

“I always referred back to my neurology 

team. They were the ones looking after me 

and the obstetric team, or the paediatric 

team at the hospital…” F

“Whenever I’d spoken to them [neurologist] 
about my concerns with MS and pregnancy 
and what it could mean for the baby and I, 
things like that, they’ve always been really 
reassuring...” F

“For the most part, I feel like it's a positive 
experience to talk to people who are like me 
but, you know, it can also be really hard. So, it 
just depends on how I'm feeling on the day or, 
you know, how advanced someone might be 
in their disease.” F

Theme 3: Information awareness and accessibility
“Maybe the information that you need is not 
always as accessible…I find the information 
they might present about a topic like this [MS 
and family planning] to be really kind of just 
skimming the surface, and not really getting 
into a lot of detail.” M

“I think that’s one of the facts that when 
you get the information from the 
neurologist and then with the interaction 
with other people via social media, a 
conflict is created let’s say.” F

FAMS
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Management of Reproductive Health 

in People with Multiple Sclerosis: 

Understanding the Perspectives of 

Neurologists and MS Nurses

Aim: To identify the role of neurologists and MS nurses in supporting 

family planning for people with MS.

Methods: Qualitative, semi-structured, one-on-one interviews (virtual, face-to-

face or phone) up to 20 HCPs (neurologists, MS nurses). 

Recruitment via: Australian MS organisations (MS Australia, MS SA & NT, MS 

QLD) Professional Associations (ANZAN, MSNA).

FAMS
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Findings – Participant recruitment 

67

4

2

Total: 19

Neurologists: 9

MS Nurses: 10

Table 2. Participant characteristics 

HCP

Gender Years of experience Patients per week Setting

Female Male 0-10 11-20 >20 <1 1-5 6-10 >10 Public 

only

Public 

and 

private

Community 

based

Neurologists 6 3 3 2 4 1 0 3 5 5 4 0

MS Nurses 9 1 6 4 0 0 1 2 7 6 1 3

Total 15 4 9 6 4 1 1 5 12 11 5 3

FAMS
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Topics of discussion

1.Experience in managing family 

planning/reproductive issues in pwMS

2.Utilisation of available resources such as 

professional guidelines/recommendations for 

reproductive health and MS

3.Model of care or service delivery

4.Opportunities to improve reproductive health care 

and family planning in pwMS

FAMS



Preliminary findings
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FAMS
Topic Neurologist MS nurse

Barriers discussing family 

planning

Time, patients’ background, lack 

of local support resources

Time (mixed reports), patients’ 

background, lack of local

support resources

Information sources Journal articles, discussion with 

peers

Product information (DMTs),

discussion with peers

Contraception discussion Mixed/rarely proactive Mixed/more comprehensive 

Pregnancy/reproductive 

intent discussion

Differences in prescribing DMTs, 

management of MS prior to 

pregnancy  

Management of MS prior to 

pregnancy

Engagement with other 

HCPs (i.e., GPs, Obs etc.)

Interdisciplinary approach is 

desired but not often feasible. 

Predominately Obs and fertility 

specialists and less engagement 

with GPs

Interdisciplinary approach is 

desired but not often feasible. 

Proactive communication, 

mostly connected and 

engaged with other HCPs 
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Key findings-conclusion

• MS patients want neurologists and MS nurses to engage 

them in conversation about pregnancy intention

• MS patients express a range of reproductive concerns 

about MS and its treatment

• Improved information and services related to MS and 

family planning are required

• Peer engagement and support on reproductive matters 

may confer emotional benefit

• Engaging men of reproductive age presents challenges

FAMS
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What is Next

REDCap Consumer Online Survey:

“Understanding the experiences of people living 

with multiple sclerosis concerning family 

planning: An online survey”

anna.fragkoudi@adelaide.edu.au

FAMS

mailto:anna.fragkoudi@adelaide.edu.au
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