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A WORD FROM THE HOST 
Le 7 septembre 2015, l’Association des couples infertiles du 
Québec a eu l’honneur d’être l’hôte de la première conférence 
internationale organisée par et pour les patients infertiles. 
Cette rencontre a permis à des associations de patients de 
partager leurs expériences et connaissances afin de 
sensibiliser les gouvernements et la population sur l’infertilité 
et ses conséquences. Nous avons tous pu apprendre et 
s’inspirer des succès et batailles partout à travers le monde 
qui visent toutes à accroître à l’accès aux soins nécessaires. 
Nous avons surtout compris qu’un lien nous unit dans notre 
désir d’être mieux compris par notre entourage et de briser 
les tabous qui existent toujours. 

 

Les Actes de la Première conférence internationale sur la 
sensibilisation à l’infertilité rassemblent les présentations 
faites au cours de cette journée historique. Ces présentations 
témoignent du succès et des leçons apprises dans la lutte 
pour une plus grande reconnaissance de l’infertilité et, 
surtout, un accès équitable aux soins dont nous avons besoin 
et que nous méritons. Nous espérons qu’elles serviront 
d’inspiration pour votre association pour ses actions et 
campagnes à venir. 

 

L’Association des couples infertiles du Québec tient à remercier 
de tout cœur les participants, invités et partenaires de la 
conférence. Maintenant, il ne tient qu’à nous de construire 
sur cette base afin de récolter les fruits d’une collaboration 
tangible et concrète qui dépasse les frontières. 

 
 
 
 
 

On September 7th 2015, the Association des couples infertiles 

du Québec had the honour of hosting the first international 

conference for and organized by infertile patients. This 

meeting allowed patients groups to share their experience 

and knowledge on how to raise awareness within 

governments and the general public about infertility and its 

consequences. We all learned and were inspired by 

successes and struggles to improve access to necessary 

treatments. But most of all, we learned that a special bond 

unites us in our desire to be better understood and break 

taboos that still exist today. 

  

The Proceedings of First International on Infertility Awareness 

is a collection of all presentations made during this historical 

day. These presentations contain the successes and the 

lessons learned in the never ending efforts around the world 

for greater recognition of infertility as a legitimate condition, 

and equitable access to the care we need and deserve. We 

hope that they’ll be an inspiration for your association and 

its future campaigns and actions. 

  

The Association des couples infertiles du Québec 

wholeheartedly thanks all the conference’s participants, 

guests and partners. Now, it is up to us to build on this 

foundation to reap the fruits of a tangible and concrete 

collaboration that knows no borders.  

Céline Braun 

Présidente 

Association des couples infertiles du Québec 

President@aciq.ca 
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About ACIQ
 Founded in 2005.
 The Administrative Committee is made up of 7 volunteers.
 Our objectives:
 Ensuring continued public financial support for in vitro 

fertilization;
 Obtaining affordable and safe medical treatments for 

infertility.
 Our role:

 We represent the patient community ;
 We raise awareness about the realities of infertility ;
 We establish ties with clinics and doctors ;
 We give infertile couples access to support groups.



Infertile couples in Québec
 Throughout the years, and still today, infertility remains a 
taboo in Québec.

 The lack of vulgarization or the population’s lack of 
knowledge on the subject makes it easier for infertile 
individuals to keep quiet.

 We still hear that in vitro fertilization is a form of human
cloning or that we are producing genetically modified
children.



Infertile couples before the program
 In the 80s and 90s, it was the beginning of in vitro 

procedures and the cost of medication was so high that
certain patients preferred to make a round-trip to Europe 
to buy the necessary medication, recalls Dr. Miron.   

 The costs of a procedure without medication could reach
$10,000 for a success rate that was around 20%. 

 The patients were already hoping to have public coverage
for the treatments.



The 1st tax credit
 In 2000, the first tax credit was introduced in Québec 

and the government recognized infertility as a medical
condition.

 The tax credit amounted to 25% of all expenses
incurred and was introduced by Finance Minister
Bernard Landry.

 In 2001, it was raised to 30% by Pauline Marois, who
was then Finance Minister.



The current program (2010-2015)
 Since August 5th 2010, patients are guaranteed access to free 

medical activities linked to artificial insemination and up to 
three cycles of in vitro fertilization (IVF).

 Public institutions offer the entire range of services for free. 
Some services are also offered in private clinics, but are not all 
covered by the public program. 

 Managing the assisted reproduction practices in Québec aimed
to reduce the number of multiple pregnancies as a result of IVF 
by 25%.These multiple pregnancies are responsible for many
premature births. Premature babies are more likely to suffer
from complications and side effects, some of which are 
permanent. That is why the program made single embryo
transfer obligatory.



The success of the program in numbers
 The rate of multiple pregnancies went from 27% to less than 5% following an 

IVF since the program’s implementation. 

 1300 children are born each year in Québec as a result of assisted reproduction 
technologies (ARTs) (CSBE 2014).

 Québec’s rate for premature births as a result of ARTs went from 30% to 20%, a 
reduction of 10% in only four years.

 The cumulative rate for  pregnancies with a viable fetus after the use of all 
embryos (fresh or frozen) following a single stimulation is at 60%.

 Nowadays, we can say that 1/33 children or 2,6% of births in Québec are a result
of IVF (1).

 At the height of the demographic transition, between 2034 and 2059, births
stemming from the program between 2010-11 and 2013-14 will allow the 
reduction of the province’s annual deficit for an amount from $16 million  to 
$74,3 million (2).

 If 8,5% of couples failed to have children after a year without contraception in 
1992, today they represent 16% (3).



Bill-20
 In November 2014, the government tabled a Bill that

aimed to reduce public coverage while maintaining the 
single embryo transfer obligations.

 The government wanted to:
 Add psychological evaluations for the patients;

 Force couples to try to conceive naturally for a 3-year
period;

 Withdraw public coverage for infertile couples using IVF 
in a context of an aging population.

 The Bill is still being studied and amendments have 
been tabled.  This is still developping.



Mobilization activities
 The Association has approached the Health Minister and the 

Ministry of Finance to discuss this issue.
 Our brief for the public hearings on Bill-20 focused on 

constructive propositions based on scientific evidence and took
into account the necessity of having a financially sustainable
program. 

 We aimed to develop alliances with different groups  (patients, 
lawyers, doctors, etc. ).

 Vague Espoir, a citizen’s committee, organized two walks.
 We launched a social media campaign: 30 days to put a face on 

infertilty.
 We assembled a collection of testimonies about the concrete

impact of the public program on people’s lives. It was distributed
to key cabinet ministers.

 Another action is now in progress, but we cannot talk about it
yet. 



Sources

(1) Mémoire du Commissaire à la santé et des services 
sociaux, 24 mars 2015.

(2) Rapport d'analyse sur l'impact à long terme du 
programme de procréation assistée sur les finances 
publiques du Québec par IS&B | Économie simplifiée.

(3) Statistics Canada.



Introductory speech by Risa Levine 
 
My name is Risa Levine, and I am a New York City resident. I am 
speaking on behalf of RESOLVE: The National Infertility 
Association, of which I have served on the Board of Directors 
since 2010.   RESOLVE is a nationwide non-profit dedicated to 
improving the lives of people living with the disease of infertility.  
RESOLVE was founded in 1974 and is the leading voice for 
patient advocacy in the United States. 
 
Thank you to  The ACIQ (Association of infertiles couples of 
Quebec) for convening this very important First International 
Forum on Infertility. Thank you to Etienne Gosselin and her team 
at Ryan Affaires publiques for including RESOLVE: The National 
Infertility Association in this program and for all of their work, 
advice and assistance. It is a particular honor to share this panel 
with Ofra Balabon from Amotat Chen in Israel, a small country 
that has the honor of performing the greatest number of IVF 
cycles per capita in the world.  I am eager to hear what she has 
to say about how the patient community in Israel works with 
their government to help people achieve their goal of becoming 
parents and how they have achieved such enviable successes. 
 
It is self evident to each of here that Infertility is a public health 
issue that should be addressed by governments. However, that 
is not always so clear to those who have not encountered the 
debilitating effects of this disease.   
 

In the United States, infertility affects 7.3 million people. That's one 
in eight families.  And yet, for most Americans, the struggle to have 
a baby is fodder for the plot of a summer blockbuster from 
Hollywood, rather than a serious disease that requires research, 
funding, insurance coverage and deserves patient rights. 
 
Before I share with you some of the methods through which we 
have attained some successes - and some of our failures along the 
way - I would like to share a little bit about myself. 
 
I have always been what people call an activist.  I have been 
involved with numerous causes my whole life…women’s 
issues….international human rights concerns…the arts…community 
and local involvement.  Advocating for my causes on Capitol Hill was 
something I started doing when I was in college and continued well 
into adulthood.  I  have also been involved in helping get candidates 
I support elected, both by raising money and going door to door in 
such fun places as Iowa and New Hampshire in the middle of the 
winter.  So I didn’t come to infertility advocacy as a novice. 
 
I also came to recognize the need for concerted and aggressive 
advocacy efforts through my own personal experience. 
 
My first appointment with a Reproductive Endocrinologist was on 
June 17, 2004, my birthday. Notably, I flew to Montreal that 
weekend to celebrate with my then-husband, as a little pre-
treatment R and R.   
 

 



 

 
 
 

Like most women struggling to get pregnant, I mostly kept my 
problems to myself. Not even close friends and family knew what I was 
going through, at first. I was sick. I felt sick all of the time. The meds 
made my body blow up and my emotional balance go awry.   I became 
familiar with, but lacked the ability to control, the fluctuations caused 
by injecting hormones in my stomach, butt and upper thighs.  My body 
was one big pin cushion. I covered the black and blue marks and 
compensated for hair loss with the best cosmetics I could find.  My life, 
like many of yours I imagine, became a cycle of cycling. Wake up, spend 
hours in the clinic waiting for bloodwork and uncomfortable scoping, 
try to work while waiting for the phone call with instructions.  Get 
home and mix meds and stick myself, in all of the relevant parts, and 
try to sleep, so I could do it all again the next day...and a few months 
later, and then a few months again after that.   I struggled to find 
answers to the well intentioned but nonetheless hurtful “just relax” or 
“just adopt” comments.  But unlike most patients, I understood that my 
lifetime cap of $10,000 for insurance coverage for medically necessary 
treatment was simply unfair.  
 
Fair treatment should be a fundamental right but it often doesn't come 
without fighting for it.  I recently saw the documentary about Anita Hill, 
the woman who travelled to Washington DC to testify in front of the 
Senate Judiciary Committee on sexual harassment by Supreme Court 
Nominee Clarence Thomas while she worked for him.  I was stunned 
watching her calm demeanor and thought back to my years as a lawyer 
in big, corporate law firms, and some of the behavior I had endured. - 
and how I remained silent.   
 

 

She put a name to this bad behavior and, despite repeated 
challenges from the all-male panel, she said sexual harassment is 
WRONG it's unfair.  Her actions, her naming of that behavior, 
forever changed the way Americans - including myself! - view 
workplace discrimination and harassment. 
 
Because of Anita Hill, and others like her, I knew the importance 
of giving something a name....of calling it unfair.... of demanding 
better treatment.  All of this is achieved through advocacy.  So, I 
forced myself to overcome my instinctive shame and 
embarrassment, and began telling my story to both elected 
officials and candidates for higher office whenever and wherever 
I could.   I developed my own “elevator speech” and followed 
legislators around at events, fundraisers, at chance meetings, 
everywhere… I even went to Capitol Hill with homemade folders 
with information about infertility, costs, insurance coverage and 
data from the Center for Disease Control, the CDC.   Eventually, 
my efforts came to the attention of RESOLVE and I was recruited 
to work with RESOLVE on their advocacy agenda, a privilege that 
continues to this day. 
 
Our Advocacy goals at RESOLVE are to make infertility treatment 
accessible and affordable for all people diagnosed with the 
disease.  In the United States, infertility coverage is not uniform: 
15 states have some form of mandate requiring coverage, but 
some are better than others. Some are limited by age or number 
of attempts, some, have exclusions that render the mandate  
 



 

 
 
 

meaningless - NY, for example, specifically excludes IVF, along with 
cloning, sex change operations and vasectomy reversals.  As such, 
affordable access to treatment is not always available.  Costs for IVF 
cycles, including meds can run up to and exceed $25,000/cycle. 
 
For a number of years, we advocated on the federal level for a 
national mandate for infertility coverage. For a bill to become a law, 
it has to pass both the House and Senate and then gets sent to the 
President for signature.   This bill The Family Building Act was 
introduced in both the House and Senate, but never made it out of 
the relevant committees for a vote in front of the entire chamber.  
Recognizing that there was no national appetite for any new health 
care mandates, we then tried to relieve the financial burden on 
patients by seeking a tax credit for ALL costs associated with in vitro 
fertilization only.  We modeled the proposed legislation on the 
Adoption Tax Credit, which had bipartisan support in both 
chambers and has since become a permanent part of the Tax Code, 
through the efforts of RESOLVE and others.  Unfortunately, after 
having that bill introduced in two successive sessions of Congress 
and having it not go very far, and in recognition that no tax reform is 
taking place in our divided government at this time, we moved on 
to other frontiers. 
 
A success: National Action Plan 
• Teaching our volunteers the elevator speech and becoming 

engaged, remaining in contact. 
• Power of naming: CDC naming infertility as a disease and The 

WHO identifying infertility as the fastest growing disease. 
 

This was an enormous victory, and one of the only instances in 
North America of a government covering IVF. Since then, the 
program has been lauded for its results such as the reduction of 
multiples births and premature births. 
 
A lesson learned: Sell the disease, the unfairness and the problem, 
not the legislation 
 
An opportunity and a challenge: 
Although there are many factors leading to a diagnosis of 
infertility, the inevitable aging process or the incidence of certain 
diseases are certainly prominent and incontrovertible facts. 
Changing socio-economic dynamics in our population means that 
people - men and women - are staying single longer, which, given 
longer life expectancy due to medical and scientific advances, is a 
logical behavioral adjustment for both sexes. Egg freezing 
technology liberates not only women, but men too, who find 
themselves in love with a woman their own age and don't have to 
choose between a real partner who they love or a mythical 
partner who can still conceive with her own eggs. It gives women 
options, puts them on par with men who can delay genetic 
parenthood until the timing is more optimal in their lives. For 
women who formerly had the choice to risk their fertility in order 
to save their lives with chemotherapy or radiation treatment, egg 
freezing is a godsend. It is undoubtedly a majestic opportunity - for 
those who can afford it - to preserve their dreams of becoming 
moms. 

 



Social Media Advocacy 

September 2015 



 
 

Who We Are 

Conceivable Dreams 

• We are a broad-based organization of patients, family 
members, health professionals and other supporters 
dedicated to achieving equitable access to funding for in 
vitro fertilization (or “IVF”) for men and women facing 
fertility challenges. 

 



 
 

How we started… 

 

• Conceivable Dreams needed to build an online presence 
and sought out individuals who could assist  

• We hired Paula Schuck who became our community and 
social media manager 

• We had a Facebook group that initially was intended to be 
for patient support and developed to also promoting 
advocacy for government IVF funding 

 



 
 

Facebook 

• First social networking service used to build Conceivable Dreams 
community 

• Private group to ensure a sense of safety to share personal 
stories about ART and IVF 

• Support group by patients for patients  

• Developed from solely patient support to include advocacy for 
government funding for IVF 

• All members contribute and post; administrators approve new 
members and manage inflammatory posts or spam 

 



 
 

Facebook 

 

 



 
 

Facebook 

 

 



 
 

Facebook 

• Community Challenges, such as “Get a friend to join” or 
“Contact your local MPP” 

• Developing community and membership in order to help 
patients advocate for themselves and as a group 

• Members are a great resource for various needs, such as telling 
their personal stories, speaking to media, meeting MPPs 

• Join our Facebook group! Conceivable Dreams -
 the OHIP for IVF Coalition 

 



 
 

Twitter 

• Created account in 2011; now have over 2600 followers 

• Important to create a hashtag in order to track metrics; 
specifically to measure reach 

• Conceivable Dreams’ hashtag is #ohip4ivf 

• Also used #onpoli so that we were reaching MPPs, government 
and media as this is a political hashtag 

• Initial impressions were 500,000 impressions monthly in early 
2013 



 
 

Twitter 

• DEFINITIONS 

• Impressions: On Twitter, this is the number of times a tweet 
is seen 

• Twitter party: Is a scheduled online conversation for a period 
of time that centres on a specific topic 

• Conceivable Dreams’ Twitter impressions increased to over 1.5 
million impressions monthly by the end of 2013 

• 5-6 million impressions over approximately 2 hours during 
Twitter parties 

 



 
 

Twitter 

• Parties were scheduled to coincide with important dates such as 
Family Day, Mother’s Day, Father’s Day, during an election 
campaign 

• Social Media manager hired 5 bloggers who wrote about their 
personal IVF journeys and noted that they were paid for their 
blog post and then tweeted links to those posts 

• Twitter is a very effective and efficient social media tool 

• It multiplies fast and can reach and connect a lot of different 
people 

 



 
 

Twitter 

 



 
 

Twitter 

• Politicians are on Twitter and they monitor the tweets for 
anything that is relevant to them and their constituents 

• Make sure to follow key politicians for your cause (e.g., Premier, 
Health Minister, Finance Minister) 

• Remember to keep up with changes in Cabinet, and follow the 
new Ministers 

• Follow us! @OHIP4IVF 



 
 

Twitter 

 



 
 

Twitter 

 



 
 

Twitter 

 



 
 

Pinterest 

• A great resource that allows you to permanently curate your 
information and material 

• It stays there forever 

• Visually very appealing 

• Allows you to keep a beautiful, visual library of posts, blogs, 
images, media appearances, books, etc. 

• Suggests items to pin based on your interests and is great for 
networking and finding like-minded people 

• Pin us! Conceivable Dreams 



 
 

Pinterest 

 



 
 

Pinterest 

 



 
 

Challenges 

• Important to have a dedicated Social Media/Community 
Manager 

• Can be done with volunteers, but may be inconsistent and a 
possible lack of expertise 

• Requires a substantial time commitment; ideally a minimum of 
25 hours per week with a potential for 60+ hours 

• Hiring a Social Media/Community Manager can be costly, but 
they build the framework for you and members to fill with 
content 



 
 

Challenges 

• There is an initial start-up cost, but it is a worthwhile investment 
and as you build momentum you can reduce the hours you 
require from your Social Media/Community Manager 

• Tweeting effectively requires quick thinking and an ability to be 
concise with the 140 character limit 

• Not everyone is great at tweeting; some require an hour of 
training, provide suggested tweets 

• Without careful monitoring, posts on Facebook can be 
inflammatory and there is the potential for bickering 



 
 

Accomplishments 

• Grown our Facebook group from 400 members to almost 1500 

• Grown our Twitter followership from 400 followers to over 3000 

• Increased Twitter impressions from 500,000 to 1.5 million 
monthly with 5-6 million over 2 hours for Twitter parties 

• Established strong, positive relationships between Conceivable 
Dreams and politicians (Premier, Health Minister, Opposition 
MPPs) 

• Building recognition of Conceivable Dreams with government, 
media, and medical infertility community 



 
 

Accomplishments 

• Three Conceivable Dreams Directors were invited to sit on the 
provincial government’s advisory panel to fund IVF 

• In 2014, the Ontario Government 
committed to funding IVF for 
Ontarians by the end of 2015 and 
included it in its last 3 budgets 



 
 

Summary 

• Social Media is an effective advocacy tool and allows you to 
connect with patients, MPPs, media and like-minded groups 
and individuals 

• There is a start up cost, but with careful management, it is a 
worthwhile investment 

• A lack of a social media presence is a lost opportunity to 
communicate your message and make meaningful 
connections 

• Social Media advocacy can garner positive results 

 

 



Infertilité sans frontières 

Infertility without Borders 
 

Sandra K Dill AM, BComm MLS 
PhD Candidate 

CEO, AccessAustralia 

Chair, iCSi Patient Leader Community 

Director, Fertility Society of Uganda 



www.access.org.a
u 

Your 
Journey 

Our 
Support 

Committed to achieving 
affordable, quality, 

equity of access to ART 
health care 

 A few examples of successful campaigns to 
maintain public reimbursement for IVF 

services 



Australia: only country 
with unlimited access to 
reimbursed ART cycles. 



Questioning the government’s 

commitment to families 



iVFlings persuasive advocates 



 
 
 

  Infertility is not a choice 

 One IVF child in every 
classroom 

 Treatment decisions 
should be clinical, not 
political 

“If the Minister had done this  
when my mother was treated, 
I would not be here”! 
 
Candice Reed 
World’s 3rd IVF baby 

Key messages 

 
 



www.icsicommunity.org 

The iCSi community is a coalition of 
patient leaders in all world regions. 



Guiding Principals for 
Patient-Centred Healthcare 

• Respect and support for the individual patient, their 
wants, preferences, values, needs and rights. 

• Involvement: of patients organisations in all public 
policy decisions. 

• Information that is appropriate, relevant and timely. 

• Access to affordable, quality healthcare services. 

Promoting patient-centred healthcare around the world 

ACCESS & iCSi are voting members of IAPO 



 
 
 

 
 
 

   

      

“There is power in 
partnership, between active 
consumers and professionals, 
and this power can be used 
in advocacy”.     

 

“Infertility should be 
recognized as a public health 
issue worldwide, including 
developing countries”. 

 

Mahmoud Fathalla – Chair   

         WHO Advisory C’tee on Health Research 

       

WHO Recommendations 



 
 
 

. 
 
 

AccessAustralia and the iCSi international community stand 
with the Association des couples infertiles du Québec  
as you fight for:  

 equity of access to quality, affordable ART treatment for the 
medical condition of infertility. 

 respect for couples as the principal decision makers and 
guardians of their own reproductive future. 

 government that values and respects all families in Québec 



It’s about families 



Actions and patient´s networking for an ART 
access law in Argentina 





Is an infertility patient´s 
organization from Argentina, 

founded in 1996 

Our main objectives: 

1. Support other infertile 
patients 

2. Struggle to get an ART 
law passed, for access 
and regulation of ART 

3. Spread infertility issues 
in the media to improve 
the understanding and 
promote fertility care 



CONCEBIR 

Membership 

• ICSI 

• IAPO 

• IAPO LATAM 

•Latin American ART 

network 

•Film “Empty Belly” 

•Argentinian 

patient´s network 

CONCEBIR  

Team 

• Psychology (10) 

• Legal Dept. (3) 

• Workshops 

coordinators (12) 

• Volunteers (40) 

• Board (8) 

CONCEBIR  

Activities 

• Monthly Workshops                 
1.- Infertility                    

2.-Gamete donation          

3.- Single mothers            

4.- Same Sex Copuples 

• Donor Families 

Network 

• Families Network 

• Social Networks 

(Facebook, twiter)  

• Website 

• Media  

• Legislative 

management 

• Design and edition of 

publications 



ART  free access 





Health system  

Public hospitals 
Private ART clinics 

Pre paid system 

ART since 1985 Free access  for low 
complexity  ART, in some 
of them free IVF and 
ICSI since 2013 

ART since 2009 through 
provincial laws and since 
2013 ART National Law 

Health System in  Argentina 



1° Provincial ART 
Law: 
 La Pampa (2009) 

2° Prov. Law: 
Cordoba (2009) 

3° Prov. Law: 
 Río Negro (2010) 

4° Prov. Law: 
 Entre Ríos (2010) 

5° Prov. Law: 
 Buenos Aires  (Dec 2010) 

6° Prov. Law: 
Santa Cruz (2011) 

June 2013 :  National ART Law 



 Recognize infertility as a medical illness. 

 Exclusive access for heterosexual couples.  

 Union system makes agreements with private 
fertility clinics where patiens attend for 
treatment. 

 No development in public hospitals due to 
budget restrictions. 



 Passed on June 2013. 

 Mainly for ART  access.  

 Includes access for same sex couples and 
single women. 

 Includes gamete donation.  

 Limits and regulation to be defined by Health 
Minister.  

 Recognizes access to ART as a right. 

 Absence of age limit for women. 



 Embryo status (not person before conception). 

 Includes ART as a way of becoming parents. 

 Defines father and mother as those who sign 
the ART documents at clinics. 

 Gametes donation: anonymous for parents,  
but disclosure allowed if requested by person 
born after becoming an adult. 



ART regulation law should be passed to the 
National Congress, actualy passed by 
Deputies Chamber, waiting for Senator´s 
approval  



Actions 





 Street demonstrations. 
 Working with the media. 
 Meetings with politicians, legislators, national 

and local health authorities. 
 Conferences and public campaigns. 
 Patient participation in medical congresses. 
 Workshops. 
 Coordinated work with other patients’ 

associations (Argentina, Latin America and 
International). 

















“ART for ART” 















Red TRAscender 

 (Argentina, Brasil, Chile, Colombia,  Mexico, Uruguay) 









……….. 





Thank you! 



Luca Coscioni Association for Freedom of 
Scientific Research 

 
Legal Strategy to Modify Italian 

Legislation on ART 

Professor Filomena Gallo 

Amica Cicogna Association 

Montreal, 6 September 2015 



My name is Filomena Gallo and I am the Secretary General of 
Luca Coscioni Association, a not for profit organization to 

promote freedom of scientific research. 
 

Other objectives of our group are the affirmation of civil and 
political rights, including the support for people with 
disabilities, access to therapies, and the right to die. 

 
The association was founded in Rome, Italy, in 2002. 

www.associazionelucacoscioni.it  
http://www.freedomofresearch.org  

 

Luca Coscioni Association, Montreal 6 September 2015 

http://www.associazionelucacoscioni.it/
http://www.freedomofresearch.org/


The Luca Coscioni Association  
is a constituent member of the  

Nonviolent Radical Party, Transnational and Transparty, 
a non-governmental organization in consultative status  

with the Economic and Social Council of the United Nations. 
 

In 2004, together with the Radical Party, the Association 
launched an international campaign to block the adoption of a 

UN convention to ban “human cloning”. 

 

Luca Coscioni Association, Montreal 6 September 2015 



About me... 
I am also the president of  

Amica Cicogna Association,  
a not for profit association that works on behalf  

of infertile couples. 
 

The association was founded in Salerno, Italy, in 1998. 

 

Luca Coscioni Association, Montreal 6 September 2015 



About me… 
 

I am a Lawyer  specialized in family law. 
 

I am a Professor at the University of Teramo, Italy,  
where I teach ‘Biotechnology Law and Ethics’. 

Luca Coscioni Association, Montreal 6 September 2015 



 

About the presentation... 
 

My presentation will address the legal steps that,  
over the last 11 years, 

have significantly modified an italian law that in 2004 
imposed several serious limitations on   

Assisted Reproductive Technology (ART). 
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LAW n. 40/2004 
 

On 19 February 2004, the Italian Parliament approved  
Law n. 40,  which entered into force on 10 March 2004 

that created several obstacles for infertile couples  
for their full enjoyment of reproductive rights. 

 
The Association assisted them before National Courts. 
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Let us have a look at Law 40… 
It prohibits: 

 
1. Heterologous treatment techniques, Art. c. 3-4; 
2. Destruction of embryos, Art. c. 1-14; 
3. Production of more than three embryos, Art. c. 2-14; 
4. Cryopreservation of embryos, Art. c. 1-14; 
5. Possibility to revoke the consent after insemination, Art. 3-6 c; 
6. Access to techniques of ART (Assisted Reproductive Technology) for fertile 

couples, Art. 1 and 4. 
 
Finally, the Law states that the 3 embryos must be transferred at the same time, 
Art. c. 2-14. 
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Consequences of Law 40 guidelines 
 

The Guidelines were adopted by the Government in 2004. 

 
The only clinical research on embryos allowed  

is merely observational,  

which implies the  

prohibition of PGD (Preimplantation Genetic Diagnosis). 
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Consequences of Law 40  
from 2004 to 2014 

Italian couples were forced to go abroad to access:  

 
1. Heterologous treatment techniques; 

2. Production and cryopreservation of more than three embryos; 

3. Avoid multiple pregnancies; 

4. Clinical diagnostic research on embryos; 
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Consequences of Italy’s Law 40  
from 2004 to 2014  

 
1. A 3% increase in risk pregnancies; 

2. Decline in the total number of pregnancies; 

3. Increase of judicial proceedings deriving from Law 40 
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Local courts decisions that condemned Law 40 
 
2007 - The Courts of Cagliari and Florence decided not to enforce the 2004 
guidelines, and ordered the execution of preimplantation diagnosis for infertile 
couples with genetic diseases; 

 

2008 - The Lazio Regional Administrative Tribunal (TAR) canceled the 
guidelines issued in 2004, (making them ultra vires - invalid), because they only 
allowed the observational investigation on embryos. Moreover, the Tribunal raised 
the question of constitutionality of the Law on the ground that the three embryos 
should be produced and all implanted at the same time. 
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Decisions of the  
Constitutional Court on Law 40 

 
In 2009, the Constitutional Court, the equivalent of the Canadian Supreme Court, 
adopted judgment 151/09 annulling the limit of three embryos to be produced and 
transferred. 
 

In adopting its decision, the Constitutional Court stated that: 
 "[...] As far as therapeutic practice is concerned,  

the rule should be the autonomy and responsibility of the doctor,  

who, with the consent of the patient,  

makes the necessary professional choices” 
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Effects of Constitutional judgment 151/09 
 

- Pre-implantation diagnosis should be applicable for infertile couples  

that request it; 

 

- Assisted Reproductive Technology (ART) is applied in accordance with the 
therapeutic needs of the couples, and can include, if necessary, the production of 
more than three embryos; 

 

- For the protection of women's health, it is possible to transfer a number of 
embryos suitable for a safe pregnancy, and to cryopreserve the others. 
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Other decisions adopted after  
Constitutional judgement 151/09 

2009- The Court of Bologna recognized to a non-sterile couple, who has naturally 
procreated children, the right to access, in an absolute way, to Assisted Reproductive 
Technology (ART), preceded by Preimplantation Genetic Diagnosis, to conceive a 
healthy child; 
 

2010- The Court of Salerno stated that: "the right to procreate, and the very right to 
health of the subjects involved, would be irreparably hampered by an interpretation of 
Law 40 that would impede access to ART for couples - be they infertile or sterile -, 
who have a concrete risk of procreate children affected by serious diseases, because of 
genetically transmissible pathologies. Only ART after a pre-implantation diagnosis, 
that is, the implantation of healthy embryos alone, through a constitutionally oriented 
reading of art. 13 of Law 40, could avoid the above mentioned risks.” 
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Other decisions adopted after the decision following 
Constitutional judgement 151/09 

 
2010- The Court of Florence raised the question of constitutionality on the 
heterologous ban following the action of a sterile couple seeking access to it in Italy. 
The Court raised the doubt of art. 4. c3/04 L.40, taking into account the ruling of the 
European Court of Human Rights, which raised contrasts with articles 8 of the 
European Convention of Human Rights (“right to respect for private life”), and with 
articles 2, 3, 13, 32 of the Italian Constitution. 

 

2010/2011- The Court of Catania and Milan adopted similar decisions. 
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Other decisions adopted after 
 Constitutional judgement 151/09 

 
2014 – the Constitutional Court held that, with the repeal of the provisions subject of 
the request, there was not legal vacuum;  

Chapter 8 and 9, chapter III of Law 40, provide that children born by heterologous are legitimate children 
of the couple; they do not have a legal relationship with the donors of gametes; the couple that accesses 
to the donation of gametes cannot disavow the child; donors should be anonymous.        It established a 
high standard of protection for everyone involved in assisted reproductive technology. 

Medically assisted procreation centres, possessing all technical and scientific requirements, need to 
immediately apply the techniques with the donated gametes. Italy has in fact incorporated European 
directives on conservation, donation processing, tracking and security (Directives 2004/23/EC, 
2006/12/17/EC, 2006/86/EC).  

Deletion of Heterologous ban, restoring the principle of equality. 

 

 
 

 
 

Luca Coscioni Association, Montreal 6 September 2015 



International decisions adopted on Law 40 
 

2012 – the European Court of Human Rights, in the case COSTA/PAVAN v. Italy, 
condemned Italy stating that Law 40 violates art. 8 of the European Convention of 
Human Rights. The discrimination is based on the pathologies for access to treatment, 
and it creates a risk to health of the fertile woman, who procreates in a natural 
way, and who can access prenatal diagnostic techniques - such as amniocentesis - 
and, then interrupts her pregnancy, which can cause serious damages to her health 
and that undermines the psychological aspect of the subject. The interruption of 
pregnancy could be prevented with a diagnosis of embryos before their transfer to the 
uterus. In Italy, the prohibition to access to assisted reproductive technology for 
fertile couples, carrying genetic pathologies, does not allow the respect of a woman's 
health.  
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Austria: Prohibited -allowed but very restrictive 
Belgium: Allowed 
Bulgaria: Allowed 
Cyprus: Allowed 
Denmark: Allowed 
Estonia: Allowed 
Finland: Allowed 
France: Allowed 
Germany: Allowed only in certain cases 
Greece: Allowed 
Ireland: Allowed 
Italy: Allowed only for infertile couples  
Latvia: Allowed 
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2014- Countries that have legislated  on  
pre-implantation diagnosis 

Lithuania: Allowed 
Luxembourg: Allowed 
Malta: Unregulated 
Netherlands: Allowed 
Poland: Unregulated 
Portugal: Allowed 
United Kingdom: Allowed 
Czech Republic: Allowed 
Romania: Allowed 
Slovakia: Allowed 
Slovenia: Allowed 
Spain: Allowed with restrictions 
Sweden: Allowed 
Hungary: Allowed 

 



Question of constitutionality raised on access to 
techniques for fertile couples carrying genetic 

diseases 
 

14 January 2014: the Rome Court raised the question of constitutional legitimacy on 
art. 1, paragraphs 1 and 2, and art. 4 paragraph 1 of Law 40, in contrast with articles 2, 
3 and 32 of the Constitution, and in contrast with art. 117, subparagraph 1 of the 
Constitution, and with articles 8 and 14 of the European Convention on Human Rights. 

  

14 May 2015: the Constitutional Court cancelled the ban to access to Assisted 
Reproductive Technology  for fertile couples with genetic disease. 
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Other decisions on Law 40 
 

August 2015, European Court of Human Rights:   
the prohibition of donating embryos not destined to scientific research does not 
violate the “right to respect for private life” (ART. 8, European Convention on 
Human Rights)  of the potential donor (Parrillo vs. Italy). 
 
FORTHCOMING: 
the Italian Constitutional Court will hear arguments intended to verify the 
legitimacy of the prohibition on donating non-implanted embryos to scientific 
research stated in Law 40. 
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In conclusion: 
 

Law 40 on Assisted Reproductive Technology (ART) was at the 
center of 32 decisions by Italian Courts that deleted significant 

parts of the most prohibitionist provisions. 
 

The majority of these proceedings  were followed by pro-bono 
lawyers of the Board of the Association I represent. 
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What does Law 40 still prohibit? 

 
- Scientific research on embryos. 

- Surrogate uterus. 

- Assisted Reproductive Technology for same-

sex couples. 
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Other international activities 
In 2012, the Luca Coscioni Association and the Radical Party 
participated in a proceeding before the Inter-American Court 
of Human Rights denouncing Costa Rica’s prohibitive law on   
assisted reproductive technology (ART). 
 
The Inter-American Court condemned Costa Rica stating that: 

- The access to ART is a human right that must be protected; 
- infertility is a pathology; 
- embryos not suitable for a pregnancy can be donated to research; 
- embryos and people enjoy a different legal protection. 
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My proposals to this meeting are 

 

To create an international task force of advocates, experts, 

researchers, decision-makers and opinion leaders to: 

- eliminate prohibitive laws concerning Assisted Reproductive Technology, like 

Italy’s Law 40, in any country of the world;  

- draw up a binding acts at the international level for the respect of individual 

freedoms in procreative choices and of women’s reproductive health;  

- to promote panels and/or working groups of experts to take pro-active actions 

before legislative decisions on ART- related matters are submitted to Parliament. 
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Thank you all for your kind 

attention 
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Prof. Avv. Filomena Gallo 
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עמותת חן לפריון וחיים
CHEN - Patient Fertility Association

עמותה מס. 580320018 לתרומה לפי סעיף 46
רחוב ויתקין 13, חולון 5851063, טל. 03-5050345

יש רק דבר אחד כואב יותר מללדת תינוק, עקרות... 

Prevention infertility – The best cure ever - 
Education at young age

Ofra Balaban-Kasztelanski M. A. - CHEN– Patient Fertility Association, Israel

 The idiom “the best cure is prevention” is well known, but very little is 
really being done in order to implement it. In CHEN - Patient Fertility 
Association, we decided to implement it. As part of awareness infertility, 
we lecture to young pupils, age 16-17 years old. 

 The rationalization for it is the numbers - 10% of the couples are infertile - 
only in Israel - about 150. 000 couples, that’s 300, 000 people. 

 If you include the parents from each side the number is more than 1 
million people that are worry why she did not conceive yet. 

 About 1/3 of the cases is mechanical infertility, tubes and sperm pipe are 
blocked. 

 In many cases it is the STD to be blamed. 

 STD that was not cure or did not recognize in time. 

 We are lecturing to pupils age 16-17 at the very beginning of their sex 
life. 

 Teaching about the condom as a birth control and above all the best 
way to prevent the spread of contagious diseases. 

 STD’s they should know and learned to be protected from such as HIV, 
Hepatitis, Herpes, Chlamydia, Syphilis and others. 

 We are teaching about the 
men and women reproductive 
systems. 

 Soldiers are the second 
population of our prevention 
program.  

 We teach youth what are the 
signs of each disease. 

 Which doctor we need to meet – 
in what profession- a skin doctor. 

 Both the boy and girl have to 
meet the doctor at the same 
time. 

 A presentation takes place in 
class to show how to use a 
condom correctly. 

•	 The diagram shows that: the answers of people age 17- 79 years old. The 
lowest % is at age 48 – correct answers = 0. 

•	 The higher % is at age 52-53 years old. 
•	 The important age (17 years old) less than 40% correct answers. This must 

to be changed if we wish to prevent infertility. 
•	 They do not know that use a condom is the most important tool to prevent 

both pregnancy and STD’s. We hope to reach every pupil in Israel. 

The diagram shows that more than 63% believes that women's 
fertility declines for the first time after 40 years old. The real figure is 
27 years, so a lot is need to be done. 
One result of the lectures is already reached: Increasing the sales of 
condoms in Israel. 

This diagram shows that: the lower the education (by years) the 
better the knowledge is. 

This diagram shows that: Men have better knowledge than women. 

This diagram shows that: 394 versus 241 incorrect ones regarding 
fertility rate in population

The children answered a survey regarding the subject. 
For the last 8 years we learned that the children know about infertility more than adults on one hand  

but on the other hand know much less about birth control and diseases prevention and the connection to infertility.  

Correct Answers by Age

Correct answers by Gender

Correct answers by Education years More correct answers 

עו”ד אריה ברנע, מנהל תיכון איזורי באר טוביה עם פרופ’ 
שכטמן זוכה פרס נובל בכימיה ועפרה בלבן, יו”ר עמותת חן 

לפריון. עם ספר הילדים החדש של העמותה.

הפוסטר הופק בחסות חברת



The psychological experience
and distress experienced by 
infertile couples

Katherine Péloquin, Ph.D., Psychologist
Professor
Department of psychology
Université de Montréal, Canada
Katherine.peloquin@umontreal.ca



The desire to have a child is simply natural and it is
because of this humanity that it is so painful to 

renounce to its indulging.

Susan Bermingham, psychologue
Living with infertility



• For a large majority of individuals, starting a family is one 
of their main life goals. 

• The idea of not being able to have children is not initially
envisioned.

• Most couples that receive an infertility diagnostic 
experience distress to some degree. 



Where does the distress come from?

• A disrupted life project
– Surprise, shock, incomprehension, helplessness, feeling of injustice, 

anger, sadness, desperation, depression…

– Altered self-perception; disturbed self-esteem and values …

– Guilt, shame…

• Numerous losses
– Mourning natural conception (medical conception)
– The impossibility of having a genetic child
– The unlived experiences – e.g., pregnancy and giving birth
– The loss of dreams, goals, family ideals



Where does the distress come from?

• Reactions from others
– Disclosing one’s infertility
– Others’ misunderstanding
– Unsollicited advice and myths
– Being confronted to elements that remind

you of infertility

• Social and professional consequences
– Isolation
– Conciliating treatment and work



Where does the distress come from?

• The challenges associated with treatment
– Numerous medical appointments and exams
– Painful medical procedures
– Medication and side-effects
– Anticipation of results and treatment failure
– Repeated cycles of hope and deception
– Financial cost

• Feeling of losing control, incomprehension, feeling rushed, 
anxiety, fear, sadness…

• The stress associated with infertility treatment is well-
documented



A word on stress and fertility

• Current studies do not show a direct link between stress and 
fertility.
– Psychological symptoms before treatment do not seem to be linked

to pregnancy rates following treatment (Boivin et al., 2011)

• Stress could reduce treatment success rates via indirect 
behavioural and biological mechanisms.

e.g., psychological distress is associated with poorer adherence to 
treatment and treatment dropout, which reduce chances of success.



A word on stress and fertility

• Effective stress management is essential
– To preserve the patients’ quality of life 
– To promote a more positive experience of treatment
– Not to increase the chances of pregnancy



For all sorts of individual, social, and medical reasons, a large 
range of emotions can be experienced at different moments in 

the treatment process and depending on the treatment
outcome.

Reactions to infertility also vary as a function of the social 
context, dictated by the couple’s cultural and religious beliefs.



The prevalence of psychological distress

• In general, infertile couples do not differ much from the general
population’s norms.

• More than half of individuals qualify infertility as the most
stressful event they have experienced.

• Some authors talk about the « infertility trauma »

• Around 25% of individuals present with « clinically significant » 
distress.



Men’s and women’s experience

• In general, women report more distress than men
– Different meanings associated with maternity and paternity

• But…

– Research samples mostly include women.
– Relatively few studies focus on men’s experience specifically .
– Invasive treatments and side effects of medication can accentuate

the intensity of reactions in women.



Men’s and women’s experience

• Common reactions among women
– Threat to self-esteem (loss of the mother identity)
– Feeling of emptiness
– Shock and losses
– Higher symptoms of anxiety and depression

• Common reactions among men
– More affected by male infertility
– Feeling that their masculinity is affected
– Anger, isolation
– Sense of personal failure



Impacts on the couple and sexuality
• Infertile couples generally report high levels of relationship

satisfaction
– Relationship uncertainty and problems among some couples.
– Strenghtening of the relationship among other couples.

• « Sexuality on demand», the rigid and non-spontaneous
approach to sexuality, as well as sexuality with procreation as 
the sole goal are linked to sexual difficulties.

~ 25% report symptoms that suggest the presence of a sexual
dysfunction (e.g., loss of sexual desire, erectile dysfunction)



Infertility: a couple’s reality

• Everyone experiences infertility and adapts to it differently.

e.g., sadness versus anger; needing to talk about it together
versus needing to take a step back

• The person’s adaptation also depends on his/her
partner’s reaction and his/her way to cope with the 
situation.

• Recognizing each other’s emotions, mutually supporting
one another, and finding together ways to respect each
other’s needs.



When to seek help?

• It is globally recognized that psychological services must be
an integral part of the fertility treatment process.

• All couples do not have the same needs in terms of 
psychological help.

• Being able to recognize when to seek help.



Indicators of more serious distress that may
require external help…

Table 1. Symptoms of depression

Expected reactions.. More serious distress…
 Discouragement
 Ponctual sadeness
 Alternating between under- and over-

commitment
 Presence of guilt
 Sleep problems
 Alternating periods of fatigue and energy

 Desperation and dark thougths
and feelings

 General sadness
 Generalized loss of interest
 Excessive guilt
 Chronic insomnia
 Loss of energy and chronic

fatigue



Indicators of more serious distress that may 
require external help…

Table 2. Symptoms of anxiety

Expected reactions More serious distress
 Worries, fears and doubts
 Periods of high stress followed

by periods of calm
 Mild memory problems in 

periods of high stress
 Sleep problems

 Excessive and invasive anxiety
 Uncontrolable stress, panic attacks
 Memory loss, concentration difficulties, work

disruptions
 Serious sleep problems, chronic insomnia



Goals of psychological consultations

• Normalize and validate the emotional experience of each
parner.

• Accompany the couple during the fertility process and help 
them with decision-making.

• Build effective stress management strategies.

• Foster the couple’s capacity to mutually support each other.
– Communicating openly.
– Understanding the other’s experience.
– Express one’s needs clearly .



Goals of psychological consultations

• Help individuals communicate and deal with friends, families
and in other social and profesionnal contexts.

• Accompany the couple in the process of grief and acceptance.



For more 
information and 
to participate in 

our ongoing
research… 

En attendant 
la cigogne

Check out our website: etudeducouple.ca
and soon to come: coupleresearch.ca



Lifestyle Intervention among Obese 
Infertile Women 

Supervisor : Jean-Patrice Baillargeon, MD, MSc 
Director, CHUS Reproductive Endocrinology Clinic 

Division of Endocrinology, CHUS 

Université de Sherbrooke, Quebec, Canada 

Matea Belan, MSc 
PhD Candidate in Clinical Sciences 



• In 2010, the Quebec’s Ministry of Health and Social Services 

was determined to cover the costs of Assisted Reproductive 

Treatments (ART).  

• It is now planning on changing this coverage, because of the 

significant costs involved.  

• Therefore, any new approach in improving the quality of care 

of infertile patients and reducing the costs of the ART are 

considered as a priority to the Ministry. 

• Obesity-Fertility project : An opportunity for the governement 

in reducing the costs by introducing an intervention improving 

the fertility of obese women.  

Introduction… 



Psychological5 
Eating disorders 

Low self-esteem 

Altered self-image 

Stigmatisation and solitude 

Depression 

Pulmonary 
Sleep apnoea 

Asthma 

Difficulties at exercise 

Gastrointestinal 
Gallstone 

Gastric reflux 

Liver disorders 

Renal 
Glomerulonephritis 

Musculoskeletal 
Arthritis 

Neurological 
Idiopathic intracranial 

hypertension 

Cardiovascular 
Hypertension 

Dyslipidemia 

Chronicle inflammation 

Endothelial dysfunction 

Endocrine 
Insulin resistance 

Glucose intolerance 

Diabetes mellitus 

Cancers 
Endometrium 

Breast 

Colon 

Reproductive3 

Menstrual irregularities 

Polycystic ovary syndrome (PCOS) 

Infertility 

Negative impacts of obesity on health parameters2 



Obesity 
is bad for your 

Fertility 



Impacts of obesity on fertility 
beyond PCOS 

• In obese ovulatory women: 

- 26 % 
- 43 % 

For every increase in BMI 

point between 30 and 35 

there is a 4 % drop in 

conception rates in obese 

OVULATORY women. 

 
van der Steeg JW et al. Hum Reprod 2008: 324 



Impacts of obesity on fertility 

• Danish National Birth Cohort 
– 47 835 pregnant couples with reported BMI and time to 

pregnancy (TTP) 

– Adjusted ORs for TTP >12 months: 

Ramlau-Hansen CH et al. Hum Reprod 2007: 1634 



Obesity in Canada 

• Women in their reproductive age (18-44 yr) 
– 43 % are overweight (BMI > 25 kg/m²) 

– 17 % are obese (BMI > 30 kg/m²) 

• Women are thus more likely to enter pregnancy 
overweight or obese nowadays. 
– Among 75,000 delivering women in USA, 20% were obese 

pre-pregnancy. 

Tjepkema M et al., Statistics Canada 2005; product #82-620-MWF2005001 ISSN: 1716-6721 

Chu SY et al., Maternal and Child Health Journal 2009;13:614-20 



Women 

 Fertility 

 Effectiveness 
of fertility 
treatments 

 Costs of 
fertility 

treatments 

Adverse pregnancy 
outcomes 

- Thromboembolism 

- Preeclampsia 

- Gestational diabetes 

- Gestational 
hypertension  

- Death in utero  

- Neural tube defects 

- Prematurity, etc. 

Offspring 

↑ risk for : 

- Obesity  

- Diabetes  

- CV diseases 
later in life 

Obesity 

Thus epigenetic 
contributes to 

perpetuate the vicious 
circle of obesity! 

Fedorcsak P et al. Hum Reprod 2004; 19:2523-8; Cedergen MI. Obstet Gynecol 2004; 103:219-24;  Cnattingius S et al. N Engl J Med 1998; 338:147-52; 
Stothard KJ et al. JAMA 2009; 301:636-50; Huber-Buchholz et al. J Clin Endocrinol Metab 1999; 84:1470-4; Moran LJ et al. J Clin Endocrinol Metab 2003; 
88: 812-9; Clark AM et al. Hum Reprod 1998; 13:1502-5; Huda SS et al., Semin Fetal Neonatal Med 2010;15:70-6; Bouchard L et al., Diabetes Care 
2010;33:2436-41; Jarvie E, et al., Clin Sci (Lond) 2010;119:123-9. 

 

Weight loss of 5 à 10 % 
 

 

• Improves ovulation rates 
 

 

• Improves pregnancy rates 



What do we do about it? 



Research Design 

 Randomized controlled trial in Sherbrooke 
assessing an interdisciplinary lifestyle intervention in 

obese infertile women. 

 

 Comparison of outcomes and costs between groups 
and with clinics in Montreal, Toronto & Edmonton. 

 
 



HYPOTHESIS 

↓$/live birth 

An interdisciplinary 
lifestyle intervention 

(before & during 
pregnancy) in obese 

infertile women 

↑women’s 
fertility 

↑fertility 
treatments’ 

efficacy 

↑mothers’ and 
children’s 

health 

↓$ of adverse 
pregnancy 
outcomes 

↓$ of fertility 
treatments 



Objectives of the study 

① To design and implement an 
interdisciplinary program for lifestyle 
management of obese women who seek 
fertility treatment at the CHUS.   



LIFESTYLE 
INTERVENTION 



Lifestyle intervention - Ferti-Health³ 

Individual meetings 

Group sessions 

• Dietitian and kinesiologist 
 

• 0, 3 , 6 weeks and then every 6 weeks 
 

• Remainder phone call/email between each meeting 
 

• Duration : start preconception and continue up to 18 months or 

the end of pregnancy 

• 12 weekly group sessions  
 

• 45 min – interactive discussion (nutrition, psychology and 

health) 
 

• 45 min – demonstration of physical activity 
 

• involvement of the spouse 



Objectives of the study 

① To design and implement an 
interdisciplinary program for lifestyle 
management of obese women who seek 
fertility treatment at the CHUS.   

② To evaluate the impacts of this program on 
the lifestyle habits of the women 
participating in the study. 



Randomized control trial in Sherbrooke 

Inclusion criteria 

 Obese infertile women (BMI ≥ 30 kg/m2) 

 Overweight women with PCOS (BMI ≥ 27 kg/m2) 

 
Exclusion criteria 

   40 years old 

 Post-bariatric surgery or plan for it 

 IVF is the only option (severe tubal or male factor) 



0 6 months 18 months 12 months 

Pregnant women 

VP1 (early pregnancy) VP2 (24-28 weeks) 

Pregnancy confirmed by Beta-hCG  

18 months of follow-up or until the end of a pregnancy 

Evaluation of the  
program’s clinical outcomes  
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• Weight and waist circumference 

• Nutrition and physical activity 

Lifestyle habits & 
Anthropometric measures 

• Pregnancy rate 

• Miscarriages 
Fertility outcomes 

• Gestational DM 

• Hypertension 
Pregnancy outcomes 

• Congenital defects 

• Intrauterine death 

• Baby weight 

Neonatal outcomes 

• Lifestyle intervention 

• Fertility treatments 

• Adverse outcomes 

Costs 

• Thromboembolism 

• Caesarean section 

• Apgar score 

• Jaundice 

• Admission to intensive care  

Assessing the program’s clinical outcomes  



What are the results  
so far ? 



Control group (n=44) Intervention group (n=40) 

 Standard fertility treatments • Lifestyle program (Ferti-Health³) 
 

• First 6 months with no fertility treatments 

PCOS Without PCOS 

Participants 

Excluded/ 

Withdrawn 

(n = 21) 

57 ♀ completed the study 

PCOS Without PCOS 

105 obese, or overweight women with PCOS, consulting 
at the CHUS REI clinic  
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Baseline characteristics 

Variable 
Control 
(n = 32) 

Intervention 
(n = 25) 

p-value 

Age (years) 30.5  4.3 30.5  5.5 0.99 

BMI (kg/m²) 41.4  7.8 38.0  7.1 0.09 

Waist circumference 

(cm) 
120.3  17.8 114.1  14.3 0.16 

PCOS, n (%) 22 (68.8) 17 (68.0) 0.95 

Mean ± SD, N (%). NS: not significant; BMI: Body mass index; PCOS: Polycystic ovary syndrome. 

Per-protocol analyses 



What are the impacts of 
the lifestyle intervention on 

anthropometric and 
lifestyle measures ? 



Selected anthropometric  
and lifestyle changes 
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The lifestyle program has positive impacts on: 
- the weight (↓); 
- the nutritional quality (↑) and 
- the sedentary activities (↓). 

Conclusion – Objective #2 



What about the impacts on 
the fertility outcomes ? 
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Live-birth rate 
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Number of pregnancies across time 

0-6 months 6-12 months 12-18 months 

Control group 
(n=32) 

6 (19%) 6 (19%) 1 (3%) 

Intervention 
group (n=25) 

9 (36%) 4 (16%) 6 (24%) 



What are the predictors of 
a pregnancy in infertile 

obese women ? 



 
Weight loss at time of pregnancy in women who become pregnant 

 

-1.8% [-3.4 –  0.2] 

p = 0.10 

CONTROL (n = 13) INTERVENTION (n = 19) 
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p = 0.003 

p = 0.20 



Pregnancy 

Nutritional 
changes 

% of fat 
mass 
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Program of 
lifestyle 
changes 

Pregnancy predictors in obese 
infertile women 



Objectives of the study 

② To evaluate the impacts of this program on 
the lifestyle habits of the women 
participating in the study. 

3) To assess cost per live birth, and other 
measures of cost-effectiveness. 



Operating costs: based on two viewpoints 

• $ for the public health system 

• $ for the patients 

Total $ per live-birth 

• total cost per infant alive for all women (costs of unsuccessful 
interventions are included) 

• total cost per infant alive only for the women who had a live birth  

Included costs : 

• lifestyle program  

• fertility treatments 

• associated with adverse events or complications (treatments, care) 

 

Cost-effectiveness 



A lifestyle intervention in obese infertile women, even with a 

modest weight loss, could improve :  

• Pregnancy rate, mainly the occurrence of a spontaneous 
pregnancy 

• Rate of live births (a trend at this time) 

Such an intervention may improve fertility by other factors than 

weight loss alone, such as improvement in diet quality. 



OBESITY-FERTILITY STUDY (randomized-controlled trial) 

Control group Intervention group 

Randomisation 

Group attribution 

PILOT STUDY (prospective controlled cohort study) 

Women 

Men 

Usual care according 
to the fertility clinic’s 
protocol 

Exposure to the lifestyle 
intervention targeting their 
spouse 

Exposed Non exposed 

Pilot Study – Partners from the infertile obese women 



105 ♀ participating in the 
Obesity-Fertility RCT 

25 ♂ refused to participate 

80 ♂ accepted to participate in 
the pilot cohort study 

Exclusions : 
•3 ♂ : major factor of infertility 

n = 77 ♂ 

Pilot Study (♂) 

Exclusions : 
• Separated couples (n=3) 
• Breach of protocol (n=3) 
• Couples no longer desire to 

conceive (n=1) 
Drop-outs (n=10) 
No subsequent visit toV0 (n=8) 

n = 52 ♂ 



RESULTS – Pilot Study (♂) 

↑ fruits / day 

↑ breakfasts / week 

But no differences between groups 
for : 

- Weight changes 

- Physical activity  

EXPOSED vs. NOT EXPOSED 
It seems that exposing 

men to a lifestyle 

intervention targeting 

their spouse is not 

sufficient to improve 

significantly weight and 

lifestyle habits, with the 

exception of nutritional 

habits.   



↓ weight & BMI 

↑ fruits / day 

↑ breakfasts / week 

But no differences between groups 
for :  

- Physical activity  

♂ WITH vs. WITHOUT A 
CONCEPTION 

RESULTS – Pilot Study (♂) 

Independently of the 

exposure to the 

intervention, weight loss 

and nutritional changes 

in men are positively 

associated with the 

occurrence of a 

pregnancy in infertile 

couples in which the 

women is obese.  



Multiple logistic regression 
model 

Odds ratios 
[95% CI] 

p-value 

⬆︎ nb of breakfasts/week 6.29 [1.77 – 22.3] 0.004 

⬇︎ BMI, kg/m2 2.45 [1.22 – 4.92] 0.011 

⬇︎ of h/week spent  watching 
TV at baseline 1.17 [1.03 – 1.32] 0.011 

Multiple logistic stepwise regression model with p-value < .001 

RESULTS – Pilot Study (♂) 

Independant male predictors of the 

occurrence of a pregnancy 



TAKE-HOME MESSAGE 

A lifestyle intervention in obese infertile women, even with a 

modest weight loss, improves :  

•Pregnancy rate, mainly the occurrence of a spontaneous 
pregnancy. 

And a weight loss, as well as an improvement in lifestyle habits in 

men has also a positive impact on the couple’s fertility. 

Therefore, a lifestyle intervention of this sorts should be accessible 
to infertile obese women to improve their fertility and potentially 

reduce the costs of the coverage.  
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