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The present COVID situation in  

Norway 

 

 

 

There are no longer special requirements for entry into Norway due to the corona situation. 

The same rules as before the corona pandemic apply now.  You may experience that other 

rules apply if you have connecting flights in another country, and the airlines may also have 

restrictions due to the corona situation. You must familiari

ze yourself with the rules that apply during your travel to Norway.   

There is still an ongoing COVID-19 epidemic in Norway and basic infection control 

recommendations therefore remain important and will limit the spread of infectious 

diseases, including COVID-19. It is recommended to follow the general advice about good 

cough etiquette and good hand hygiene to prevent transmission: 

- People who are sick should stay at home. 

- For symptoms consistent with COVID-19, have a low threshold for being tested. This 

also applies to people who are vaccinated and protected. There will be a limited 

number of COVID tests available at the conference hotel. 

- Keep a physical distance where possible. 

- Good hand hygiene is important.  

- Keep good cough etiquette. 

If you have newly arisen respiratory tract symptoms, it is recommended that you keep your 

distance from others, especially people at risk. This means no participation at the conference 

or restricted participation with a face mask. Avoid coughing or sneezing directly onto other

people. Use a paper tissue or the crook of your elbow when coughing or sneezing. Dispose of 

the tissue and wash your hands with soap and water or alcohol-based hand sanitizer. Hand 

sanitizers will be available outside the different conference rooms and in the restaurant. 

Hand hygiene prevents contact transmission. Contact transmission can occur either through 

direct contact with an infectious person (such as hugging and shaking hands) or indirectly by 

transmitting drops of infectious agent to contaminated surfaces and from there to the hands 

to entry points such as the mucous membranes of the nose, mouth and eyes. Properly 

performed hand hygiene reduces the risk for both direct and indirect contact transmission. 

The conference will offer facemasks for voluntary use. People at increased risk of a severe 

disease course and unvaccinated adults must themselves assess the risk of infection and 

their own risk of serious disease course of COVID-19 against the need for contact with 

others. Staying away from large crowds and wearing a facemask when you cannot keep your 

distance from others may be appropriate measures. 



 

 

Introduction – Welcome to Arendal and EUFASD 2022 

 

Dear participants to EUFASD 2022. 

Welcome to Arendal, Norway and to 

EUFASD 2022!    

 

 

Arendal  is a beautiful coastal town consisting of skerries, woods and hills. It is a popular 

summer holiday spot for many Norwegians. The town of Arendal belongs to the geographical 

region of Sørlandet. This coastal area offers skerries, saltwater and idyllic small towns and 

villages. The inland areas, only a short distance from the sea, offer the woods, the hills and 

the moors and are far from densely populated. Shipping, shipbuilding and timber trade, as 

well as mining and ironworks, were important branches of industry in this area for many 

centuries. Frequent contacts with the world abroad put their mark on the local culture and 

traditions. In 1880, Arendal was the country's biggest port in terms of tonnage handled. 

Today the area has small boat manufacturing, mechanical industry, electronics industry, as 

well as one of the world's largest silicon carbide refining plants. About 40 per cent of the 

population work in the service sector. The four-story town hall is one of the largest wooden 

buildings in Norway. The historic battery, overlooking the harbour, was used during the war 

that forced Denmark to cede Norway to Sweden (1814). 

We hope that you will enjoy your days in Arendal and contribute to an exciting conference! 

Best wishes from Gro CC Løhaugen, Head of conference and the Local Planning Committee 
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Venue Hotel and Map 

    

The Clarion Hotel Tyholmen is a 

vibrant hotel located right by the 

quayside in central Arendal. 

Guests can look forward to lovely 

rooms with views of the water and 

excellent conference facilities. Our 

closest neighbour is the sea. Why 

not have breakfast while you enjoy 

the view from the terrace? The 

hotel's largest banquet hall has a private exit onto the terrace on the quay. However, this 

hotel is much more than just a place to stay! Our central location means it's not far to Merdø 

island, Store and Lille Torungen lighthouses, boat tours, museums and Nes Verks golf course. 

The Kristiansand Zoo and Amusement Park is just half an hour away by car. There is parking 

in the hotel basement. 

A: Tyholmen Hotel  B: Thon Hotel 
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Program at a glance 

EUFASD 2022 Conference in Tyholmen Hotel /Thon Hotel, Arendal, NORWAY 

Monday 12th September   

Room A: 09.00 - 09.30: Welcome ceremony                                                                                                                                     
- Music event                                                                                                                                                                                                     

- Director of Dept. Child and Adolescent Health, The Norwegian Directorate of Health: Ellen Margrethe Carlsen                                                                                                                                
- Chair of EUFASD: Diane Black                                                                                                                                                             
- Chair of Conference: Gro Løhaugen                                                                                                                                                   
- Chair of Scientific Planning Committee: Jon Skranes  

 

Room A: Plenary session 1: Prevention                   Session chair: Raja Mukherjee 

09.30 - 10.15: Key speaker Sylvia Roozen: Prevention: At a First Glance Simple, but in Reality 
Complex. Multi-level and multi-stakeholder perspectives 

10.15 – 10.30: Ilona Autti-Rämö: Prevention in FASD.  

10.30 – 11.00: Coffee and posters 

Room A: Plenary session 2: Prenatal alcohol exposure and FASD     Session chair: Mirjam Landgraf 

11.00 – 11.45: Key speaker Susan Astley Hemingway:  Contrasts in current FASD diagnostic 
guidelines: The need for consensus.  

11.45 – 12.30: Key speaker Ulrik Kesmodel:  Alcohol drinking during pregnancy – what are the actual 
risks of obstetrical complications and longterm morbidity in the children? 

12.30 – 13.30: LUNCH and posters 

Room A, B, C, D, E: Parallel session A: 13.30 – 15.00: See separate program below 

- Room A: Session A1: Prevention             Session chair: Thierry Maillard                                                 
- Room B: Session A2: Biomarkers-Biochemistry-Pathology         Session chair: Oscar Garcia-Algar                                             
- Room C: Session A3: Diagnosis-Clinical Management and Care         Session chair: Raja Mukherjee              
- Room D: Session A4: Intervention            Session chair: Thorsten Gerstner                                                    
- Room E (at Thon Hotel): Session A5: Other-Basic research-Genetics     Session chair: Sylvia Roozen  
        

15.00 – 15.30: Coffee and posters 

Room A, B, C, D, E: Parallel session B: 15.30 – 17.00: See separate program below  

- Room A: Session B1: Prevention/Alcohol policy/Legal-ethical issues      Session chair: Sylvia Roozen         

- Room B: Session B2: Diagnosis-Clinical Management and Care/Professionals                                     
Session chair: Mirjam Landgraf                                                                                                                                   
- Room C: Session B3: Carers/Prevalence-Epidemiology        Session chair: Thierry Maillard                                         
- Room D: Session B4: Secondary disorders-comorbidities/Prognosis/Adults with FASD                                   
Session chair: Jon Skranes                                                                                                                                                           
- Room E (at Thon Hotel): Session B5: Workshop: The Time in Now: Development of a UK good practice 
guide for FASD.                       Chairpersons: Joanna Buckard & Raja Mukherjee                      
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Tuesday 13th September 

 

Room A: 08.25 - 08.30: Opening/Welcome   

Room A: Plenary session 3: Prevention / Biomarkers / Diagnosis           Session chair: Sylvia Roozen  

08.30 – 09.15: Key speaker Catherine Lebel:  Brain growth trajectories in children with PAE.  

09.15 – 09.30: Lesley Smith:  Midwife barriers to addressing alcohol with women during antenatal 
care: rapid systematic review and thematic synthesis of quantitative and qualitative studies.  

09.30 – 09.45: Leana Olivier:  Applying Ubuntu against FASD. 

09.45 – 10.00: Simona Pichini:  Assessment of prenatal exposure to alcohol and gestational 
consumption by ethylglucuronide testing in neonatal meconium and maternal hair: first Italian 
national survey. 

10.00 – 10.15: Coffee and posters 

Room A: Plenary session 4: Prevalence / Diagnosis / Clinical management                                              
Session chair: Mirjam Landgraf   

10.15 – 10.30: Robyn McCarthy:  Insight from the first UK FASD Active Case ascertainment Prevalence 
study: prevalence, parents participants' experiences and the ethical dilemma of screening for FASD. 

10.30 – 10.45: Miguel del Campo:  A need for definition and objective assessment of the dysmorphic 
features of the Fetal Alcohol Spectrum Disorders (FASD). 

10.45 – 11.00: Hasu Rajani:  Acceptability of a Virtual Model for Diagnosis for Fetal Alcohol Spectrum 
Disorder (FASD) in Children. 

11.00 – 11.30: Coffee and posters 

Room A: Plenary session 5: Secondary disorders / Co-morbidites    Session chair: Jon Skranes 

11.30 – 12.15: Key speaker Raja Mukherjee:  The psychiatric and neurodevelopmental comorbidities 
linked to FASD.                                                                                                                                                                              
12.15 – 12.30: Hans Spohr:  The Seattle and Berlin study. 

12.30 – 13.30: LUNCH and posters 

Room A: Plenary session 6: CIFASD-symposium: Using technology to move forward on the 
recognition and treatment of FASD.                 Session chair: Raja Mukherjee 

13.30 - 13.45: Ed Riley:  A smartphone app for the assessment of the sentinel facial features of FASD. 

13.45 - 14.00: Michael Suttie:  Automated, Accurate, and Objective Methods for the Identification of 
Facial Dysmorphism in FASD. 

14.00 - 14.15: Sarah N. Mattson:  Two web-based tools are effective in screening for FASD.   

14.15 - 14.30: Christie L.M. Petrenko:  Developing innovative mobile health interventions to increase 
access to care for people with FASD across the lifespan.   

14.30 – 15.00: Coffee and posters 
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Room A: Plenary session 7: Intervention                            Session chair: Thorsten Gerstner 

15.00 – 15.45: Key speaker Gro CC Løhaugen: Experienced-based intervention for children with FASD 
and their families. 

15.45 – 16.00: David J Gilbert: ‘We will be chuffed to keep them out of prison': findings from a mixed 
method study on suggestibility. 

16.15 – 16.30: Joanna Buckard, Susan McGrail: Me and My FASD: Development of new resources to 
help children and young people with FASD understand their diagnosis and begin to become self-
advocates.  

16.30 – 16.45: Gisela Michalowski: “Kugy or The Little Otter Who is Just a Bit Different”. A children’s 
film that explains Fetal Alcohol Spectrum Disorder.  

  

16.45 – 17.15: Break with poster view 

17.15 – 18.15: General Assembly of Member Organizations. Election of new board to EUFASD 
Alliance. 

19.00 – 23.00: Gala dinner 

--------------------------------------------------------------------------------------------------------------------------------------  

Tuesday 13th September 

Room E (at Thon Hotel): 09:00-17.30 

NB!  There is a limited number (about 20 seats) for non-registered FAR SEAS participants to this 
satellite symposium to reach capacity. Any not pre-registered to the symposium will attend on a first 
come-first serve basis.   

 
Satellite symposium (at Thon Hotel): Thematic Alcohol Policy Capacity – Building 

Workshop: Policy and Practice to Tackle Fetal Alcohol Spectrum Disorders   

Co-hosted by the Polish National Center for the Prevention of Addictions, with support from 

the Institute of Mother and Child, Warsaw, Poland 

PROVISIONAL AGENDA 

Session 1 - The population impact of FASD: Implementing large-scale prevalence of 

FAS/FASD studies 

Time Topic Chair + Speakers 

9:00  

 
Welcome message and introduction 

- Welcome + overview from the hosting Member 

State (Poland) 

- The FAR SEAS Contract – Context and aim of the 

workshop 

Chair: F Braddick (FCRB, ES) 

- Katarzyna Łukowska (KCPU, PL) 

- Fleur Braddick 

9:20  Presentation of the existing evidence + Q&A  
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 - Global and specific population prevalence 

estimates – updates and trends  

- Public health impact of FASD – key comorbidities 

and economic costs  

- Lana Popova (CAMH, CA) 

9:40  

 
Practical introduction to the WHO methodology - Lana Popova 

10:00 

 
Stakeholder perspectives – Experiences of applying 
and adapting the WHO methodology in EU contexts + 
Q&A: 

- UK – The value of starting small-scale regional 

- National prevalence studies 

Chair: K Okulicz-Kozaryn 
(KCPU/IMC, PL) 

 

- Penny Cook (UK) 

- Diana Akhmedzhanova (UKR)  

10:30 

 
Stakeholder perspectives – relevance in different 
sectors + Q&A 

- Prevalence of FASD in the care system 

- The experience of FASD in different areas of 

society 

Chair: J Colom (Gencat) 
 

- Oscar Garcia (Catalonia, ES) 

- Alessandra Pisa (IT) 

11:00 
Summary + explanation of the group work + split into 
groups 

L Popova + F Braddick 

11:05 Coffee Break  

11:30 

 
Breakout groups (each group discusses a different 
issue/step): 

1. Ethical considerations + participant protection 

2. General or subgroup population estimates 

3. Communicating the results 

4. Policy responses to support those with 

FAS/FASD 

 

12:05 Feedback to the plenary (with rapporteurs) Rapporteurs 

12:25 Wrap up L Popova + F Braddick 

12:30 Close session  

(Participants go to lunch in Clarion Tyholmen Hotel) 

 

 

Session 2: Where we go next - Policy and practice to reduce the risk and prevalence of 

FAS/FASD  

Time Topic Chair + Speakers 

13:40 Welcome back and feeding forward 

- Welcome back + overview from the hosting 

Member State (PL) 

- Feeding forward outcomes from the morning 

session 

Chair: E Scafato   

- Ewa Mierzejewska (IMC, PL)  

 

- F Braddick 

14:00 Mapping advances in good practice in Europe and 
beyond + Q&A 

 

 



 

7 
 

- The FAR SEAS inventory of good practice to 

prevent FAS/FASD  

- Guidelines aimed at reducing FAS/FASD  

- Carla Bruguera 

 

- Lidia Segura 

14:30 Stakeholder experiences with implementation + Q&A 

- Regional Pilot in Poland and preliminary results  

- Including end-users’ voices 

- Finland - Reaching partners of women who drink 

in pregnancy 

Chair: Fleur Braddick 

- Kasia Okulicz-Kozaryn (PL) 

- Lesley Smith (UK) 

- Taija Voutilainen (FI) 

15:10 
Summary + explanation for the group work + split 
into groups 

L Segura, K Okulicz + F Braddick 

15:15 Coffee Break  

15:45 Breakout groups (each group discusses a different 
issue/barrier): 

1. Coordination of referral pathways 

2. Changing public and professional attitudes 

3. Ethical issues and discrimination 

4. Adapting to different country settings 

 

16:20 Feedback to the plenary (with rapporteurs)  

16:40 Way forward at European level (roundtable to 
discuss how EU policy and action can stimulate 
national prevalence studies and effective prevention 
practice) 

F Braddick 

- Discussants TBD 

17:00 Close session 2 (End of day)  
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Wednesday 14th September 

 

08.55 – 09.00: Opening/Welcome 

09.00 – 09.10: Announcement of EUFASD 2024 in Madrid by Pilar Aparicio Azcárraga (General 
Director of Public Health. Ministry of Health, Madrid, Spain) – a video presentation. Introduction by 
Oscar Garcia-Algar and Inés Zuza.   

   

Room A: Plenary session 8: The Diane Black Honorary Symposium     Session chair: Thierry Maillard 

09.10 – 09.55: Key speakers: Claudio Diaz + Stefania Bazzo: FASD: from the "psychiatrization" of 
complexity to “patient-centered care”.     

09.55 - 10.10: Oscar Garcia-Algar: Clinical validation of a diagnostic App for Foetal Alcohol Spectrum 
Disorder (FASD).  

10.10 - 10.25: Heather Carmichael Olson: Supporting quality of life for individuals and families: A 
model of FASD-informed care and the future of intervention for fetal alcohol spectrum disorders. 

10.25 – 10.55: Coffee and posters 

Room A: Plenary session 9: Alcohol policy / Legal issues                    Session chair: Oscar Garcia-Algar 

10.55 – 11.10: Denis Lamblin: Knowledge and behavior of physicians regarding the impact of alcohol 
consumption during pregnancy.   

11.10 – 11.25: Ana Millot: Alcohol industry’s arguments against pregnancy alcohol warning labels in 
France: A press coverage analysis.   

11.25 – 11.40: Leana Olivier: Is drinking during pregnancy stigmatized in rural South Africa? 

  

11.40 – 11.50: Election results EUFASD Board by Diane Black  

11.50 – 12.00: Closing remarks by Diane Black and Gro Løhaugen 

 

End of conference.  

Good-bye and have a safe trip home! 
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Sunday 11th September:  Program Pre-Conference Day  

Continuing professional training day on FASD  

 

Susan Astley Hemingway,  

Professor of Epidemiology and Adjunct 

Professor of Pediatrics, Center on Human 

Development and Disability, University of 

Washington, Seattle, WA, USA 

 

 

Session chair: Gro Løhaugen   

11.00 - 11.10: Welcome (by PhD Gro Løhaugen) 

11.10 – 12.00: Susan Astley Hemingway: The FASD 4-Digit Diagnostic Code and it’s evidence base.   

12.00 – 12.15: Coffee   

12.15 – 13.15: Susan Astley Hemingway: Different FASD diagnostic systems – why use the 4-Digit 
Code?     

13.15 – 14.15: Lunch  

14.15 – 15.15: Susan Astley Hemingway: Prenatal alcohol exposure: Is moderate exposure safe? 
Should threshold levels be required for diagnosis.  What proportion of the brain damage is explained 
by the alcohol exposure?    

15.15 – 15.30: Coffee   

15.30 – 16.30: Gro Løhaugen & Jon Skranes: Experiences from 6-year work in Regional Competence 
Center for children with prenatal alcohol/drug exposure in Norway   

16.30 – 16.45: Coffee 

16.45 – 17.45: Susan Astley Hemingway: What domains of brain function are most often impaired? 
Are individuals with ND/AE less impaired than those with FAS?     

17.45 – 18.00: Questions 

End of training day. 
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Program FAR SEAS Workshop 

 

Satellite symposium (at Thon Hotel):  Thematic Alcohol Policy Capacity – Building 

Workshop 

Co-hosted by the Polish National Center for the Prevention of Addictions, with support from 

the Institute of Mother and Child, Warsaw, Poland 

Policy and Practice to Tackle Fetal Alcohol Spectrum Disorders 

13th of September 2022 (9:00-17:00), Thon Hotel, Arendal, Norway, as a part of the 

European Conference on FASD (EUFASD 2022, 12-14 Sept) 

 

NB!  There is a limited number (about 20 seats) for non-registered FAR SEAS participants to this 
satellite symposium to reach capacity. Any not pre-registered to the symposium will attend on a first 
come-first serve basis.   

SCOPE AND PURPOSE 

Alcohol exposed pregnancies (AEP) entail a high risk to the unborn child and may result in a 

series of adverse effects including congenital anomalies and behavioural, cognitive and 

adaptive deficits1. Although there is evidence of effective interventions to prevent AEP, 

many pregnant women in Europe continue drinking, and there are still few region and 

nation-wide practices in Europe. The EU has the world’s highest rates of FASD - over 2.5 

times the global average.2 

The final Thematic Capacity-building workshop organised by FAR SEAS (www.far-

seas.eu/capacity-building/) invites around 40 policymakers, multi-sectoral professionals and 

the scientific community to exchange knowledge and experiences, discuss barriers and 

solutions in carrying out national prevalence estimates of FASD, and effective policy and 

practice to reduce prenatal alcohol exposure (PAE) in European contexts. 

STRUCTURE AND SETTING 

The interactive 1-day workshop will take place within the programme of the EUFASD 

Conference in Arendal, Norway, and is divided into 2 consecutive and linked sessions: 

 Session 1: The population impact of FASD: Implementing large-scale prevalence of 

FAS/FASD studies: Gives an overview of the latest estimates of the prevalence of 

alcohol exposure during pregnancy and FASD in general populations for different 

                                                           
1 Popova, S., Lange, S., Shield, K., Mihic, A., Chudley, A.E., Mukherjee, R.A., et al. (2016a). Comorbidity of fetal 

alcohol spectrum disorder: a systematic review and meta-analysis. Lancet, 5;387(10022), 978-87. 
2 Okulicz-Kozaryn K., Borkowska M., Brzózka K. (2017) FASD Prevalence among Schoolchildren in Poland. JARID, 

2017; 30(1): 61–70 
 

http://www.far-seas.eu/capacity-building/
http://www.far-seas.eu/capacity-building/
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jurisdictions, WHO regions and globally, and a more detailed look at prevalence in 

special sub-populations, and costs and comorbidities associated with FASD. The first 

session will also provide a practical introduction to the WHO methodology to assess 

national prevalence of FASD and first-hand accounts from the experience of this in 

different European countries, and include debate of the barriers and facilitators and 

need for harmonization in large-scale prevalence estimates. 

 Session 2: Where we go next - Policy and practice to reduce the risk and prevalence 

of FAS/FASD: focuses on best practice alcohol prevention efforts to address PAE and 

FASD. The second session will share the results of the FAR SEAS best practice review, 

guidelines and pilot study and outputs to promote reduction of prenatal alcohol 

exposure in European contexts, and include discussions to find solutions to common 

barriers and issues at the national, sub-national and European levels. 

 

PROVISIONAL AGENDA 

Session 1 - The population impact of FASD: Implementing large-scale prevalence of FAS/FASD 

studies 

Time Topic Chair + Speakers 

9:00  

 
Welcome message and introduction 

- Welcome + overview from the hosting Member 

State (Poland) 

- The FAR SEAS Contract – Context and aim of the 

workshop 

Chair:  F Braddick (FCRB, ES) 

- Katarzyna Łukowska (KCPU, 

PL) 

- Fleur Braddick 

9:20  

 
Presentation of the existing evidence + Q&A 

- Global and specific population prevalence estimates 

– updates and trends  

- Public health impact of FASD – key comorbidities 

and economic costs  

 

- Lana Popova (CAMH, CA) 

9:40  

 
Practical introduction to the WHO methodology - Lana Popova 

10:00 

 
Stakeholder perspectives – Experiences of applying 
and adapting the WHO methodology in EU contexts + 
Q&A: 

- UK – The value of starting small-scale regional 

- National prevalence studies 

Chair: K Okulicz-Kozaryn 
(KCPU/IMC, PL) 

- Penny Cook (UK) 

- Diana Akhmedzhanova 

(UKR)  

10:30 

 
Stakeholder perspectives – relevance in different 

sectors + Q&A: 

 -     Prevalence of FASD in the care system  

 -     The experience of FASD in different areas of society   

Chair: J Colom (Gencat) 
 

- Oscar Garcia (Catalonia, ES) 

- Alessandra Pisa (IT) 

11:00 
Summary + explanation of the group work + split into 
groups 

L Popova + F Braddick 

11:05 Coffee Break  
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11:30 

 
Breakout groups (each group discusses a different 
issue/step): 

1. Ethical considerations + participant protection 

2. General or subgroup population estimates 

3. Communicating the results 

4. Policy responses to support those with 

FAS/FASD 

 

12:05 Feedback to the plenary (with rapporteurs) Rapporteurs 

12:25 Wrap up L Popova + F Braddick 

12:30 Close session  

(Participants go to lunch in Clarion Tyholmen Hotel) 

 

 

Session 2: Where we go next - Policy and practice to reduce the risk and prevalence of 

FAS/FASD  

Time Topic Chair + Speakers 

13:40 Welcome back and feeding forward 

- -  Welcome back + overview from the hosting Member 

State (PL) 

- Feeding forward outcomes from the morning 

session 

Chair: E Scafato   

- Ewa Mierzejewska (IMC, PL) 

 

- F Braddick 

14:00 Mapping advances in good practice in Europe and 
beyond + Q&A 

- The FAR SEAS inventory of good practice to prevent 

FAS/FASD  

- Guidelines aimed at reducing FAS/FASD  

 

 

- Carla Bruguera 

 

- Lidia Segura 

14:30 Stakeholder experiences with implementation + Q&A 

- Regional Pilot in Poland and preliminary results  

- Including end-users’ voices 

- Finland - Reaching partners of women who drink in 

pregnancy 

Chair: Fleur Braddick 

- Kasia Okulicz-Kozaryn (PL) 

- Lesley Smith (UK) 

- Taija Voutilainen (FI) 

15:10 Summary + explanation of the group work + split into 
groups 

L Segura, K Okulicz + F 
Braddick 

15:15 Coffee Break  

15:45 Breakout groups (each group discusses a different 
issue/barrier): 

1. Coordination of referral pathways 

2. Changing public and professional attitudes 

3. Ethical issues and discrimination 

4. Adapting to different country settings 

 

16:20 Feedback to the plenary (with rapporteurs)  
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16:40 Way forward at European level (roundtable to discuss 
how EU policy and action can stimulate national 
prevalence studies and effective prevention practice) 

F Braddick 

- Discussants TBD 

17:00 Close session 2 (End of day)  

 

ACKNOWLEDGMENTS AND DISCLAIMER This workshop, co-hosted by the Polish National Center for the 

Prevention of Addictions (KCPU), with support from the Institute of Mother and Child (IMC), Warsaw, Poland, is 
produced under the service contract funded by the EU Health Programme 2014-2020 FAR SEAS Contract 
(20187106) with the Health and Digital Executive Agency (HaDEA) acting under the mandate from the European 
Commission. The information and views presented in the sessions are those of the speakers, and hence 
represent their sole responsibility. Accordingly, the information and views presented during sessions cannot be 
considered to reflect the views of the European Commission and/or the Health and Digital Executive Agency or 
any other body of the European Union. The European Commission and the Agency do not accept any 
responsibility for use that may be made of the information presented during the workshop sessions. 

 

 

        
     

Co-hosted by the Polish National Centre for the Prevention of Addictions (KCPU) with 

support from the Institute of Mother and Child, Warsaw, Poland 
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Program for parallel sessions on Monday 12th September  

Parallel session A: 13.30-15.00 

Room A: Session A1: Prevention         Chairperson: Thierry Maillard
      
A1-1: Denis Lamblin: State of knowledge of the French regarding the impact of alcohol 
during pregnancy.     
A1-2: Cheryl McQuire: Mapping the landscape of prenatal alcohol prevention in the UK: A 
collaborative review.      

A1-3: Helen Howlett: An antenatal alcohol service evaluation of the north-east of England 
and north Cumbria.       

A1-4: Lindsay Wolfson & Jacqueline Pei: Alcohol, stigma, and pregnancy: Understanding the 
complexities of women’s alcohol use in pregnancy using Canada’s Action Framework for 
Building an Inclusive Health System.   

A1-5: Nancy Poole & Audrey McFarlane: Promoting research-to-practice on FASD 
prevention.    

A1-6: Lesley A Smith: Implementation of alcohol guidelines for pregnant women among UK 
midwives: mixed methods using an online questionnaire and group/individual interviews.   

A1-7: Martyn Symons: Nurturing Families: Outcomes, Co-design and Implementation for a 
Three-Year Pilot of the Parent-Child Assistance Program in Australia.   

A1-8: Bérénice Doray: Knowledge concerning Fetal Alcohol Spectrum Disorders (FASD) in the 
University of Reunion Island (France).     

 

Room B: Session A2: Biomarkers-Biochemistry-Pathology      Chairperson: Oscar Garcia-Algar 

A2-1: Bruno J Gonzalez: In utero alcohol exposure alters foetal brain angiogenesis and 
impairs the vessel-associated migration of cortical interneurons: a translational study.   

A2-2: Withdrawn 

A2-3: Sophie Languesse: Prenatal alcohol exposure impairs mouse somatosensory cortex 
development by delaying projection neurons migration.   

A2-4: Vicente Andreu-Fernández: Epigallocatechin gallate ameliorates the adverse effects 
produced by acute and chronic patterns of prenatal alcohol exposure on neurodevelopment.   

A2-5: Orlagh Keating, Suzanne O’Rourke, Ruth H Brown: The international prevalence of 
prenatal alcohol exposure obtained via meconium biomarkers: A systematic literature 
review.   

A2-6: Karen E Boschen: Prenatal alcohol interacts with primary cilia to mediate susceptibility 
in male and female mice.   

A2-7: Media Zanganeh: Aminopeptidases as biomarkers? Development of a Potential 
Diagnostic Method to Identify Prenatal Alcohol Exposure (PAE).   
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A2-8: Annika Montag: Biomarkers in naturally shed baby teeth document history of prenatal 
alcohol exposure.   

 

Room C: Session A3: Diagnosis – Clinical Management and Care                                           
Chairperson: Raja Mukherjee  

A3-1: Bernhard Egger: Towards Computer Vision Assisted FAS Facial Phenotype Diagnosis.   

A3-2: Bethany M Webster: Evaluating the difference in neuropsychological profiles of 
individuals with FASD based on the number of sentinel facial features: A service evaluation of 
the FASD UK national clinic database.    

A3-3: David Germanaud: Is there a place for brain MRI? A combination of neuroanatomical 
features to support diagnosis in Fetal Alcohol Spectrum Disorders.   

A3-4: Gro CC Løhaugen: IQ in children with Fetal Alcohol Spectrum Disorders (FASD) assessed 
at the Norwegian resource center for children with prenatal alcohol and/or drug exposure.   

A3-5: Justine Fraize: Cerebellar gradient of volume reduction in Fetal Alcohol Syndrome: 
toward a neuroanatomical marker?      

A3-6: Lucy Deeprose, Raja Mukherjee: An exploration of communication profiles in a clinical 
sample of people with Fetal Alcohol Spectrum Disorder (FASD) seen in the UK National Fetal 
Alcohol Spectrum Disorder Clinic: A service audit comparing and contrasting the Clinical 
Evaluation of Language Fundamentals (CELF) and Children’s Communication Checklist (CCC) 
assessment measures.   

A3-7: Jocelynn L Cook: Canada’s National Database on FASD.   

A3-8: Alan D Price: Development and preliminary testing of SPECIFIC: the Salford Parents’ 
and carers’ Education Course for Improvements in Fasd outcomes In Children.   

 

Room D: Session A4: Intervention              Chairperson: Thorsten Gerstner 

A4-1: Annika Montag: Prioritization of FASD Support in an Indigenous Community.   

A4-2: Bérénice Doray: The FASD Resource Center in Reunion Island: Back to 6 years of 
activity.    

A4-3: Olga Okálová: Multidisciplinary approaches in prevention, diagnosis and therapy of 
children with FASD - examples of good practice in the Slovak republic.   

A4-4: Michelle Kuhn: Family-focused intervention for FASD: community efficacy and 
differential treatment response of the Families Moving Forward Program.   

A4-5: Kathleen Kennedy: Providing Recommendations Following a Diagnostic Fetal Alcohol 
Spectrum Disorder Assessment: Understanding the Process.   

A4-6: Stefania Bazzo: Experimental parent-training programs for adoptive parents of 
children, adolescents and adults with FASD.   
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A4-7: Mirjam N Landgraf: The German FASD COMPETENCE CENTER Bavaria - care, 
coordination, evaluation, transfer.   

A4-8: Ned Chandler-Mather: Sleep medication use in children with prenatal alcohol exposure 
presenting at Fetal Alcohol Spectrum Disorder (FASD) diagnostic clinics.  

 

Room E (at Thon Hotel): Session A5: Other – Basic research – Genetics                          
Chairperson: Sylvia Roozen   

A5-1: Marco Fiore: Transgenerational Abnormalities Induced by Paternal Preconceptual 
Alcohol Drinking. Findings from Humans and Animal Models.   

A5-2: Mauro Ceccanti: Markers of Neuroinflammation in the Serum of Prepubertal Children 
with Fetal Alcohol Spectrum Disorders.      

A5-3: (withdrawn) Carla Petrella: Urinary ethyl glucuronide for the assessment of alcohol 
consumption during pregnancy: comparison between biochemical data and screening 
questionnaires.   

A5-4: Pauliina Auvinen, Nina Kaminen-Ahola: Developmental pluripotency associated factor 
4 (DPPA4) is a candidate gene for alcohol-induced developmental disorders.   

A5-5: Stewart McDougall: Development and Initial validation of a screening tool to identify 
children at-risk of having FASD.      

A5-6: Bruno J Gonzalez: In utero alcohol exposure impairs the vessel-associated positioning 
and differentiation of oligodendrocytes in the developing neocortex.    

A5-7: Anaïs Leroy: Impairment of retinal angiogenesis in FASD: Involvement of endothelial 
NMDA receptor. 

A5-8: Joanna Buckard: “Dad, I’ll just say I did it” – Experiences of FASD in the UK criminal 
justice system.    

  

Parallel session B: 15.30-17.00 

Room A: Session B1: Prevention/Alcohol policy/Legal and ethical issues                                        
Chairperson: Sylvia Roozen   

B1-1: Orlagh Keating, Suzanne O’Rourke, Ruth H Brown: Impact of a brief online 
educational intervention on knowledge and attitudes towards prenatal alcohol use in a 
nationwide sample of UK women.         

B1-2: Lesley Smith: Co-creation of a theory-based implementation intervention to support 
midwives addressing alcohol during routine antenatal care: maternity service users’ and 
midwives’ experiences of the co-creation experience.      

B1-3: Nadja Frederiksen: Support and follow-up for children born with prenatal alcohol and 
drug exposure – in a Nordic perspective.   
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B1-4: Catherine Metelski: Raising Awareness on Judiciary Consequences of FASD for Police 
and Justice Professionals in Aquitaine Region (France).   

B1-5: Babatope O Adebiyi: A guideline for the prevention and management of Fetal Alcohol 
Spectrum Disorder in South Africa.     

B1-6: David J Gilbert: “I inevitably get in trouble… in one way or another’: Exploring factors 
that predispose individuals with FASD to criminal justice system encounters.   

 

Room B: Session B2: Diagnosis-Clinical Management and Care / Professionals 

Chairperson: Mirjam Landgraf 

B2-1: David J Gilbert: Exploring the experiences of social workers in working with children 
suspected to have fetal alcohol spectrum disorders.   

B2-2: Mirjam N Landgraf: Met and unmet needs in FASD in Germany.   

B2-3: Miguel Del Campo: Secondary Physical Features in Children with FASD.   

B2-4: Laëtitia Sennsfelder: Fetal Alcohol Spectrum Disorders (FASD): description of the 
Reunionese cohort.   

B2-5: Tracy Jirikowic: Sensory processing behaviors in clinical samples of infants and toddlers 
and school-age children with prenatal alcohol exposure.   

B2-6: Helle Rotbøll Randløv: Instructional guideline for social services pathways concerning 
children and young people with reduced functional capacity due to prenatal exposure to 
alcohol, drugs and/or addictive medicine.   

B2-7: Audrey McFarlane & J. Pei: Canada's only National FASD Research Network.   

B2-8: Rachel Burn: From Prevention to Support: A FASD Training Programme and Suite of 
Resources for Professionals and Caregivers.   

 

Room C: Session B3: Prevalence-Epidemiology – Carers Chairperson: Thierry Maillard
   

B3-1: Laura Doherty, Rachel Burn: Assessing Prevalence of Pre-natal Alcohol Exposure in a 
Community Paediatric Clinic Case Load of Care Experienced Infants and Children – a 
Retrospective Audit.   

B3-2: Gretchen Bandoli: Breastfeeding and infant neurodevelopment: differential 
associations by prenatal alcohol exposure.      

B3-3: Svetlana Popova: Comparison of the prevalence of prenatal cannabis and alcohol use 
and its adverse neonatal outcomes: A systematic review & meta-analysis.   

B3-4: Carson Kautz-Turnbull: Parent emotion nonacceptance and emotion regulation 
mediate the relationship of parent ACEs and child behavior problems in children with FASD.   



 

18 
 

B3-5: Vannesa Joly: Towards Healthy Outcomes for Individuals with FASD: Caregiver 
Perceptions, Beliefs, and Attitudes.      

B3-6: Christine Brooks, Elizabeth Elliott: Evidence-Based Online Training and Support 
Courses for Caregivers of Youth with FASD.    

B3-7: Stewart McDougall: Perspectives on Fetal Alcohol Spectrum Disorder Diagnoses in 
Children: The Experiences of Adoptive Parents in Scotland.   

B3-8: Deb Evensen: Developing Remote Delivery Caregiver Training: FASD Across the 
Lifespan Reaches Across Cultures and Communities.      

 

Room D: Session B4: Secondary disorders and comorbidities / Prognosis / Adults with FASD 

Chairperson: Jon Skranes 

B4-1: Thorsten Gerstner: Sleep disturbance in children with Fetal Alcohol Spectrum Disorders 
with and without comorbidities.   

B4-2: Niina-Maria Nissinen: Mood and neurotic disorders among youth with prenatal 
substance expo-sure: A longitudinal register-based cohort study.   

B4-3: Thorsten Gerstner: Epilepsy and pathological EEG findings in children with Fetal 
alcohol spectrum disorder (FASD).   

B4-4: Oscar Garcia-Algar: Neuropsychological profile of children with Fetal Alcohol Spectrum 

Disorder (FASD).   

B4-5: Gro CC Løhaugen: Adaptive behavior in Norwegian children with FASD assessed at the 
Norwegian resource center for children with prenatal alcohol and/or drug exposure.   

B4-6: Jocelynn Cook: Prenatal Exposure to Alcohol and Other Substances:  Effects on Physical 
and Mental Health Trajectories.   

B4-7: Charlis Raineki: Long-lasting changes in immune function following prenatal alcohol 
exposure: A multi-site study.   

B4-8: Ragnar H Solhoff & Ina L Fjærli: “Clinical Assessment and Diagnosis of FASD in adults – 
a suggested guide from a clinical perspective”.   

 

Room E (at Thon Hotel): Session B5: Workshop: The Time in Now: Development of a UK 
good practice guide for FASD through a series of roundtable meetings.   

Raja Mukherjee & Joanna Buckard (Co-presenters and session facilitators)  

 

--------------------------------------------------------------------------------------------------------------------------------------  
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Program for poster sessions 

  

Monday September 12th 

Poster area 1 (Room A): 

Category/area: Prevention 

Poster 1: Denis Lamblin, Patrick Chauvin, Nati Ruiz, Rebecca Asibatezi, Mical Nakshidil, Gerard 

Daon, Ken Phineas Tchiteya, Josés Mauro Braz de Lima, Chanemougapriya Chandrasegaran, Sarah 

Piron, Joëlle Balanche: The SAFTHON: International Solidarity Movement for FASD Prevention.                                                                                                                                                       

Poster 2: Denis Lamblin, Joëlle Balanche, Morgane Donot, Sarah Piron: FASD prevention and 

partnership with producers and distributors of alcoholic beverages: is this compatible? 3 years of SAF 

FRANCE experience, knowledge and know how in this field  

Poster 3: Howlett H, Catterick M, Nelson, C, Slater, K, Bryan, C, Onukwugha F, Roberts, H, Dyson J, 

Smith L: Research collaboration reflections of women experts by experience in the Champion study.    

Poster 4: Nessie Felicia Frennesson, Saher Aijaz Khan, Luisa Zuccolo, Cheryl McQuire, Julie Barnett: 

Evaluating messaging on prenatal health behaviours using social media data – a systematic review.   

Poster 5: Frida Dangardt, Tanya Chikritzhs, Timothy Naimi, Timothy Stockwell, Sven Andreasson, 

Harold Holder: Alcohol, pregnancy and infant health – a shared responsibility.                                         

Poster 6: Róisín Reynolds, Rachael Nielsen, Penny Cook: “We do things differently here: the Greater 

Manchester approach to preventing alcohol-exposed pregnancy”.                                                                  

Poster 7: Róisín Reynolds, Rachael Nielsen, Penny Cook: #DRYMESTER – A digital campaign to 

reduce Alcohol Exposed Pregnancies.                                                                                                               

Poster 8: Howlett H, Catterick M, Roberts H, Onukwugha F, Combe K, Dyson J, Smith L: Reflections 

on research involvement in the CHAMPION study by women who are experts by experience  

Poster 9: KR Saxov, SG Pristed, US Kesmodel: Risk factors for alcohol drinking in early pregnancy  

Poster 10: Leruste S, Baelen F, Delfarguiel L, Maillard T, Doray B, Marimoutou C, Spodenkiewicz M: 

Understanding the obstacles and motivations of general practitioners in Réunion island in the 

prevention and identification of FASD.                                                                                                                 

Category/area: Biomarkers-Biochemistry-Pathology 

Poster 11: Camille Sautreuil, Maryline Lecointre, Céline Derambure, Carole Brasse-Lagnel, Grégoire 

Mallet, Gaël Nicolas, Stéphane Marret, Bruno J Gonzalez, Anthony Falluel-Morel: Transcriptomics-

based demonstration of an inter-organs “brain-placenta” signature as a marker of brain injury 

following foetal exposure to alcohol.                                                                                                                
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Poster area 2: 

Category/area: Prevalence - Epidemiology  

Poster 12: T. Finanger, O. Spigset, R.W. Gråwe, T. N. Andreassen, T. N Løkken, T. O. Aamo, G. E. 

Bratt, K. Tømmervik, V. Langås, K. Finserås, K. Å. B. Salvesen, R. B. Skråstad: Phosphatidylethanol 

(PEth) as a biological marker of alcohol intake in early pregnancy: an observational study in 4067 

pregnant women.                                                                                                                                                           

Poster 13: KR Saxov, K Strandberg-Larsen, SG Pristed, NH Bruun, US Kesmodel: Maternal alcohol 

consumption and risk of miscarriage in the first and second trimester: a systematic review and dose-

response meta-analysis  

Category/area: Diagnosis – Clinical Management and Care 

Poster 14: Geraldine Gregory: NICE Quality Standard published at last – a welcome relief for families 

with children at risk of FASD.  A case study is described.                                                                                   

Poster 15: Kerdreux E, Fraize J, Garzón P, Chalain E, Etchebarren L, Pinabiaux C, Sitbon D, 

Boespflug-Tanguy O, Noulhiane M, Germanaud D: Psychometric profile, heterogeneity, and 

intellectual functioning in fetal alcohol spectrum disorders.                                                                            

Poster 16: Agata Cichon-Choinacka: From a diagnostic center to a specialized facility - history of the 

FASD Center for Diagnosis and Therapy in Gdynia (Poland).                                                                            

Poster 17: Hasu Rajani & Colleen Burns: Screening for the domain of Affect Regulation (AR) in Fetal 

Alcohol Spectrum Disorders (FASD) Diagnosis in diagnostic clinics for children in Alberta (AB).                 

Poster 18: Hasu Rajani & Colleen Burns: Fetal Alcohol Spectrum Disorder (FASD) diagnosis in 

Preschool Children: A survey of Diagnostic Clinics in Alberta (AB), Canada.                                

Poster 19: Katarzyna Okulicz-Kozaryn, Anna Dzielska, Hanna Nałęcz, Simona Pichini: Analysis of the 

possibility of identifying the risk of prenatal alcohol exposure in Polish hospital practice – study design 

and pilot testing.                                                                                                                                                             

Poster 20: Lynn Cole, Claudia Perez, Christie Petrenko, Omar Abdul-Rahman, Pablo Norambuena 

Cárdenas: ECHO FASD: Telementoring Program to Increase Capacity for Fetal Alcohol Spectrum 

Disorder (FASD) Diagnosis & Care in South America.                                                                                   

Poster 21: Elizabeth Eggins, Denise Hatzis, Joe Betts, Ned Chandler-Mather, Hayden Till, Sharon 

Dawe, Tania Pomario, Doug Shelton: Utility of the Griffiths Scales in assessing young children with 

PAE: can we do as well with shorter assessments?                                                                        

Poster 22: Louise Scott, Janet Carioni, Angela Geddes, Kim Harris, Clare Mitchell, Mo Oshalla: 

Developing virtual, sustainable, free training for new FASD Diagnostic Clinics in Ontario, Canada.          

Poster 23: Angela Kemble, Donna Kristiansen, Yvette Kraychy, Melissa Tremblay: In Reach: An 

Evidence-Based Approach to Full Spectrum FASD Programming for Staff and Residents of Justice 

Facilities 

Poster 24: Jennifer Shields, David Zammit, Fiona McGruer, Moray Baylis: Specialist Health Care 

Needs of Children with Fetal Alcohol Spectrum Disorder: A Single Centre Case Series Study.            
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Tuesday September 13th 

Poster area 1 (Room A): 

Category/area: Intervention 

Poster 25: Heike Hoff-Emden: Do children with FASD need special protection?                                        

Poster 26: Anne C Tveiten, Gro CC Løhaugen, Thorsten Gerstner, Jon Skranes: Presentation of a 

newly developed treatment program based on psychoeducation of parents of children and 

adolescents with Fetal Alcohol Spectrum Disorder (FASD).                                                                     

Poster 27: Ned Chandler-Mather, Doug Shelton, Haydn Till, Caroline Donovan, Denise Hatzis, 

Sharon Dawe: The effect of sublingual melatonin on sleep onset latency in children with Fetal Alcohol 

Spectrum Disorder (FASD): study protocol for a double-blind placebo-controlled crossover trial.                    

Poster 28: Claudio Diaz, Stefania Bazzo, Massimo Castrucci, Enrica Berton, Alessandra Pisa, 

Gabriella Calderisi, Stefania Contu, Tiziana Arcoraci, Vera Confalonieri, Patrizia Riscica, Giuseppe 

Battistella: Promoting support of people with FASD and their families: the experience of the “Italian 

Association on Disorders due to Prenatal Exposure to Alcohol and/or Drugs”.                                          

Poster 29: Janis Wan-Lai Yue: Occupational therapy in the U.S. and youth with FASD: from sensory 

strategies to storytelling.                                                                                                                                   

Poster 30: Kee Warner & Deb Evensen: Ts’iya-i ghuna Everything Lives. The Whitecrow Village 

Model.                                                                                                                                                                             

Category/area: Others – Basic research - Epigenetics 

Poster 31: Madeline N. Rockhold, Carson Kautz-Turnbull, Christie L.M. Petrenko: Threat versus 

deprivation trauma exposure and behavioral outcomes in children with fetal alcohol spectrum 

disorders.                                                                                                                                                         

Category/area: Adults with FASD 

Poster 32: Agata Cichon-Chojnacka: Directions of work and needs of young adults with FASD based 

on the experience of the Gdynia Center for Diagnosis and Therapy FASD  

Poster 33: Sari Somer: Peer support groups for young FASD Adults.                                                          

Category/area: Professionals / Carers 

Poster 34: Manon Spruit: Problems in eating and swallowing in children with FASD.              

Poster 35: Manon Spruit: Speech and Language development in Children with FASD.              
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Poster area 2: 

Category/area: Professionals / Carers 

Poster 36: Anna Webster: “We just get forgotten about.” The wellbeing needs of adoptive caregivers 

to children with Foetal Alcohol Spectrum Disorder.                                                                                    

Poster 37: Samantha Francis, Dr Edward Sosu, Marion Henderson, Aliy Brown: Understanding the 

determinants of resilience in families impacted by Fetal Alcohol Spectrum Disorder.                          

Category/area: What is happening in my country? 

Poster 38: Sharon Dawe, Elizabeth Eggins, Joseph Lee Betts, Heidi Webster, Denise Hatzis, Tania 

Pomario, Hayden Tills, Ned Chandler-Mather, Doug Shelton: Assessment of young children with 

prenatal exposure: Knowledge gained and challenges ahead  - from Australia   

Poster 39: Jennifer Shields, Suzanne O’Rourke, Sarah Brown: Standing on the Shoulders of Giants: 

Scotland’s Story of Strategic Change in FASD                                                                                                          

Poster 40: Catherine Metelski: FASD: What is happening in France?                                                                         

Poster 41: Justine Fraize, Henri-Jean Aubin, Corinne Chanal, Bérénice Doray, Pascal Dournaud, 

Bruno Gonzales, Stéphane Marret, Valérie Mezger, Michel Paques, Olivier Pierrefiche, Nolwenn 

Regnault, Stéphanie Toutain, Groupe étude grossesse et addictions, Vivre avec le SAF, GIS Autisme 

et TND, David Germanaud: TSAF-R, a multidisciplinary networking action to boost French scientific 

research on the consequences of prenatal alcohol exposure.                                                                           

Poster 42: Nadja Frederiksen, Niina-Maria Nissinen: Identifying use of alcohol and other substances 

during pregnancy – A Nordic overview.                                                                                                                          

Poster 43: Martha Krijgsheld: What’s happening in the Netherlands?                                                                        

Poster 44: Katarina Wittgard, Theresa Millqvist: What’s happening in Sweden?                                 

Poster 45: Gisela Michalowski, Alison Frieling: A Prevention Project Within a Prevention Project: 

#dukennstdieantwort# (you know the answer).    – from Germany                                                                    

Poster 46: Sophie Quinn, Kate Benson: A Tameside locality perspective: A Greater Manchester 

approach to preventing alcohol exposed pregnancy.   – from United Kingdom                                                                      

Poster 47: Silje Lunderød, Sara Greger, Gislaug Søyland Sele, Linda Jensen, Elise Hærem: The 

founding of the organization FASD NORGE.     – from Norway                                                                           

Poster 48: Adele Minutilloa, Paolo Berrettaa, Simona Pichini, Claudio Diaz, Patrizia Riscica, Stefania 

Bazzo: Project "Prevention, early diagnosis and targeted treatment of Fetal Alcohol Spectrum 

Disorders (FASD) and Fetal Alcohol Syndrome (FAS)” (Italy) – from Italy   

Poster 49: Pauliina Auvinen, Nina Kaminen-Ahola: Chromatin remodeler Developmental pluripotency 

associated factor 4 (DPPA4) is a candidate gene for alcohol-induced developmental disorders. 

Poster 50: Froukje Wielenga: A Management Program for Children and Adolescents with Fetal 

Alcohol Spectrum Disorders in the Netherlands: a Research Proposal. 

Poster 51: Miranda Eodanable, Sinead M Rhodes, Katie Cebula: Experiences of young people with 

Fetal Alcohol Spectrum Disorder: a photovoice study. 
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Abstracts of presentations from plenary sessions speakers 

 

Monday 12th September: Plenary session 1: Prevention 

--------------------------------------------------------------------------------------------------------------------------------------  

Key speaker: 

 

Dr Sylvia Roozen 

Governor Kremers Centre, Maastricht 

University Medical Centre+,                       

the Netherlands 

 

 

Prevention: At a First Glance Simple, but in Reality Complex 

Multi-level and multi-stakeholder perspectives 

  
Background: Fetal Alcohol Spectrum Disorders (FASD) is an important health issue. Alcohol use 

during pregnancy is an important cause of developmental disability and moreover, it is preventable.  

Fetal Alcohol Spectrum Disorder (FASD) is the non-diagnostic umbrella term used to characterize the 

full range of damage caused by prenatal alcohol exposure, varying from mild to severe, and 

encompassing a broad array of physical defects and cognitive, behavioral, emotional, and adaptive 

functioning deficits. Intervention strategies for prevention of alcohol use during pregnancy are more 

complicated than it appears at first glance.  

Evidence-based health promotion intervention aimed at the field of FASD is the topic of this 

presentation. These programmes can benefit from using systematic approaches for adapting 

evidence based behavioural interventions. Lessons can be learned from existing frameworks that has 

been applied in various other health-promoting fields. 

 

Methods: Developing effective prevention campaigns are not easy and the complexity is often 

overlooked. Program planners most of the time do not use a systematic approach and choose 

methods intuitively versus derived from evidence. For example, scary pictures are often used in 

health promotion to discourage unhealthy behavior. These so-called "fear appeals" to discourage 
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behaviors such as drinking during pregnancy, are ineffective. A better approach is to send out 

positive messages that deliver new and valid arguments, increase social support and improve 

people’s skills. In order to do so, program planners benefit from using planning strategy or 

frameworks such as for instance Intervention Mapping. A brief description of Intervention Mapping 

will be discussed, including practical applications to secure effectiveness. 

 

Results: Evidence-based insights and tools for systematic development of effective interventions 

related to alcohol consumption during pregnancy and FASD prevention will be provided. Discussed 

will be what has been done so far, what works and what doesn’t work, and where to go next. 

 

Conclusion: Alcohol use during pregnancy is an important preventable health problem worldwide. 

There is ample room for improvement for FASD prevention and the development of evidence-based 

health promoting programs.  

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Prevention in FASD 

 

Adjunct Professor Ilona Autti-Rämö,  

Department of pediatric neurology, University of Helsinki, Finland 

Ministry of Social Affairs and Health · Steering of healthcare and social welfare; Council for Choices in 

Health Care 

Background: FASD is one of the most common neurodevelopmental disabilities yet far too little 

resources have been allocated to primary, secondary and tertiary prevention. In addition, diagnostic 

capacity continues to lag compared to other disabilities and without the diagnosis persons with FASD 

fail to receive the individual support needed.  

Aim: Preventive interventions on all three levels will be presented. 

Methods: The targets of preventive interventions are identified using the COM-BE (capacity-

opportunity-motivation in behaviour) model and the preventive strategies are based on the 

Behaviour Change Wheel.  

Results: In primary prevention universal and targeted information are emphasized. In secondary 

prevention the combination of individual capacity to understand the need for change, raising 

motivation and securing a supportive physical and social surrounding are needed. In tertiary 

prevention interventions need to be focused both on the family and the individual child and 

multiprofessional collaboration needs to be secured.  

Discussion: Prevention requires individual capacity to reach and receive information that is 

customized to individual situation starting from raising awareness to identifying capacity to change.  
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To improve motivation both reflective methods and the role of emotions and outside triggers need 

to be analyzed. Facilitating and inhibiting factors in physical and social surrounding need to be 

identified and targeted in preventing strategies. 

Conclusions: Preventive actions are needed on various levels ranging from individual to societal and 

political actions.   

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Monday 12th September: Plenary session 2: Prenatal alcohol exposure and FASD 

--------------------------------------------------------------------------------------------------------------------------- 

Key speaker: 

 

Professor Susan Astley Hemingway 

Professor of Epidemiology and Adjunct 

Professor of Pediatrics 

Director of the WA State Fetal Alcohol 

Syndrome Diagnostic and Prevention 

Network (FAS DPN), Center on Human 

Development and Disability, University of 

Washington, Seattle, WA   

               

 

Contrasts in current FASD diagnostic guidelines: The need for consensus. 

Background: As clinicians strive to achieve consensus worldwide on how best to diagnose FASD, 

recent FASD diagnostic systems show convergence and divergence. Applying these systems to a 

single clinical population illustrates the contrasts between them, but validation studies are ultimately 

required to identify the best system.  

Methods: The 4-Digit-Code 2004, Hoyme et al 2016, Canadian 2015 and Australian 2016 FASD 

diagnostic systems were applied to 1,392 patients evaluated for FASD at the University of 

Washington in Seattle. The diagnostic criteria and tools, the prevalence and discordance of diagnostic 

outcomes and validation metrics were compared between the systems.  

Results: The proportion diagnosed with FAS and (FASD) varied significantly [4-Digit-Code 2.1% (79%); 

Hoyme 6.4% (44%); Australian 1.8% (29%); Canadian 1.8% (16%)]. Eighty-two percent were 

diagnosed with FASD by at least one system; only 11% by all four systems. Key factors contributing to 

discordance include: requiring a threshold of alcohol exposure; excluding growth deficiency; relaxing 

the facial criteria; requiring functional brain criteria that prevent diagnosis of infants/toddlers; and 

excluding moderate dysfunction from the spectrum. Primate research confirms moderate 

dysfunction (1 to 2 domains of function 2 or more SDs below the mean) is the most prevalent 
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outcome caused by prenatal alcohol exposure (FAS 5%, severe dysfunction 31%, moderate 

dysfunction 59%). Only the 4-Digit-Code replicated the diagnostic pattern observed among primates.  

Conclusion: The needs of individuals with FASD are best met with a single diagnostic system that 

provides accurate, empirically validated diagnoses across the lifespan. The system should address the 

full spectrum of outcome, the full continuum of alcohol exposure; and utilize diagnostic 

nomenclature that does not presume a causal association between outcome and alcohol exposure 

when the highly specific FAS facial phenotype is absent. 

Reference: Hemingway SJA, Bledsoe JM, Brooks A, Davies JK, Jirikowic T, Olson E, Thorne JC (2019) Comparison 

of the 4-Digit Code, Canadian 2015, Australian 2016 and Hoyme 2016 Fetal Alcohol Spectrum Disorder 

Diagnostic Guidelines. Adv Pediatr Res 6:31. doi: 10.35248/2385-4529.19.6.31 

https://depts.washington.edu/fasdpn/pdfs/Compare4DiagSystems2019.pdf  

-------------------------------------------------------------------------------------------------------------------------------------- 

Key speaker: 

 

Professor Ulrik Kesmodel, 

Aalborg University Hospital/Aalborg 

University, Denmark, and University of 

Southern Denmark 

 

 

Alcohol drinking during pregnancy – what are the actual risks of obstetrical 

complications and longterm morbidity in the children? 

 

Summary: In 1968, the characteristics of what later became known as fetal alcohol syndrome in 

children born to mothers with alcohol use during pregnancy were described. Since then, a growing 

body of research on prenatal alcohol exposure has appeared, but the extent of the effect of alcohol 

on morbidity among the affected individuals is not fully clarified. In 2016, Popova and colleagues 

published a systemic review including a meta-analysis reviewing studies of comorbidities in 

individuals with fetal alcohol spectrum disorders (FASD). They identified 428 comorbidites described 

in individuals with FASD. But how many of these findings – and which – are true effects of alcohol 

exposure, and which were merely conditions occurring by chance? New Danish data on obstetrical 

complications and longterm somatic and psychiatric morbidity in children will be presented. 

 

https://depts.washington.edu/fasdpn/pdfs/Compare4DiagSystems2019.pdf
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Tuesday 13th September: Plenary session 3: Prevention / Biomarkers / diagnosis 

-------------------------------------------------------------------------------------------------------------------------------------- 

Key speaker: 

 

Associate Professor Catherine Lebel, PhD                                                                                                     

Developmental neuroimaging lab, Department 

of Radiology, University of Calgary, Canada   

She leads the Child Brain & Mental Health 

Program at the Alberta Children’s Hospital 

Research Institute and is a member of the 

Hotchkiss Brain Institute.  

  

 

Brain growth trajectories in children with PAE. 

 

Summary: There is a growing body of literature highlighting structural and functional brain 

alterations following prenatal alcohol exposure (PAE), but much less is known about the growth 

trajectories of the brain in children and youth with PAE. Recent findings show altered brain 

development patterns in children with PAE, suggesting reduced brain plasticity. In this talk, I will 

discuss recent work charting structural and functional brain growth in children with PAE/FASD and 

the implications for learning and behaviour. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Midwife barriers to addressing alcohol with women during antenatal care: 

rapid systematic review and thematic synthesis of quantitative and 

qualitative studies.  

 

Lesley Smith1; Combe K2; Hewson V2; Onukwugha F1 

1Institute of Clinical and Applied Health Research, University of Hull, Hull, UK                                      
2Department of Nursing, Midwifery and Child, Northumbria University, Newcastle-upon-Tyne, UK 

Background: Alcohol consumption during pregnancy puts maternal and infant health at risk, and can 

have a lifelong impact. Clinical guidelines recommend addressing alcohol consumption with women 

at each antenatal appointment. However, the implementation of alcohol guidelines by midwives is 

sub-optimal. Our review examined the barriers that midwives face in assessing a woman’s alcohol 

consumption during antenatal appointments. 

Method:  We carried out a rapid systematic review. We searched nine electronic bibliographic 

databases (e.g. Academic Search Premier; Medline; PubMed; CINAHL) following the Preferred 
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Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines. Articles were 

appraised and deductively analysed guided by the Social ecological framework. 

Results: 24 articles met the inclusion criteria. Strong barriers were identified at the individual (lack of 

knowledge, skills/capabilities, belief that discussing alcohol might stigmatise or upset women, and 

perceptions of roles and responsibilities), and organisational level (lack of resources, inadequate 

support/training, lack of formal guidelines, organisational culture, lack of prioritisation in the 

workload) of the socioecological model. Policy level barriers were similar to the organisational 

barriers. There was weaker evidence for barriers at the intrapersonal and community level.  

Conclusions: Our study identified barriers to midwives’ practice behaviours. Implementation 

interventions addressing these barriers are required to support midwives deliver alcohol intervention 

to maternity service users. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Applying Ubuntu against FASD 

 

Leana Olivier1,2, Mandi Broodryk1, Debbie Acker1, Jaco Louw1,2 

1Foundation for Alcohol Related Research (FARR)                                                                            
2Stellenbosch University, South Africa 

Background: South Africa has the highest reported rates of FASD in the world [1,2,4].  Regularly listed 

as one of the countries with the highest alcohol consumption [2], alcohol abuse and the effects 

thereof, in especially vulnerable communities, are major public health concerns. Managing and 

decreasing the high levels of alcohol abuse and FASD in these under-resourced, often rural 

communities, remain a challenge.  

Aim of the intervention: This presentation will provide an overview and critique of a variety of 

interventions that were developed by the Foundation for Alcohol Related Research (FARR), based on 

the Institute of Medicine Framework [5] and the African Ubuntu Philosophy [3,6]. Combining the five 

core Ubuntu principles of survival, solidarity spirit, compassion, and respect with the IOM’s 

Framework for prevention, treatment and maintenance, FARR’s interventions aim to mobilize a 

whole of society approach to decrease the FASD rates in high-risk communities and to provide better 

care and support for women of childbearing age, as well as individuals and families already affected 

by FASD.  

Methods: The IOM Framework promotes Prevention on universal, selective and indicated levels, 

Treatment by means of case identification and standard treatment, and Maintenance through 

compliance with long-term treatment, as well as after-care including rehabilitation.  In under-

resourced, rural areas in South Africa the implementation of this framework remains the ideal, but is 

hard to achieve.  By using existing, albeit seriously lacking resources, and Ubuntu (meaning 

“humanity towards others”, also translated as “I am because you are”) collective community 

awareness, responsibility and joint action is used to address the complexities of FASD. 

Results: Our experience and findings to date varies and will be discussed during the presentation. 
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Conclusion: Through community engagements and piloting, we are continuing to develop and 

implement more effective ways to combat and manage the FASD pandemic in South Africa. 

References:                                                                                                                                                               

1. Adebiyi, B. & Mukimbang, F. (2021) A pooled prevalence of fetal alcohol spectrum disorders in 

South Africa: a systematic review and meta-analysis protocol. Archives of Public Health (2021) 

79:156. Retrieved from https://doi.org/10.1186/s13690-021-00679-0                                                                         

2. Lange, S., Probst, C., Gmel, G., Rehm, J., Burd, L & Popova, S. (2017) Global Prevalence of 

Fetal Alcohol Spectrum Disorder amongst Children and Youth. JAMA Pediatrics 2017 Oct, 171(10): 

948-956. https://doi.org/10.1001/jamapediatrics.2017.1919                                                                             

3. Mayaka, B. & Truell, R. (2021). Ubuntu and its potential impact on the international social 

work profession. International Social Work. 64(5): 649-662. doi:10.1177/00208728211022787. ISSN 

0020-8728.                                                                                                                                                               

4. Olivier, L. (2017). Fetal alcohol spectrum disorders in South Africa (Doctoral dissertation). 

Maastricht University, Netherlands. https://doi.org/10.26481/dis.20171212lo                                              

5. Springer, F. & Phillips, J. (2007). The Institute of Medicine Framework and its implications for 

Advancement of Prevention Policy, Programs and Practice. [Adobe PDF version]. Retrieved from 

https://ca-sdfsc.org/docs/resources/SDFSC_IOM_Policy.pdf                                                                              

6. Tutu, D. (2013). "Who we are: Human uniqueness and the African spirit of Ubuntu". YouTube. 

Archived from the original on 10 November 2021. Retrieved 3 October 2019. 

-------------------------------------------------------------------------------------------------------- 

 

Assessment of prenatal exposure to alcohol and gestational consumption by 

ethylglucuronide testing in neonatal meconium and maternal hair: first Italian 

national survey. 

 

Simona Pichini1, Nunzia La Maida2, Manuela Pellegrini1, Alessandro Di Giorgi3, Angelo 

Montana4,  Francesco Paolo Busardò3  

1Department of Anatomical, Histological, Forensic, and Orthopedic Sciences, Sapienza University of 

Rome, Rome, Italy.                                                                                                                                                
2National Centre on Addiction and Doping, Istituto Superiore di Sanità, Rome, Italy                                
3Department of Excellence-Biomedical Sciences and Public Health, Università Politecnica delle 

Marche, Ancona, Italy.                                                                                                                                           
4Police Force of Belluno province, Italy 

 

Background: International studies have demonstrated the inconsistency of questionnaires 

completed by pregnant women during prenatal visits to reveal gestational drinking because 

of misreporting. 

Aim of the study: The aim of this study was to objectively assess gestational alcohol 

consumption and fetal exposure to it, measuring alcohol direct metabolite, ethylglucuronide 

(EtG), in maternal hair and neonatal meconium along the whole National Italian territory. 

https://doi.org/10.1001/jamapediatrics.2017.1919
https://ca-sdfsc.org/docs/resources/SDFSC_IOM_Policy.pdf
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Methods: Non-paired delivering women and newborns per city from hospitals of the 

National Health system located throughout the Italian territory were enrolled in the project. 

Maternal hair was collected at the end of pregnancy while neonatal meconium was collected 

within the first 24 hours after birth. Ethylglucuronide was quantified in both biological 

matrices through a validated gas chromatography–tandem mass spectrometry methodology. 

Hair EtG concentrations below 5pg/mg hair were attributed to abstinent women, those > 

5pg/mg and below 30 pg/mg were attributed to women consuming “some” alcohol during 

pregnancy and ≥30pg/mg were attributed to excessive drinkers. Maternal hair EtG above 11 

pg/mg was shown to correspond with high probability to meconium with EtG >30 ng/g 

indicating fetal exposure.  

Results: Up to now, 781 maternal hair and 642 meconium samples have been analyzed. Only 

one woman out of 781 (0.1%) presented chronic excessive ethanol consumption with EtG 

concentration > 30 pg/mg, while the 8.2% of maternal hair presented EtG concentrations >5 

pg/mg with 1.4% >11 pg/mg. Four newborns (0.6%) resulted prenatally exposed to ethanol 

with meconium EtG concentration >30 ng/g. The highest percentage of women involved in 

the study (mean age+SD 34+5.1 years) were Italian (88%) and employed (69%). The four 

exposed newborns did not present at birth any sign of evident disability or malformation. 

Conclusions: These preliminary findings, obtained in separate cohorts of pregnant and 

delivering mothers and newborns showed that, currently, a negligible amount of Italian 

women drink during pregnancy and that a minute percentage of newborns are prenatally 

exposed to alcohol.   

 

--------------------------------------------------------------------------------------------------------------------------- 

Tuesday 13th September: Plenary session 4: Prevalence / Diagnosis / Clinical management 

--------------------------------------------------------------------------------------------------------- 

Insight from the first UK FASD Active Case ascertainment Prevalence study: 

prevalence, parents participants' experiences and the ethical dilemma of 

screening for FASD 

 

Robyn McCarthy MSc1, Raja A.S. Mukherjee PhD1,2, Kate M. Fleming PhD3, Jonathan Green 

FRCPsych 4, Jill Clayton-Smith MD5, Alan D. Price PhD1, Clare S. Allely PhD1, Penny A. Cook 

PhD1  

1School of Health and Society, University of Salford, UK                                                                               
2Fetal Alcohol Spectrum Disorder Service, Surrey & Borders NHS Trust, UK School of Health and 

Society, University of Salford, UK                                                                                                           
3Institute of Population Health Sciences, University of Liverpool, UK Division of                                    
4Neuroscience & Experimental Psychology, University of Manchester, UK Royal Manchester 

Children’s Hospital, Manchester, UK                                                                                                                     
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5Royal Manchester Children’s Hospital, Manchester, UK Division of Evolution & Genomic Sciences, 

University of Manchester, UK 

Background: Evidence on the prevalence of fetal alcohol spectrum disorders (FASD) in the UK is 

lacking, despite known high rates of alcohol use in pregnancy. We report on FASD prevalence in a 

small sample of children, and consider some of the practical and ethical barriers to carrying out 

studies such as this. 

Methods:  We carried out a two-phase active case ascertainment study three mainstream primary 

schools in Greater Manchester, UK.  Initial screening of children aged 8-9 years used pre-specified 

criteria for elevated FASD risk (small for age; special educational needs; currently/previously in care; 

significant social/emotional/mental health symptoms). Screen positive children were invited for 

detailed ascertainment of FASD using gold standard measures including facial dysmorphology, 

executive function and behavioural difficulties.  Using qualitative interviews, we sought parents' 

views of their experience of taking part and analysed these thematically.  

Results: Of 220 eligible children, 50 (23%) screened positive and 12% (26/220) proceeded to phase-

two assessment. Twenty had a developmental disorder, of which, four had FASD and four were 

possible cases, leading to crude prevalence rates of 1.8% (95%CI: 1.0%,3.4%) and when including 

possible cases, 3.6% (2.1%,6.3%). None of these children had previously identified with a 

developmental diagnosis. Parents felt overall participation had been worthwhile, had a positive 

impact on family life and that their children either enjoyed or were indifferent to taking part. Parents 

of children identified as having FASD reported that receiving the results was a shock but not overly 

distressing.     

Conclusions: FASD was found to be common in these schools, but limitations to the sampling restrict 

inferences to a population prevalence. Most of these children’s needs had not previously been 

identified.  Ethical concerns around screening for a stigmatised condition should not be a barrier to 

funding this type of study. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A need for definition and objective assessment of the dysmorphic features of 

the Fetal Alcohol Spectrum Disorders (FASD) 

 

Miguel del Campo, Deanna Beach, Alan Wells and Kenneth Lyons Jones.  

Department of Pediatrics, University of California, San Diego (UCSD), United States.  

Background: FASD are a leading preventable cause of neurodevelopmental disabilities. Given that 

early diagnosis of FASD has the potential of improving outcomes, every child with FASD should be 

evaluated by a specialist at an early age. Telemedicine (TM) can be affectively used to overcome 

many of the barriers for the diagnosis of FASD.  

Methods: In order to study the validity of TM for the assessment of the physical features of FASD, 

two dysmorphologists with experience in FASD evaluated 61 children, all but 5 with prenatal alcohol 

exposure (PAE), using two different TM approaches, a sophisticated Transportable Examination 

Station (TES) and hand-held devices on both sender and receiver ends, via secure Zoom conferencing 

(ZOOM).   
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Results: We measured the convergent validity of the exams using TM (CV ZOOM and CV TES), as the 

% agreement between the face to face (F2F) exams and the two TM exams. Results of these 

comparisons were combined for both examiners as sender and receiver, and were very similar for 

each individually. CV for the 3 cardinal facial features and the resulting diagnosis of the Fetal Alcohol 

Syndrome (FAS) were very high, greater than 90% using both ZOOM and TES, also for most other 

associated physical features. We compared those CV with the agreement of the two F2F exams that 

each examiner performed (INTRA) on each case, and the agreement in F2F exams among the two 

dysmorphologists (INTER). Interestingly, agreements using TM were very similar to those F2F, 

indicating TM is a valid reliable method for the exam of FAS. The greatest disagreements were found 

in the INTER comparisons. Lower agreement in the measurements (89.57% for palpebral fissure 

length) and in the subjective evaluation of the philtrum (85.09%) and upper lip (77.19%) did have 

significant impact in adjudicating a diagnosis of FAS. Minor differences such as 1 mm in palpebral 

fissure length, and/or 1 point in the philtrum and lip scores (3 vs 4), which were frequent 

disagreements, may alter the diagnosis of FAS.  

Conclusion: There is an urgent need for better definition and more objective assessment of 

dysmorphic features. We are collecting data in search for consensus definitions, and working on 

automated measurements and assessments of the philtrum and upper lip using continuous scales. 

Automated 3D facial recognition is the future of dysmorphology, but precise and objective definitions 

of the dysmorphic features are essential preliminary steps. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

Acceptability of a Virtual Model for Diagnosis for Fetal Alcohol Spectrum 

Disorder (FASD) in Children 

 

Hasu Rajani, Colleen Burns, Brent Symes, ShawnaLee Jessiman, Amber Bell, Monty Nelson 

University of Alberta, Edmonton. Alberta. Canada 

Background: FASD diagnosis includes assessments by clinicians, physical measures, meeting of team 

members, and debrief with caregiver to share findings and recommendations. 

Literature supports the feasibility of a reliable and accurate assessment using Canadian FASD 

diagnostic guideline, resulting in a "Virtual Model for FASD Diagnosis". 

Objectives: (1) Pilot a Virtual Model of FASD Diagnosis (2) Promote model by webinars to diagnostic 

teams nationally and internationally (3) Survey acceptability of model, post webinars 

Methods: Literature reveals that teams use virtual platforms for some, but not all, components of 

FASD diagnosis. Virtual assessment of motor skills was not done. We partnered with two diagnostic 

teams to complete a small pilot project using a virtual model. Trained support workers were with the 

patient for any technological aspects, present testing materials, complete measurements and 

photographs for facial measurements software. The coordinator scheduled assessments, team 

meetings to formulate diagnoses and recommendations, and debrief with caregiver.  

Caregivers, clinicians, support workers and team members were surveyed to assess experience, 

reliability and feasibility of the virtual model. 
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Webinars of the model were held (Canada and international). Pre- and post-webinar survey of 

participants’ use of virtual assessments was completed. 

Results: The pilot project survey confirmed the feasibility, acceptability and reliability of the virtual 

model. Caregivers reported the process as rigorous and acceptable. 40% of team members reported 

they would not have attended an in-person meeting, indicating virtual format enabled attendance. 

Webinar surveys show an increase interest in completing portions of the assessment virtually. 

Conclusion: (1) Results show a Virtual Model for FASD diagnosis is feasible, reliable and acceptable 

(2) Increased interest in part or whole project by teams (3) Endorses increase member attendance 

for virtual team meetings. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Tuesday 13th September: Plenary session 5: Secondary disorders / Co-morbidities 

-------------------------------------------------------------------------------------------------------------------------------------- 

Key speaker: 

 

Professor Raja Mukherjee, PhD, MD                                                                                                     

Head of the UK National Fetal Alcohol 

Spectrum Disorder Clinic, Surrey,   

Surrey and Borders NHS Foundation Trust, 

United Kingdom 

 

 

The psychiatric and neurodevelopmental comorbidities linked to FASD                                                                                                                                                                              

 

Summary: The presentation will look at how neurodevelopmental presentations within FASD are 

compounded by postnatal influences on the child and leads to the individual being vulnerable to 

psychiatric and behavioural presentations. I will address some of the complex interplay between 

these areas and how it influence attachment behaviours. Finally I will suggest approaches to reduce 

the hyperarousal states that are often presented as a result of this interplay to improve overall 

function of the individual. I will present data collected over the last few years alongside wider 

understanding to support these assumptions. 

--------------------------------------------------------------------------------------------------------------------------------------

The Seattle and Berlin study. 

Betteke.v.Noort, Nadine Beck, H.Wolter, H.L.Spohr    

                                                                                                                                                                             

Summary: 1996 Ann Streissguth et al. published an important paper of 90 adult patients suffering 
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from FAS. She described many persistent „secondary disabilities“. (such as mental health problems,  

disrupted school experiences,  trouble with the law, living place, employment) 22 years later we 

present  the results of a follow-up questionnaire survey of 138 FAS-patients, diagnosed at the Clinic 

for Child- and Adolescent Psychiatry, Charité Berlin, between 2006 -2018 and by now had  reached 

adulthood. 

In contrast to the results of Ann Streissguth we were able show some significant improvements 

concerning the living conditions of adult patients suffering from this lifelong disturbing disease. 

Clear improvements of school education, better chance of professional integration, less trouble with 

the law (esp. Imprisonment), higher level social contact, recreation, sexuality were the main results. 

In contrast the survey revealed  many psychiatric problems, a high rate of traumatic experiences in 

childhood and a reduced individual life satisfaction compared to a normal control group. 

Even though life of FAS-adults seem to improve due to more public awareness and intensive 

deducation most of our patients still suffer from persisting and often severe psychiatric problems.  

-------------------------------------------------------------------------------------------------------------------------------------- 

Tuesday 13th September: Plenary session 6: CIFASD – symposium: Using technology to move 

forward on the recognition and treatment of FASD.  

--------------------------------------------------------------------------------------------------------------------------------------   

A smartphone app for the assessment of the sentinel facial features of FASD 

Edward Riley, Ganz Chockalingam, Miguel del Campo 

San Diego State University, San Diego, CA, United States  

Background: FASD is a major public health issue impacting more than 630,000 children globally each 

year. The following facial features must be evaluated as part of screening/diagnosis: palpebral fissure 

length (PFL), thinness of the upper lip, and the smoothness of the philtrum. PFL is typically assessed 

with a metric ruler or photometrically, while the lip and philtrum are evaluated with a series of five 

Likert scale photos.  

Aim of the Study: Each of these traditional assessments measures has methodological problems, 

often resulting in unreliable application to specific diagnostic criteria. There is also a reluctance on 

the part of health care providers to diagnose FASD because they lack confidence in their skills in 

assessing these features, resulting in under- or misdiagnosis. Also, the number of affected individuals 

is far greater than the capacity of expert diagnosticians. Some of the issues involved in the diagnosis 

of FASD could be remedied by simple to use mobile apps that would take the guesswork or heuristic 

elements out of the diagnostic equation, provide an evaluation based upon expert opinion, and could 

be used by health care providers globally.  

Methods: A smartphone app, MorpheusQ, has been developed to make the assessment of these 

facial features easier and more reliable. Rather than utilizing the subjective Likert scale, a continuous 

objective measure of the lip/philtrum is obtained in about 20 seconds. A 3D image is also captured 

and measures PFL with submillimeter accuracy. 

Results:  Individuals knowledgeable about FASD, but not expert in the physical assessments of the 

facial features, using MorpheusQ obtained similar measures obtained by experts using traditional 

approaches. PFL’s were more accurate than an expert using a mm ruler.  
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Conclusion: MorpheusQ increases the reliability and validity of the sentinel features of FASD, and 

allows both experts and nonexperts to gain confidence in their assessments for screening and 

diagnosis of FASD. 

------------------------------------------------------------------------------------------------------------------------------------- 

Automated, Accurate, and Objective Methods for the Identification of Facial 

Dysmorphism in FASD 

Michael Suttie1,2, and the CIFASD3 

1Nuffield Department of Women's & Reproductive Health, University of Oxford, UK                                           
2Big Data Institute, University of Oxford, UK                                                                                                 
3Collaborative Initiative on Fetal Alcohol Spectrum Disorders (www.cifasd.org), USA 

Background: The facial gestalt of fetal alcohol syndrome (FAS) has long been established with 

diagnosis heavily reliant on identifying the three cardinal features: a smooth philtrum, a thin upper 

lip, and reduced palpebral fissure length (PFL). While identifiable features characterize FAS, 

identification of those who do not meet facial criteria is often more clinically challenging. 

Aim of the study: The objectives of this study were to utilize 3D facial image analysis to automatically 

detect: (1) cardinal facial features of FAS and (2) subtle facial dysmorphism across the FASD 

spectrum. With the scope to (3) estimate the prevalence and importance of subtle minor anomalies 

for clinical application.  

Methods: Utilizing almost 3000 manually annotated 3D images, with and without prenatal alcohol 

exposure (PAE), we developed and trained a deep learning neural network to place anatomically 

accurate landmark points. Using a Caucasian dataset (N=802) containing PAE and controls 

individuals, we automatically calculated facial measurements, including PFL and mandible volume, 

and built dense surface models (DSMs) representing shape. We quantify midfacial hypoplasia from 

DSMs by computing surface displacement differences in the malar region. 

Results: We achieve a high concordance for PFL measurements using automated landmarking 

compared to manual placement in 3D and by the clinician. Methods for estimating the degree of 

midfacial flatness and micrognathia show a significantly increased prevalence in PAE individuals with 

and without a FAS diagnosis. Identification of philtrum smoothness was in agreement with clinical 

recognition.  

Conclusion: Minor facial features associated with PAE are challenging to quantify, subjectively 

assessed, and as a result, often not considered in clinical criteria. 3D analysis can provide accurate 

and objective identification of minor and cardinal features and improve clinical recognition of those 

with PAE, especially when FAS criteria are not met. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Two web-based tools are effective in screening for FASD  

Sarah N. Mattson, Matthew T. Hyland, Riley Felicicchia, Natasia S. Courchesne-Krak, and 

Ganz Chockalingam 

Center for Behavioral Teratology, San Diego State University, San Diego, CA USA 
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Background: Although fetal alcohol spectrum disorder (FASD) is a common developmental disability, 

some estimates indicate that over 80% of affected individuals are undiagnosed or misdiagnosed.  

Aim of the study: We have developed two web-based tools that can be used to screen for FASD and 

assess neurobehavioral deficits associated with the disorder. Using these tools, the accuracy of FASD 

identification will be examined.  

Methods: Participants with and without histories of prenatal alcohol exposure and their parents 

completed two web-based tools: the FASD-Tree and BRAIN-online. The FASD-Tree provided two 

diagnostic outcomes: a dichotomous indicator (FASD yes/no) and a risk score (low risk [0] to high risk 

[5]). BRAIN-online assessed cognitive and behavioral features known to be associated with FASD. For 

the FASD-Tree, overall accuracy (ACC), sensitivity, specificity, positive predictive value (PPV), and 

negative predictive value (NPV) were calculated for the decision tree, risk score, and their 

combination. BRAIN-online assessed neurobehavioral deficits in youth with or without histories of 

prenatal alcohol exposure including those with or without FASD.  

Results: The components of the FASD-Tree alone and in combination resulted in accuracy rates over 

75% as well as fair to good discrimination between diagnostic groups. Analysis of BRAIN-online data 

indicated group differences for the comparison of youth with and without FASD as well as the 

comparison of youth with histories of prenatal alcohol exposure and controls.  

Conclusion: Two novel web-based tools can be used to screen for FASD. Use of these tools will 

improve the efficiency and accuracy of diagnostic screenings and may allow for the assessment of 

patients in regions where access to a dysmorphologist is limited. Efforts are underway to expand use 

of these tools and reduce the participant burden.  

Research supported by NIAAA grant U01 AA014834. Additional support provided by T32 AA013525. 

-------------------------------------------------------------------------------------------------------------------------------------- 

  

Developing innovative mobile health interventions to increase access to care 

for people with FASD across the lifespan 

Christie L. M. Petrenko, Ph.D.  

Mt. Hope Family Center, University of Rochester, Rochester, NY, USA 

Background: Fetal alcohol spectrum disorders (FASD) are prevalent worldwide, yet barriers interfere 

with access to care.  

Aim of the study: To develop mobile health (mHealth) interventions to increase access to care for 

people with FASD.  

Methods: Two mHealth tools are under development: (1) Families Moving Forward (FMF) Connect 

for caregivers of children with FASD (ages 3-12), and (2) My Health Coach for adults with FASD. Our 

systematic, user-centered design approach involves 7 phases: (1) theory guided planning, (2) 

intervention adaptations for technology, (3) initiate app development, (4) app refinement through 

stakeholder input, (5) beta-testing prototypes, (6) feasibility trial, and (7) randomized controlled trial 

(RCT) to establish efficacy. FMF Connect is completing phase 7 and My Health Coach is in phases 3 

and 4. 
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Results: FMF Connect was derived from the therapist-led FMF Program developed by Heather 

Carmichael Olson and colleagues. FMF content, principles, and methods were successfully adapted 

for the mHealth format, with addition of unique content and features. 7 focus groups were 

conducted to obtain caregiver input on app interface design and functionalities. Next, two rounds of 

beta-testing were completed with 45 caregivers and 18 providers. Usage analytics and participant 

interviews provided insights for further refinement. Next, 100 eligible caregivers enrolled in a 

feasibility trial, which answered questions about the feasibility of the intervention, trial methods, and 

user implementation to allow optimization of the RCT (currently underway). The My Health Coach 

app aims to improve the quality of life of adults with FASD and is informed by self-determination 

theory. It is being developed in partnership with adult leaders with FASD. Focus groups were 

completed with 26 adults with FASD and an online survey is underway to gain further input.  

Conclusion: mHealth interventions offer promise for overcoming barriers to care for FASD across the 

lifespan. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Tuesday 13th September: Plenary session 7: Intervention. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Key speaker: 

 

Gro CC Løhaugen, PhD 

Head of Regional Competence center for 

children with prenatal alcohol/drug exposure, 

Health Region South-East, Sørlandet Hospital 

Arendal, Norway 

 

 

Experienced-based intervention for children with FASD and their families 

Summary: FASD usually means complex challenges that are present throughout development. In this 

lecture, we draw on our experience from 7 years of intervention planning with more than 350 

patients assessed at the first competence center for children with prenatal alcohol and/or drug 

exposure in Scandinavia. Focus will be on basic regulation (sleep, nutrition), attention/executive and 

behavioral challenges. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

‘We will be chuffed to keep them out of prison': findings from a mixed 

method study on suggestibility. 

David J Gilbert1 , Raja AS Mukherjee1,2, Clare S Allely1, Penny A Cook1  
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1University of Salford, UK                                                                                                                                
2Surrey and Borders Partnership NHS Trust 

Background: Individuals with FASD are vulnerable to encounters with the criminal justice system, and 

interrogative suggestibility is theorised to be a weakness. However, except for one small pilot study 

with seven participants, interrogative suggestibility has yet to be investigated in individuals with pre-

natal alcohol exposure (PAE). 

Aims: To assess the vulnerabilities and suggestibility of individuals with PAE during investigative 

interviews, compared to neurotypical controls.  

Methods: 26 young people (aged 11-16 years) with a diagnosis of FASD and 4 with PAE were 

recruited. Memory, impulsivity, IQ, and interrogative suggestibility were assessed using the Weschler 

Intelligence Scale for Children (WISC-V), Behavior Rating Inventory of Executive Function (BRIEF-2), 

Go/No-Go Task Association Tool, and the Gudjonsson Suggestibility Scales (GSS). Immediate and 

delayed suggestibility were measured one week apart with the GSS. Results are compared to age-

matched controls.  

Result: Preliminary results indicate poor memory recall, high impulsivity, and high interrogative 

suggestibility of individuals with FASD/PAE in comparison to the norm values. For impulsivity scores 

on the BRIEF-2, on average, individuals with FASD where within the clinically vulnerable range (T>70), 

The average IQ was 85 (range: 70 to 105). The GSS revealed high levels of yield to leading questions 

(8.4 vs 4.0 for normative) and interrogative suggestibility (14.5 vs 8.5 for normative). 

Conclusion: The results obtained so far indicate significant vulnerability of the FASD population, 

especially during investigative interviews by the criminal justice System. Data collection with control 

participants is ongoing: complete analysis will be presented at the conference. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Me and My FASD: Development of new resources to help children and young 

people with FASD understand their diagnosis and begin to become self-

advocates 

Sandra Butcher, Chief Executive, The National Organisation for FASD (UK)                                      

Joanna Buckard, Director of Innovation, The National Organisation for FASD (UK)                           

Brian Roberts, Consultant, The National Organisation for FASD (UK) 

 

Background: In 2020-2021 National FASD and Seashell received a partnership grant from the 

Department for Health and Social Care to develop resources and training to support children and 

young people with FASD. Guided by an experts committee (involving people with lived experience) 

and an advisory committee of adults and young adults with FASD, the project involved a multi-stage 

process starting with a “Best Practice in FASD Training Guide,” an “FASD: Preferred UK Language 

Guide”, development of a 1-day Introduction to FASD training for professionals and a 3-day “Me and 

My FASD” training to give professionals a toolkit on how to help a young person with FASD 

understand their diagnosis. The project grew out of service-user feedback, as families continued to 

encounter professionals who lacked experience in FASD and who had no tools to help them work 

with young people. 
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The Me and My FASD toolkit features a new website (www.fasd.me) and a range of materials 

including: Interactive “My Brain, Me and FASD” comic, coping resources, a fun zone, a “We’re 

Awesome” section and a music corner featuring songs co-created with people with FASD. Other 

FASD-branded materials that grew out of co-creation include: The Break it Down Board,” “Calming 

Cards,” “The Misunderstoods Board Game.” Further government grants led to the piloting of a “Me 

and My FASD Club” based on a new Living FASD magazine and other materials. 

Results and outcome: The process for creating these materials led to the UK’s first peer-to-peer 

FASD resources. We took co-creation seriously and every item in the toolkit has been created with 

input from people with FASD themselves, their families and experts. The materials are increasingly 

used by parents, schools and medical professionals. The whole project was externally reviewed and 

received very positive feedback. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Wednesday 14th September: Plenary session 8: The Diane Black Honorary Symposium 

-------------------------------------------------------------------------------------------------------------------------------------- 

Key speakers: 

Claudio Diaz 

Presidente e co-

fondatore A.I.D.E.F.A.D. - 

ETS/APS, Italian 

Association on Disorders 

due to Prenatal Exposure 

to Alcohol and/or Drugs 

(AIDEFAD Ets/Aps), Italy 

Dr Stefania Bazzo, PhD 

Italian Association on 

Disorders due to Prenatal 

Exposure to Alcohol 

and/or Drugs (AIDEFAD 

ETS/APS), Italy  

 

 

 

 

 

 

 

FASD: from the "psychiatrization" of complexity to “patient-centered care”.     

 

Summary: FASD can be an exceptional opportunity to rethink the model of Care. Fortunately, in the 

medical field more and more work is being done in order to generate a switch from the "cure" 

paradigm to the "take care" paradigm. In the first, the medical action is aimed at managing the 

pathology, while in the second the person is placed at the center. Putting the individual at the center 

means understanding his individual history which, while sharing the same condition with others, is 
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absolutely unique in its genesis, course and outcomes. FASD can truly be an opportunity for medicine 

(and the social sector) to have a “perfect” model on which build the new paradigm. In fact we know 

the etiology of the damage and this allows us to work on primary prevention, we know perfectly how 

to make an early diagnosis, and this allows secondary prevention intervention, and we know that 

early and integrated intervention allows the reduction of secondary disabilities and, therefore, of 

dramatic and fatal outcomes (tertiary prevention). But FASD also allows us more: to revise the 

psychiatric model. Up to now, psychiatry has observed "behavioral sets" and included them in the 

descriptive diagnoses  (ADHD, Borderline Personality Disorder, Oppositional-Provocative Disorder, 

Mood Disorders ...) whose consequence is associated with the administration of 

psychopharmacological therapy “ad vitam” (for all life), as the idea of healing is not contemplated. 

Instead, starting to include FASD in the differential diagnosis of psychiatric disorders, perhaps using 

the criteria suggested in DSM 5 for the ND-PAE which to date are the only ones universally 

recognized, would finally allow us to understand that at the basis of many diagnoses of 

psychopathology there is actually a very specific etiology, the recognition of which would allow a 

targeted pharmacological prescription and, above all, the setting of a treatment path aimed at 

recovery. My life experience perfectly demonstrates that this change is not only possible, but is a 

duty if the goal is the well-being of the person, and only a close and sincere alliance between 

professionals and patients / families can lead to this goal. The Italian Association on Disorders due to 

Prenatal Exposure to Alcohol and/or Drugs (AIDEFAD ets/aps) was born in Italy 4 years ago: it is the 

first and currently only association that deals with FASD and damage from exposure to psychoactive 

substances, with the aim of helping the development of this change. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Clinical validation of a diagnostic App for Foetal Alcohol Spectrum Disorder 

(FASD) 

 

Oscar Garcia-Algar1, Cristina Luna2, Marta Astals1, Vicente Andreu1, Alba Galiana1, Elisabet 

Navarro1, Jacinto Castillo3, Manuel Pasamontes3, Luis Castillo3 

1GRIE, Neonatology Unit, Hospital Clinic-Maternitat, ICGON, IDIBAPS, BCNatal, Barcelona, Spain 
2Universitat Pompeu Fabra (UPF, Barcelona, Spain                                                                                      
3Psicoterapia VR, Barcelona, Spain 

 

Background: Fetal alcohol spectrum disorder (FASD) is a leading cause of neurodevelopmental 

disorders. Children adopted internationally from countries where alcohol consumption during 

pregnancy is very high are at greater risk for FASD. Lack of expertise in diagnosing FASD and mixed 

neurodevelopmental and behavioral signs due to abandonment complicate a timely diagnosis. 

Medical artificial intelligence (AI) is the future of clinical practice, although real-world performance of 

deep-learning systems for screening usual pathologies remains unsatisfactory. Our study aimed to 

validate an artificial intelligence (AI) based App (VisualFASD) for identifying patients suffering from 

FASD. 

Methods: In this observational transversal study we compared the diagnostic results related to FASD 

in 400 children between 8 and 18 years old, comparing a classic clinical algorithm (Hoyme’s criteria) 
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with an artificial intelligence based App. All evaluations were made in a crossed blinded way by 2 

FASD trained paediatricians. 

Results: The performance of VisualFASD App was identical to that of the clinical algorithm (100% 

coincidence). 

Conclusion: The VisualFASD App showed satisfactory performance for diagnosing FASD in real-world 

patients, and so could allow the system to be implemented and adopted for clinical care. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Supporting quality of life for individuals and families: A model of FASD-

informed care and the future of intervention for fetal alcohol spectrum 

disorders 

 

Heather Carmichael Olson1,2, Misty Pruner1, Nora Byington3, Tracy Jirikowic2, Michelle 

Kuhn1,2 

1Seattle Children’s Research Institute                                                                                                               
2University of Washington, Seattle, Washington, United States                                                                   
3University of Minnesota, Minneapolis, Minnesota, United States3 

 

Background: It is time to accelerate progress in FASD intervention practice and research. A 

complement of interventions has been tested, though many gaps remain. It is clear that a vital goal is 

to support improved quality of life for individuals with FASD and their families. But a unifying, 

comprehensive framework for understanding what comprises ‘FASD-informed care’ has yet to be 

described. 

Aim of the study: (1) Characterize FASD-informed care in a comprehensive model; (2) Summarize 

existing intervention data in FASD; (3) Describe a strategic approach to future FASD intervention 

research, highlighting priority areas and promising practices. 

Methods: Narrative literature reviews were conducted of: (1) Relevant theoretical models; (2) FASD 

“lived experiences” and intervention literature; (3) Evidence-based practices in related fields (i.e., 

ADHD). Team members synthesized data, developed the model, and generated future research 

directions. 

Results: Twelve principles of FASD-informed care emerged: Reduce Risks and Promote Protective 

Factors; Find, Build and Use Strengths; Act Early; Offer Developmentally Appropriate Treatment; 

Reframe and Accommodate; Target Individual-Level Impairments; Offer Relationship-Based and 

Trauma-Informed Care; Think About Context; Sustain Hope; Overcome Stigma; Build Collaborative 

Partnerships; and Be Led by the Community to Create Culture-Centered Practices. The session will 

describe selected current FASD interventions, linking existing treatments to relevant FASD-informed 

care principles. Further, this talk will describe gaps in care highlighted by this model, and promising 

practices from related fields that may be tested in or adapted for FASD.    

Conclusions: Best practices in evidence-based care for FASD are emerging, with information available 

across the lifespan but most robust in the school years. The proposed model for FASD-informed care 

may ensure comprehensive treatment planning and guiding research to areas of greatest need.   
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-------------------------------------------------------------------------------------------------------------------------------------- 

Wednesday 14th September: Plenary session 9: Alcohol policy / Legal issues 

-------------------------------------------------------------------------------------------------------------------------------------- 

Knowledge and behavior of physicians regarding the impact of alcohol 

consumption during pregnancy  

Denis Lamblin, MD, Developmental Paediatrician, President SAF FRANCE; Sarah Piron, MA, 

Communication Consultant, SAF FRANCE; Georges Picherot,MD, Paediatrician CHU Nantes, 

SAF FRANCE 

 

Background: Since 1968 and the first descriptions of FAS by Dr Lemoine, knowledge of the 

consequences of fetal alcohol consumption has been refined but still seems to remain quite invisible. 

Method: Online survey of 302 general practitioners  

Goals: 1/ To assess the level of knowledge of physicians on FASDs.                                                                    

2/ To identify their behavior confronted to FAS and learn what is the proportion of the people at risk 

among their patients.                                                                                                                                                 

3/ To better understand their needs to help them identify those at risks 

Results: 

*Less than 25% declare having a precise knowledge of these disorders  

*Less than 5% say to be very well informed about fasd 

*More than 50% have patients presenting FASDs 

*Trivialization of occasional consumption is highlighted  

*During pregnancy follow-ups, a third of the physicians do not talk systematically about alcohol 

consumption risks during pregnancy  

Conclusion: Despite a high notoriety of the issue, limited knowledge bring difficulties to fulfill their 

role in prevention and/or diagnosis. 

The lack of knowledge of the serious consequences of alcohol consumption by professionals is a 

factor that leads to the lack of awareness of the danger among pregnant patients . 

Ignorance of the serious consequences of alcohol during pregnancy is one of the main reasons for 

the consumption amongst women. This must push us to engage all the forces of the country to 

increase awareness of the French population and doctors via the SAFTHON. 

--------------------------------------------------------------------------------------------------------------------------------------  

Alcohol industry’s arguments against pregnancy alcohol warning labels in 

France: A press coverage analysis 

 

Ana Millot1, Martina Serra2, Karine Gallopel-Morvan1 
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1EHESP School of Public Health, Arènes UMR CNRS 6051, Inserm U1309, Rennes, France                       
2EHESP School of Public Health, Département des sciences en santé environnementale, Rennes, 

France 

 

Background: Alcohol drinking during pregnancy has harmful consequences. Warnings displayed on 

alcohol bottles are an effective measure to inform people about these risks and have been put in 

place in France where this research takes place. However, the alcohol industry (AI) resisted this 

measure when it was introduced in 2007 and during an expansion project in 2018. 

Aim of the study: This study aims to add new insights about AI lobbying against warnings targeting 

pregnant women, in particular about the disseminated arguments in the French press. 

Methods: A documentary method was used to analyse these arguments disseminated by the AI and 

its partners (elected representatives of wine-producing regions, etc.) in the mainstream press (the 

national and regional press) from 2000 to 2020 through the Europresse database. A quantitative 

analysis (number of press articles, mapping of the actors) and an inductive thematic content analysis 

were carried out. 

Results: Among the 559 press articles identified in the database, 85 were included in the analysis. A 

majority of the arguments used by the AI are against this measure. It argues that this measure (1) is a 

questionable measure because ineffective in changing behaviours, (2) will have counterproductive 

effects on women (creating guilt and anxiety) and on the economy; and (3) there are other preferred 

alternatives than warnings (targeted prevention programs, etc.). A minority is nevertheless in favour 

of this measure. Among the pro-industry actors who expressed themselves, a large majority comes 

from the French winegrowing sector. 

Conclusion: This study adds new insights in research mainly conducted in Anglo-Saxon countries, by 

analyzing the arguments over a 20 years period covering a failure and a success of industry lobbying. 

This analysis will be useful for public health advocacy and for countries which have – or are in the 

process of having– implemented such measures in order to counter these arguments. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Is drinking during pregnancy stigmatized in rural South Africa? 

Leana Olivier1,2, Mandi Broodryk1, Debbie Acker1, Jaco Louw1,2 

1Foundation for Alcohol Related Research (FARR)                                                                              
2Stellenbosch University, South Africa 

 

Background: To combat the prevalence of FASD, a multidisciplinary approach incorporating 

awareness, prevention, diagnosis and management is required. However, a significant barrier to 

accessibility of the available health services, in order to address behavioral health challenges, is the 

public stigma associated with alcohol consumption during pregnancy [1]. 

Even with a high prevalence of FASD, one cannot assume that the community of interest will 

stigmatize alcohol use during pregnancy. If prenatal alcohol use is common in the community, it 
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might not be seen as a problem.  Conversely, if the behavior is stigmatized the level of public stigma 

for alcohol consumption during pregnancy might not be high compared to other stigmatized 

behaviors within that community.   

Aim of the intervention: This study aimed to investigate whether alcohol consumption during 

pregnancy is stigmatized by community members from a community with a known high prevalence 

of FASD.  We also aimed to examine to what degree prenatal alcohol consumption is stigmatized 

compared to other identified stigmatized behaviors in this community of interest.  

Methods: We set out to answer the following questions: 

1)  Is alcohol consumption during pregnancy identified by the community as a reason for the 

stigmatization of women?                                                                                                                                     

2)  What is the degree of stigma associated with alcohol consumption during pregnancy when 

compared to the other stigmatized behaviors identified by the community?  

To answer our first question, we examined whether “alcohol consumption during pregnancy” arised 

spontaneously during an open-ended questionnaire regarding stigmatized behaviors (in phase 1 of 

the study).                                                                                                                                                       

Subsequently, to answer our second question, we explored the stigmatized behaviors that were 

initially identified in terms of the three aspects of public stigma to be investigated namely difference, 

disdain and blame.  These were compared to the extent of stigmatization (difference, disdain, blame) 

regarding alcohol consumption during pregnancy (phase 2 of the study). 

We recruited 300 participants in each of the 2 study phases, by way of convenience sampling with 

separate samples recruited for each phase.   

Results: The results are currently being analysed and will be discussed during the presentation. 

Conclusion: Since this study, to our knowledge, is the first on this topic in South Africa, we anticipate 

that our exploratory design will aid in the establishment of a framework from which to conduct 

further investigation into this global topic of interest. 

1. Corrigan, P. W., Lara, J. L., Shah, B. B., Mitchell, K. T., Simmes, D., & Jones, K. L. (2017). The 

Public Stigma of Birth Mothers of Children with Fetal Alcohol Spectrum Disorders. Alcoholism: Clinical 

and Experimental Research, 41(6), 1166–1173. https://doi.org/10.1111/acer.13381                                   

2. Corrigan, P. W., Shah, B. B., Lara, J. L., Mitchell, K. T., Combs-Way, P., Simmes, D., & Jones, K. 

L. (2019). Stakeholder perspectives on the stigma of fetal alcohol spectrum disorder. Addiction 

Research and Theory, 27(2), 170–177. https://doi.org/10.1080/16066359.2018.1478413                                        

3. Link, B. G., & Phelan, J. C. (2006). Stigma and its public health implications. Lancet, 367(9509), 

528–529. https://doi.org/10.1016/S0140-6736(06)68184-1                                                                                     

4. Olivier. (2017). Fetal alcohol spectrum disorders in South Africa (Maastricht University; Vol. 

106). https://doi.org/10.26481/dis.20171212lo                                                                                                  

5. Paintner, A., Williams,  a. D., & Burd, L. (2012). Fetal Alcohol Spectrum Disorders--

Implications for Child Neurology, Part 2: Diagnosis and Management. Journal of Child Neurology, 

27(3), 355–362. https://doi.org/10.1177/0883073811428377                                                                        

6. Popova, S., Lange, S., Probst, C., Gmel, G., & Rehm, J. (2017). Estimation of national, regional, 

and global prevalence of alcohol use during pregnancy and fetal alcohol syndrome: a systematic 
review and meta-analysis. The Lancet Global Health, 5(3), e290–e299. https://doi.org/10.1016/S2214-

109X(17)30021-9 

https://doi.org/10.1111/acer.13381
https://doi.org/10.1080/16066359.2018.1478413
https://doi.org/10.1016/S0140-6736(06)68184-1
https://doi.org/10.26481/dis.20171212lo
https://doi.org/10.1177/0883073811428377
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Abstracts of presentations from parallel sessions speakers 

Session A: 13:30-15:00 

--------------------------------------------------------------------------------------------------------------------------- 

Parallel session A1: Prevention 

A1-1: State of knowledge of the French regarding the impact of alcohol during 

pregnancy  

Denis Lamblin, MD, Developmental Paediatrician, President SAF FRANCE; Sarah Piron, MA, 

Communication Consultant, SAF FRANCE; Georges Picherot, MD, Paediatrician Professor 

CHU Nantes, SAF FRANCE. 

Background: Since 1968 and the description of FAS by Dr Paul Lemoine, knowledge of the real impact 

of fetal alcohol consumption has been refined, but in 2020 what is the knowledge of French people in 

mainland France and overseas departments on the subject. 

Methods: Quantitative study carried out with a sample of 1025 participants in Metropolitan France 

and 504 in overseas territories, representative of the population and aged from 18 and over. 

Results:                                                                                                                                                                      

*  A strong ignorance of the impact of alcohol consumption during pregnancy among the French        

* Only 1 in 5 knew exactly what FAS is. Only 1 in 10 what is FASDs, with a higher level of knowledge in 

Reunion Island than in Guyana, New Aquitaine ( for FAS) and in Guadalupe ( for FASDs).                        

* Only 1/3 of people in mainland France or the Overseas territories knew that the disorders can 

emerge whenever throughout lifetime.                                                                                                               

* Barely more than 1 in 2 answered that they were sufficiently informed about the risks linked to 

alcohol consumption during pregnancy. 

A majority of French people in mainland France and even more in overseas territories are in favor of 

information from a young age (in the school context) as ignorance of the consequences is one of the 

main reasons for alcohol consumption by pregnant women. 

Conclusion: Ignorance of the risks and consequences linked to alcohol consumption during 

pregnancy is one of the main cause of FASDs. We must engage all forces of the country to increase 

awareness of the French population and this by associating and supporting the SAFTHON. 

--------------------------------------------------------------------------------------------------------------------------------------

   

A1-2: Mapping the landscape of prenatal alcohol prevention in the UK: A 

collaborative review 

Cheryl McQuire,1,2 Luisa Zuccolo,3 Felicia Frennesson,3 Iain Armstrong,4 Sandra Butcher,5 

Havi Carel,6  Penny Cook,7 Lisa Hurt,8 Beki Langford,1 Andrew Missell,9 Raja Mukherjee,10 

Oliver Susoy,4 David Taylor-Robinson,11 David Troy,1,2 Frank de Vocht.1,2 
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1 Centre for Public Health, University of Bristol, UK                                                                                                         
2 National Institute for Health and Care Research, School for Public Health Research, UK                                           
3  MRC Integrative Epidemiology Unit, University of Bristol, UK                                                                                     
4 Office for Health Improvement and Disparities, Department of Health and Social Care, UK                                   
5  The National Organisation for FASD, UK                                                                                                                        
6  Department of Philosophy, University of Bristol, UK                                                                                                      
7 School of Health and Society, University of Salford, UK                                                                                                 
8 Division of Population Medicine, Cardiff University, UK                                                                                                
9 Alcohol Change UK                                                                                                                                                           
10 Surrey and Borders Partnership NHS Foundation Trust, UK                                                                                     
11 Institute of Population Health, University of Liverpool, UK 

Background: Policy makers in the UK have called for urgent action to reduce prenatal alcohol 

exposure (PAE). However, there is a paucity of PAE prevention work nationally and evidence of ‘what 

works’ is lacking. 

Aim: To systematically identify, evaluate and synthesise evidence on initiatives for PAE prevention in 

the UK. 

Methods: We consulted with academic, third sector, policy, practice and public colleagues, and 

conducted systematic searches of published and grey literature to identify PAE prevention initiatives. 

We then invited service providers and pregnant people from each region of the UK to attend semi-

structured interviews to discuss their views and experiences of PAE prevention. We synthesised 

evidence on the content, process evaluation aspects and effectiveness of prevention initiatives using 

thematic analysis.  

Results: To date, we have identified 14 PAE prevention initiatives via searches, consultation and 

interviews (10 interviews conducted up until now; 30 planned). Initiatives included awareness 

campaigns, screening and intervention pathways, and education/training. In England, prevention 

initiatives were clustered in the North (N=7). The East of England, West Midlands and South-East had 

1 identified initiative each, with none identified in the South-West. We identified 2 initiatives in 

Scotland, 2 in Wales and none in Northern Ireland. Key barriers to PAE prevention efforts included: 

lack of resources; excessive workload; lack of embedded PAE prevention culture; concerns around 

‘stigma’/‘blame’; and COVID-19. Enablers included workforce training and trust between pregnant 

people and service providers. 

Discussion: Key strengths include extensive literature searches and multidisciplinary collaboration. 

Data collection and analysis is ongoing and will be finalised in advance of the conference. 

Conclusion: This research will provide a comprehensive analysis of current provision and will provide 

crucial evidence to inform priorities for research and practice.A12: Cheryl McQuire: Mapping the 

landscape of prenatal alcohol prevention in the UK: A collaborative review. 

--------------------------------------------------------------------------------------------------------------------------------------  
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A1-3: An antenatal alcohol service evaluation of the north-east of England and 

north Cumbria 

Dr Helen Howlett 

Senior Midwifery Lecturer, Northumbria University, Newcastle upon Tyne, UK. 

Background: NHS England’s ‘Better Births’ strategy aims to improve maternal and infant health 

outcomes. A strategic priority identified in the north-east local maternity system is to reduce alcohol 

consumption in pregnancy due to the documented diverse risks of harm to mother and baby, 

including foetal alcohol spectrum disorder. 

Aims: To evaluate current alcohol prevention, screening and treatment service provision in maternity 

care across the region and inform future recommendations. 

Methods: A service evaluation survey was developed to systematically consult strategic stakeholders 

across all nine maternity trusts in the region over a 2-month period in 2018. Content analysis was 

employed to identify fundamental themes and inform recommendations for practice. 

Results: High variation was reported throughout regional clinical practices, service provision and staff 

training. For example, several alcohol screening tools were identified, each with diverse thresholds 

for referral; reported data collection and documentation practices were multifarious, incomparable 

and unquantifiable; audit was rare, and guidelines were primarily influenced by local commissioning 

agreements. 

Discussion: Standardized patient pathways involving alcohol screening and management practices 

are required and sharing best practices will facilitate referrals and support regardless of location. 

Regional innovations included multiagency collaborations, establishing alcohol and FASD champions; 

protected annual training for all maternity staff and promoting FASD awareness initiatives.  

Conclusion: Effective implementation of these evidence-based recommendations requires 

appropriate leadership, commissioning and training strategies. Further research and health 

promotion initiatives are urgently required in the UK to raise awareness, educate and prevent future 

harms.  

-------------------------------------------------------------------------------------------------------------------------------------

    

A1-4: Alcohol, stigma, and pregnancy: Understanding the complexities of 

women’s alcohol use in pregnancy using Canada’s Action Framework for 

Building an Inclusive Health System 

Lindsay Wolfson1,2, Vivian Lyall3, Dr. Nancy Poole1,2, Dr. Deborah Askew3 

1 Centre of Excellence for Women’s Health, Canada                                                                                          
2 Canada Fetal Alcohol Spectrum Disorder Research Network, Canada                                                                      
3 Primary Care Clinic, University of Queensland, Brisbane, Australia 

Background: Women’s rates of alcohol use during pregnancy are expected to increase, despite public 

health efforts to address use and prevent Fetal Alcohol Spectrum Disorder. In this presentation, we 
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will share findings from a systematic review of qualitative studies to explore how multiple levels of 

stigma influence alcohol use in pregnancy and discuss evidence-based strategies to address systemic 

barriers to alcohol reduction in pregnancy.  

Aim of Study: This research aims to advance what is known about the contexts, complexities, and 

challenges women may experience when trying to reduce or abstain from alcohol use during 

pregnancy and offer ideas for how to support women’s health and prevent FASD.  

Methods: A systematic review of qualitative studies involving pregnant and recently postpartum 

women was undertaken to understand what influences alcohol use, reduction, and abstinence during 

pregnancy. Twenty-seven (n = 27) articles were identified through EMBASE, CINAHL, PsycINFO, 

PubMed and Web of Science. Thematic analysis was informed by Canada’s Action Framework for 

Building an Inclusive Health System. 

Results: Themes identified related to women’s alcohol use in pregnancy involved relationships, 

stigma, trauma, and access to information and support. The Action Framework promoted 

consideration of how stigma and related challenges experienced at the individual and interpersonal 

levels are influenced by structural and systemic factors, and can be acted on at multiple levels.  

Conclusion: This research emphasizes the importance of addressing intersecting structural and 

systemic factors and demonstrates the benefit of linking women’s perspectives of barriers to alcohol 

reduction in pregnancy with evidence-informed institutional and population level interventions so 

that avenues for enhanced holistic and integrated support for pregnant women with substance use 

concerns can be described and realized. A14: Lindsay Wolfson: Alcohol, stigma, and pregnancy: 

Understanding the complexities of women’s alcohol use in pregnancy using Canada’s Action 

Framework for Building an Inclusive Health System.  

--------------------------------------------------------------------------------------------------------------------------------------  

A1-5: Promoting research-to-practice on FASD prevention 

Nancy Poole1,2, Lindsay Wolfson1,2, Kelly Harding2,3, Julie Stinson1, Ella Huber1 & Audrey 

McFarlane2 

1 Centre of Excellence for Women’s Health, E209-4500 Oak Street, Vancouver, BC, V6H3N1                               
2 Canada Fetal Alcohol Spectrum Disorder Research Network, PO Box 11364 Wessex PO, Vancouver, 

BC V5R0A4                                                                                                                                                                     
3 Department of Psychology, Laurentian University, 222-935 Ramsey Lake Road, Sudbury, ON P3E6B5 

 

Objectives: The aim of this presentation is to share the findings of a 2021 literature search about 

FASD prevention carried out by Canadian researchers, and to illustrate how this evidence is/can be 

shared to promote action on FASD prevention globally.  

Methods: Using EBSCO Host, seven academic databases were searched for articles published in 

English in 2021 related to FASD prevention. The abstracts of these articles were then organized 

according to Canada’s FASD prevention model, that is by the following 6 themes: 1) prevalence and 

influences on women’s drinking; 2) awareness raising; 3) screening and brief intervention with 

women of childbearing years 4) wrapround support reaching pregnant women with alcohol and 
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other health problems 5) postpartum support for new mothers and their children where there has 

been alcohol exposure; and 6) policy, systemic and ethical considerations. Findings were posted 

online in an annotated bibliography, discussed in monthly online meetings attended by pan Canadian 

participants from multiple sectors and used to inform virtual training and other actions to inform 

practice and policy. 

Results: This presentation will describe what was identified in the 2021 literature about prevalence 

and influences on women’s alcohol consumption in pregnancy, as well as application to various levels 

of practice and policy. Secondly, comparison will be made to how the 2021 literature search findings 

compared with the findings from previous years. Finally, how researchers, service providers, decision 

makers, and women’s health advocates discussed the findings in monthly virtual meetings in Canada 

and tailored their work to apply the international literature about FASD prevention will also be 

shared.   

Conclusion: Research and practice on FASD prevention continues to grow, and the annual 

compilation of this literature helps us effectively engage with the key findings. The Four-Part Model 

provides a useful framework for synthesizing the findings and linking and synchronizing the work 

across all levels, so that those who are working at each of the levels can find and apply the most up-

to-date research related to their practice and its context. 

--------------------------------------------------------------------------------------------------------------------------------------  

A1-6: Implementation of alcohol guidelines for pregnant women among UK 

midwives: mixed methods using an online questionnaire and 

group/individual interviews 

Lesley A Smith1, Judith Dyson2, Julie Watson3, Lisa Schölin4 

1. Institute of Clinical and Applied Health Research, Faculty of Health Sciences, University of Hull                      

2. School of Health Sciences, City University London                                                                                               

3. Department of Midwifery, Faculty of Health Sciences, University of Hull                                                          

4. Nursing Studies, School of Health in Social Science, University of Edinburgh 

 

Background: In 2016, the UK Chief Medical Officers (CMOs) revised the alcohol guidelines and 

advised complete abstinence for women if pregnant. Previous guidance for pregnant women 

recommended limiting to 1-2 units alcohol 1-2 times/week. The study aims were to investigate UK 

midwives’ practices regarding the CMO Guidelines for pregnancy, and factors influencing their 

implementation during antenatal appointments. 

Methods: Mixed-methods comprising: 1) self-completed online questionnaire informed by the 

Theoretical Domains Framework (TDF) addressing knowledge, practice behaviours and determinants 

of implementation of the CMO Guidelines at antenatal appointments, and 2) group/individual 

interviews to gain a deeper understanding of midwives’ practices and views about addressing 

alcohol. Barriers to implementation were investigated using multivariable logistic regression; 

qualitative data were analysed thematically. 

Results: Of 842 questionnaire respondents, 58% were aware of the CMO Guidelines of whom 91% 

cited abstinence was recommended; 19% cited recommendations from previous guidelines. 97% of 
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842 midwives always or usually advised women to abstain from alcohol at booking, and 38% at 

subsequent appointments. Adjusted odds ratios (aOR) indicated that the TDF domains: beliefs about 

capabilities (aOR=0.71, 95% CI: 0.57, 0.88), emotion (aOR=0.78; 95%CI: 0.67, 0.90), and professional 

role and identity (aOR=0.69, 95%CI 0.51, 0.95) were strong predictors of always/usually advising 

women to abstain from alcohol at appointments other than booking. The qualitative findings 

contextualised these results. Effective communication skills and knowledge of alcohol-related harm 

during pregnancy were key to midwives’ confidence in providing advice on alcohol. 

Conclusion: Our results suggest that knowledge and skill development, and reinforcement from 

colleagues and the wider maternity system could support midwives’ implementation of alcohol 

guidelines during antenatal appointments. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A1-7: Nurturing Families: Outcomes, Co-design and Implementation for a 

Three Year Pilot of the Parent-Child Assistance Program in Australia 

Martyn Symons, Amy Finlay-Jones, Jennifer Meehan, Ailsa Bowyer, Natalie Raymond, 

Rochelle Watkins 

Telethon Kids Institute, University of Western Australia, Perth Australia; National Drug Research 

Institute and enAble Institute, Faculty of Health Sciences, Curtin University, Perth, Australia; 

Women’s Health & Family Services, Perth, Australia. 

Background: Alcohol and drug exposure during pregnancy can have poor outcomes including FASD. 

The Parent-Child Assistance Program (PCAP) offers women at high-risk three years of outreach case-

management to help them meet their goals by connecting them with existing services. We describe 

the first pilot of the program in Australia (Nurturing Families). 

Aim of the study: (1) To evaluate the effectiveness of a modified PCAP program in Australia for 

reducing alcohol and drug exposed pregnancies and improving client well-being; (2) Co-design 

evaluation which better captures positive outcomes for clients; (3) Examine implementation details 

which may contribute to outcomes.  

Methods: A modified version of the Parent-Child Assistance Program (PCAP) was evaluated using 

repeated measures design with 11 clients who completed between 2-3 years of assistance using the 

PCAP Modified Addiction Severity Index and the Treatment Perception Questionnaire. Co-design 

methods were employed with case-managers, completed clients and government representatives to 

design an updated evaluation to be trialled. The Consolidated Framework for Implementation 

Research was undertaken with case-managers. 

Results: Significant improvements were seen across most aspects of client lives including reduction in 

risk of exposed pregnancies, improved connection to services and children being re-united. Current 

evaluation will be supplemented with qualitative data (e.g. Most Significant Change), self-efficacy, 

and emotional control surveys alongside regular alcohol and drug use and contraceptive questions. 

Implementation was affected by issues such as domestic violence, outreach, and service availability 

but less so by program modifications.  
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Conclusion: Long-term case-manager outreach programs are life-changing for mothers with alcohol 

and drug issues. Program evaluation and implementation are important to consider when running a 

pilot. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A1-8: Knowledge concerning Fetal Alcohol Spectrum Disorders (FASD) in the 

University of Reunion Island (France) 

Ezira Rabe1, Laëtitia Sennsfelder1,2, Meïssa Nekaa3, Maïté Bagard3, Karine Josse3, Stéphanie 

Sotaca3, Miléna Portelette4, Michel Spodenkiewicz4,5, Bérénice Doray1,2,3,5,6 

1- Service de Génétique – CHU La Réunion, France                                                                                                 

2- Laboratoire EPI - Université de La Réunion – CHU La Réunion, France                                                           

3- Centre Ressources TSAF Fondation Père Favron – CHU La Réunion, France                                                            

4- Pôle de Santé Mentale, CHU Réunion, Saint-Pierre, La Réunion, France                                                                  

5- CIC 1410 – CHU La Réunion, France                                                                                                                                 

6- Centre de Référence Anomalies du Développement et Syndromes Malformatifs Sud-Ouest 

Occitanie Réunion, Site Constitutif de La Réunion, France 

                    

Background - Aim of the study: FASD represent a major public health problem.  An efficient general 

public information needs to evaluate the knowledge and practices of the population. The purpose of 

our study was to identify current knowledge among a well-targeted population, namely staff and 

students of the University of Reunion Island. 

Patients and Methods: An anonymous questionnaire was distributed in February 2022. The answers 

of 432 participants, mostly women (86%) and students (87%) were collected and analyzed. 

Results and discussion: Both malformative and cognitive consequences were clearly identified by the 

majority of participants who also knew the acronym FAS (84%) and its meaning. 87% knew that all 

periods of pregnancy are at risk: nevertheless, 11% of them considered the 1st trimester as a critical 

period, which can be falsely reassuring while later consumption is extremely neurotoxic. While 

alcohol is the most teratogenic and toxic product for the future child, 1/3 of respondents still 

considered that heroin and cocaine are more dangerous. 

Interestingly, 74% of the respondents were informed of the risks of male alcohol consumption. 

The primary prevention remains difficult:  the « zero alcohol » pictogram is not well known: 17% of 

people did not notice it probably because it is not very visible as indicated by 85% of respondents 

(which constitutes a real health policy issue in France). 57% of the respondents have not been 

informed of the risks of alcohol consumption by their health professionals and information was 

preferentially obtained  by media, social networks and school, which highlights the important role of 

our University.  

Conclusion: This is the first survey about knowledge and practice on FASD in a French University. The 

results will be widely disseminated within the University, in order to generate new information 

campaigns, and possibly transdisciplinary research. 

-------------------------------------------------------------------------------------------------------------------------------------- 
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Parallel session A2: Biomarkers – Biochemistry - Pathology 

A2-1: In utero alcohol exposure alters foetal brain angiogenesis and impairs 

the vessel-associated migration of cortical interneurons: a translational study 

Cécile Léger,1 Florent Marguet,1,2 Nicolas Dupré,1 Maryline Lecointre,1 Pascale Marcorelle,3 
Stéphane Marret,1,2 Annie Laquerrière,1,2 Bruno J Gonzalez1 

 
1Rouen University, Inserm U1245, 76183, Rouen, France 
2Rouen University Hospital, Inserm U1245, 76183, Rouen, France 
3Department of Pathology, Morvan Hospital, Brest, France 

                                                                                                                                                         
Background: Increasing evidence indicates that prenatal alcohol exposure (PAE) affects brain 

angiogenesis in animal models and humans. Furthermore, several research groups reported that 

GABAergic interneurons require microvessels to migrate from ganglionic eminences to the 

neocortex. Finally, we recently showed that neonatal microvessels express NMDA receptors, a 

molecular target of alcohol. 

Aim of the study: i) to characterize the contribution of the endothelial NMDA receptor on the vessel-

associated migration of GABAergic interneurons, and ii) to determine if PAE induces a neurovascular 

dysfunction leading to GABAergic heterotopia. 

Methods: In mice, effects of alcohol on endothelial cells were addressed by dynamic approaches on 

cultured brain slices. Involvement of the endothelial NMDA receptor was investigated using 

pharmacological blockers and Grin1Flox/VeCadCre mice. The positioning of GABAergic interneurons 

was studied by histochemistry in mice and human FASD cortices. 

Results: Interneurons arising from the pial migratory route invade the neocortex along radial 

microvessels. PAE markedly impairs the radial organization of microvessels. Acute alcohol exposure 

inhibits endothelial MMP9 activity whereas chronic exposure exacerbates it. PAE alters the 

glutamate-induced migration of GABAergic interneurons along microvessels and results in a 

mispositioning of migrating neurons in layer IV. Endothelial invalidation of the NMDA receptor results 

in a strong depopulation of interneurons in cortical layers II and III. A similar mispositioning is 

observed in human cortices from FASD fetuses. 

Conclusion: The present study provides developmental, functional and mechanistic evidence that 

PAE impairs the vessel-associated migration of GABAergic interneurons arising from the pial 

migratory route. Data support that the mispositioning of GABAergic interneurons previously 

described in FASD infants may result, at least in part, from an alcohol-induced endothelial 

dysfunction. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A2-2: Poor birth outcomes and perinatal alcohol exposure: Findings from an 

observational study using phosphatidylethanol.    

A. Capasso1, A. Marianian2, A. Belskikh2, A. Atalyan2, D. Markova2, M. M. Zolotareva2, A. 

N. Kalkova2, N. Y. Rezvina3, L. A. Brown4, T. W. Gauthier4, R. J. DiClemente1 

1 New York University, NYU School of Global Public Health, New York, NY 10003, USA                                   

2 Scientific Center of Family Health and Human Reproduction, Irkutsk 664003, Russia                                
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3 U.S. Centers for Disease Control and Prevention, Atlanta GA, 30329, USA                                                          

4 Children’s Healthcare of Atlanta, Emory University School of Medicine, Atlanta, GA 30322, USA 

  

Background: Despite the established teratogenic effects of prenatal alcohol exposure, many women 

drink during pregnancy. Because of underreporting, objective alcohol use measures are needed to 

understand the true prevalence of the problem. Phosphatidylethanol (PEth), an alcohol metabolite 

with high sensitivity and specificity, is a promising biomarker.  

Aim of the study: This study examined PEth levels among recent mothers in Irkutsk, Russia, (N=315) 

and the association of PEth levels with birth outcomes. 

Methods: Between December 2019 and February 2020, trained medical staff interviewed women 

who had delivered at the Regional Maternity Hospital in Irkutsk, a tertiary care maternity hospital, to 

ask about substance use patterns. Blood samples were collected within 2 hours of birth and assayed 

for PEth. Birth outcomes were extracted from medical record review. 

Results: Alcohol use was reported by 55% of women before conception, 25% during pregnancy, and 

5% in the last trimester; 38% of the sample (n=121) had PEth levels ≥8 ng/mL, indicating recent 

consumption of alcohol use in the third trimester. PEth levels among newborns who experienced 

intrauterine growth restriction (IUGR) were significantly higher than those who did not (mean 

PEthIUGR=254 ng/mL, SD=557 ng/mL vs. mean PEthnon IUGR=32 ng/mL, SD = 90 ng/mL, p=0.001). 

The same pattern was observed for infants born with low birth weight (LBW) (mean PEthLBW=140 

ng/mL, SD=500 ng/mL vs. mean PEthnon LBW=32 ng/mL, SD=91 ng/mL, p=0.016). There were no 

significant differences in PEth levels by prematurity status or neonatal intensive care unit admission. 

Conclusion: Findings confirm the utility of PEth as a marker for detecting in utero alcohol exposure. 

PEth is a promising biomarker during pregnancy to identify alcohol use, provide appropriate 

counseling, develop strategies to mitigate in utero alcohol exposure, and to roll-out early 

intervention programs for alcohol-exposed infants.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A2-3: Prenatal alcohol exposure impairs mouse somatosensory cortex 

development by delaying projection neurons migration 

Laura Van Hees, Julie Stoufflet, Anais Boutsen, Sophie Laguesse & Laurent Nguyen  

GIGA-Stem Cells, GIGA-Neurosciences, University of Liège, C.H.U. Sart Tilman, Liège, Belgium. 

 

Background: Prenatal alcohol exposure (PAE) is known to damage the fetal brain and lead to life-long 

cognitive and behavioral dysfunctions. Despite prevention campaigns discouraging alcohol drinking 

during pregnancy, the prevalence of FASD has not decreased over the past years. PAE is a major 

public health problem and understanding the precise pathophysiology of FASD is crucially needed in 

order to develop new pharmacological strategies. Studies have shown that alcohol interferes with 

the cerebral cortex development in a variety of ways, including defects in neurogenesis, neuron 

survival and neurotransmission. However, the mechanisms underlying alcohol’s actions on cerebral 

cortex development are still poorly understood.  
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Methods: In this study, we use a mouse model of FASD, in which mice voluntarily drink high amounts 

of alcohol throughout pregnancy. Importantly, this model avoids potential bias resulting from 

stressful alcohol administration procedures (gavage or injection). We showed that in this model mice 

reach blood alcohol concentration level comparable to those reported in binge-drinking human. In 

order to investigate the alcohol-induced defects in corticogenesis, we analyzed the different steps of 

embryonic cortex development and focused on glutamatergic projection neurons.  

Results: We observed that PAE leads to a delay in upper layers neuron migration. By using time-lapse 

imaging in organotypic slices, we demonstrated that PAE induces a defect in the multipolar-bipolar 

transition as well as in the locomotion step of neuronal migration. We observed further postnatal 

defects such as abnormal morphology of upper-layer neurons, reduced callosal projections, and 

impaired tactile sensitivity. Furthermore, single-cell RNA-seq analysis identified several mRNA 

differentially expressed in the sensory cortex of PAE and water control embryos. We are currently 

working on identifying the specific signaling pathways responsible for the alcohol-induced migration 

defects and behavioral impairments.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A2-4: Epigallocatechin gallate ameliorates the adverse effects produced by 

acute and chronic patterns of prenatal alcohol exposure on 

neurodevelopment 

Vicente Andreu-Fernández1,2,3, Mariona Serra-Delgado3,5, Laura Almeida-Toledano3,5, 

Elisabet Navarro-Tapia1,2,3, Alba Galiana1,3, María Dolores Gómez-Roig3,5, Oscar Garcia-

Algar1,3,4 

1 Grup de Recerca Infancia i Entorn (GRIE), Institut d’investigacions Biomèdiques August Pi i Sunyer 

(IDIBAPS), 08036 Barcelona, Spain                                                                                                                              

2 Faculty of Health, Valencian International University (VIU), 46002 Valencia, Spain                                               

3 Red Salut Materno-Infantil y del Desarrollo (SAMID), Programa RETICS, Instituto Carlos III (ISCIIII), 

Madrid (Spain)                                                                                                                                                              

4 Department of Neonatology, Hospital Clínic-Maternitat, ICGON, IDIBAPS, BCNatal, 08028 

Barcelona, Spain                                                                                                                                                        

5 Institut de Recerca Sant Joan de Déu, 08950 Esplugues de Llobregat, Spain.  

 

Background: Fetal Alcohol Spectrum Disorders are characterized by central nervous system 

abnormalities. However, the dose and frequency of prenatal alcohol exposure (PAE) to produce 

these deleterious effects are still under study. Moreover, there is no treatment to improve the 

harmful effects produced by PAE. 

Aim of the study: To analyze neuronal biomarkers in mice prenatally exposed to alcohol according to 

two human-like drinking patterns. Potential biomarkers for early diagnosis will be also evaluated in 

lymphocytes of FASD patients. We will study the effect of the antioxidant epigallocatechin-3-gallate 

(EGCG) treatment on these neuronal biomarkers in mice and FASD patients. 

Methods: 5 intervention groups in FASD-like mouse model including controls, only EtOH and 

EtOH+EGCG for Binge and Mediterranean human-like patterns. Samples of whole brain and 

cerebellum in mice and lymphocytes in human were analyzed by Western blot, qPCR and Luminex 



 

55 
 

methodologies to evaluate biomarkers of neuronal development, apoptosis, oxidative stress, 

angiogenesis and inflammation. 

Results: Each pattern of prenatal alcohol consumption produced differential alterations in whole 

brain and cerebellum during development, affecting to NeuN/Duoblecortin relation as well as the 

expression of Nrf2, GFAP, S100B, Dyrk1A and Hif1α. Some of these alterations were found in human 

samples. The treatment of EGCG postnatally partially restored neuronal physiological levels of these 

biomarkers. 

Conclusion: Our findings indicate that Binge and Mediterranean patterns of alcohol consumption 

produce different deleterious effects on brain development in FASD-like mice offspring. Some of 

these alterations were found in FAS patients, which could be used as early diagnosis biomarkers of 

FASD. Finally, a continuous treatment with EGCG partially restores the physiological levels of these 

biomarkers, so that this antioxidant could be a potential pharmacological tool for the cognitive 

impairment of FASD patients. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A2-5: The international prevalence of prenatal alcohol exposure obtained via 

meconium biomarkers: A systematic literature review 

Orlagh Keatingb, Dr Renate Kuenssbergb, Sarah Driscolla,b, Dr Suzanne O’Rourkea 

a Clinical and Health Psychology Department, University of Edinburgh, UK                                                                 

b NHS Fife Psychology Department, Lynebank Hospital, Dunfermline, UK 

(presented by Dr Orlagh Keating, Dr Suzanne O’Rourke, and Dr Ruth Harriet Brown) 

 

Background: The exposure of the developing foetus to alcohol, an established teratogen, is an 

increasing global public health concern. However, ascertaining its true extent remains challenging as 

maternal self-reports may lack validity. Increasingly, interest has turned to more objective measures 

of prenatal alcohol exposure (PAE) of which, meconium, is recognised as a valuable tool. 

Aim: This review assesses the international prevalence of PAE obtained using meconium biomarkers 

in general maternity populations. 

Methods and Procedures: A comprehensive search of the literature for studies reporting the 

prevalence of prenatal alcohol exposure as determined by meconium biomarker testing was 

conducted using multiple electronic databases from 1990 to February 2021. Twelve studies were 

identified for inclusion and evaluated for methodological quality. 

Outcomes and Results: The prevalence of PAE as measured using fatty acid ethyl esters (FAEE) 

meconium biomarkers varied widely from 2.4% to 44%. Rates based on ethyl glucuronide (EtG) 

analysis ranged from 2.9% to 15%, and ethyl sulphate (EtS) analysis from 7.8% to 16.7%. Studies were 

of moderate quality with high heterogeneity. Prevalence rates based on self-report data ranged from 

0.5% to 37%. 

Conclusions and Implications: Meconium is a promising objective tool for the detection of PAE; 

however, further research is warranted to develop stringent guidance on the ascertainment, storage, 

analysis, and reporting required in this field.  The ethical implications of meconium screening require 

further consideration. 
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-------------------------------------------------------------------------------------------------------------------------------------- 

A2-6: Prenatal alcohol interacts with primary cilia to mediate susceptibility in 

male and female mice 

Karen E. Boschen1, Eric W. Fish1, Melina C. Steensen1, Austin Hepperla2, 3, Jeremy M. Simon2, 

3, 4, Scott E. Parnell1,5 

1Bowles Center for Alcohol Studies, University of North Carolina, Chapel Hill, NC, USA 
2Carolina Institute for Developmental Disabilities, University of North Carolina, Chapel Hill, NC, USA 
3UNC Neuroscience Center, University of North Carolina, Chapel Hill, NC, USA 
4Department of Genetics, University of North Carolina, Chapel Hill, NC, USA 
5Department of Cell Biology and Physiology, University of North Carolina, Chapel Hill, NC, USA 

                                                                                                                                              
Background: Some of the craniofacial and central nervous system features of FASD share phenotypic 
overlaps with certain genetic ciliopathies. These disorders are caused by disruptions in primary cilia, 
organelles critical for development and morphogenic signaling.  
 
Aim: The goals of this study are to 1) determine whether prenatal alcohol exposure alters cilia genes 
or morphogenic signaling in embryonic tissue and 2) use multiple lines of transgenic mice with 
mutations in cilia-related genes to probe alcohol-cilia interactions.  
 
Methods: C57BL/6J or Efcab7 (Smo trafficking), Htt (ciliogenesis, intracellular signaling), or Kif3a 
(intraflagellar protein transport) mutant mice were used. Prenatal alcohol exposure (PAE) was 
administered during either gastrulation or neurulation (embryonic days [E] 7 or 9). 
 
Results: PAE during neurulation inhibited the Sonic hedgehog (Shh) pathway, which requires normal 
cilia function for signal transduction. Gene expression related to ciliogenesis, ciliary tubulin stability, 
and intraflagellar trafficking was altered by PAE in regions of the embryo that develop into the face 
and brain. After gastrulation-stage PAE, male mice with full Efcab7 knockout (KO) have more eye 
defects compared to controls; wild-type (WT) male mice did not show this effect. In females, both WT 
and KO PAE-treated mice had more eye defects, but the defects were more severe in the KO group. 
Htt heterozygosity (Het) caused sex-specific effects: while PAE increased the defect incidence in WT 
but not Het males, the opposite pattern was observed in females. PAE increased the rate of severe 
defects in Het but not WT females. PAE-treated female Het Kif3a mice had a higher rate and more 
severe eye defects vs. controls. 
 
Conclusion: Our data support that prenatal alcohol interacts with primary cilia to induce craniofacial 
abnormalities and that alcohol interacts with genotype in a sex-specific pattern to alter susceptibility. 
Support: NIAAA R01AA026068 (SEP), K99AA028273 (KEB). 
 
-------------------------------------------------------------------------------------------------------------------------------------- 
 

A2-7: Aminopeptidases as biomarkers? Development of a Potential Diagnostic 
Method to Identify Prenatal Alcohol Exposure (PAE) 

Media Zanganeh1, Paul Gard1, Nigel Brissett1, Raja Mukherjee2 

1. University of Brighton, School of Applied Sciences, Brighton, United Kingdom 
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2. Surrey and Borders Partnership -  NHS Foundation Trust, Surrey, United Kingdom 

Background: Foetal Alcohol Spectrum Disorders (FASD) diagnosis without maternal confirmation has 
led to difficulties in accurate diagnosis for healthcare professionals. A potential biomarker that can be 
rapidly obtained, cost-effective and non-invasive can be a steppingstone in identification of PAE in all 
stages of life. 

Aim of the study: (1)To investigate if Insulin-Regulated Aminopeptidase (IRAP) can be identified in 
human urine. (2)To investigate the effects of confounding factors on urinary IRAP. (3)To investigate 
differences in IRAP activity in the brain, heart, kidney and uteri of PAE and control mice. (4)To 
investigate IRAP localisation in these organs. 

Methods: Urine was collected from males, females, pregnant females and children. Enzyme assays 
were performed and the rate of IRAP activity was measured. Enzyme assays were performed to detect 
cytosolic IRAP activity in mice brains, hearts, kidneys and uteri. IRAP was localised in these organs using 
a confocal microscope. 

Results: (1)Urinary IRAP has been identified in human urine. (2)IRAP activity is significantly higher in 
females than males and pregnant females. Contraceptives and hormonal changes throughout the 
menstrual cycle cause variations in urinary IRAP activity in females. IRAP activity is significantly higher 
in children than in adult males, but not in adult females. (3)Male mice demonstrated significantly 
higher IRAP activity than the females at higher substrate concentrations. IRAP activity in the mouse 
uteri is significantly higher in the PAE group than the control group. (4)IRAP is localised inside the 
cellular structure and membrane-bound. 

Conclusion: The confirmation of the presence of IRAP in the urine can lead to its possible role as a 
biomarker, considering its potential involvement in regulating learning and cognition, memory 
consolidation and emotional processing. This can lead to early intervention, alleviate societal cost and 
help individuals with PAE be included and not isolated in society.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A2-8: Biomarkers in naturally shed baby teeth document history of prenatal 

alcohol exposure 

Annika Montag1 and Christine Austin2  

1Department of Pediatrics, University of California San Diego, La Jolla, California, USA                         
2Department of Environmental Medicine and Public Health, Icahn School of Medicine at Mount Sinai, 

New York, New York, USA 

 

Background: Alcohol-exposed pregnancies result in a range of persistent cognitive and motor 

function deficits termed Fetal Alcohol Spectrum Disorders (FASD). Accurate diagnosis is crucial to 

obtaining effective, timely treatment and support, and avoiding negative secondary outcomes. When 

facial and growth components are not present, documentation of prenatal alcohol exposure is often 

required for diagnosis. However, when children are adopted or in foster care, maternal self-report 

may be unavailable. We need non-invasive, sensitive, readily accessible biomarkers that accurately 

reflect prenatal exposure that occurred many years ago. Tooth development begins in the fetus in 
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late first trimester to early second trimester. Circulating chemicals are deposited in tree-like growth 

rings.   

Aim of the study: Our aim was to determine whether biomarkers in naturally shed baby teeth can 

identify prenatal alcohol exposure. 

Methods: We recruited parents/guardians of 6–12-year-old children with and without a diagnosis of 

FASD, and the child, through FASD United, clinical and research colleagues, and the UCSD/ Rady 

children’s Hospital FASD Registry. Samples (baby teeth) were micro-dissected and analyzed by liquid 

chromatography tandem mass spectrometry for direct biomarkers, ethyl glucuronide (EtG) and ethyl 

sulfate (EtS), and on a time-of-flight mass spectrometer with liquid chromatography in reverse phase 

and HILIC conditions for indirect biomarkers.  

Results: EtG and EtS were detected in the prenatal dentine of a tooth from a child diagnosed with 

FASD but not from a control tooth. Indirect biomarkers indicate a dysregulation of amino acids and 

an increase in cholesterol sulfate in the FASD tooth but not the control tooth.  

Conclusion: For the first time, biomarkers of fetal prenatal alcohol exposure were documented in 

naturally shed teeth from children 6-12 years old. Novel biomarkers may be helpful in obtaining a 

diagnosis of FASD where it may not otherwise be possible.  

 

    

-------------------------------------------------------------------------------------------------------------------------------------- 

Parallel session A3: Diagnosis – Clinical Management and Care 

A3-1: Towards Computer Vision Assisted FAS Facial Phenotype Diagnosis 

Bernhard Egger1, Felix Atuhaire2, Leana Olivier3, Tinashe Mutsvangwa4 
  
1 Friedrich-Alexander-Universität Erlangen-Nürnberg, Germany 
2 Mbarara University of Science & Technology, Uganda 
3 Foundation for Alcohol Related Research, South Africa 
4 University of Cape Town, South Africa 
 
Background: The FAS facial phenotype is an important discriminating component for diagnosis along 
with the presence of central nervous system impairments and evidence of growth abnormalities [1]. 
The current state of the art in analyzing the facial phenotype relies on three-dimensional (3D) facial 
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image data of subjects obtained from surface scanning devices [2,3]. However, acquiring such data is 
prohibitively expensive in resource-limited settings given the expensive cost of 3D imaging tools. 
 
Computer vision algorithms for 3D reconstruction of faces from 2D images are reaching accuracies 
that enable downstream applications [4]. The state of the art methods are now able to attain a 
reconstruction accuracy of close to 1 mm [5,6]. The key technology involved is 3D statistical 
modeling, namely 3D Morphable Models for faces that are based on prior knowledge of face shape 
and appearance [7]. The combination of face imaging through mobile devices such as smartphones 
or tablets with accurate 3D from 2D face reconstruction and analysis algorithms may enhance efforts 
for large scale screening of FAS in low resource settings.   
 
Aim of study: In this project we aim to build a software tool to enable FAS facial phenotype 
characterisation and automated FAS diagnosis based on 2D photographs. Once the tool is validated, 
we will aim to integrate it into a smartphone application for use by non-specialized clinicians for FAS 
screening. 
 
Methods: We aim to train an algorithm on a dataset of healthy children and children with an FAS 
diagnosis and evaluate how precisely we can estimate the FAS facial phenotype based on 2D 
photographs. 
 
Results: Our preliminary results suggest that the 3D reconstruction pipeline leads to satisfying 
accuracy in regions relevant for quantitative FAS facial phenotype characterisation. 
 
Conclusion: We expect the proposed tool to be highly applicable in a resource-limited setting and 
provide an impactful image-based adjunct for enabling efficient FAS screening. 
 
[1] Astley, S. J., & Clarren, S. K. (1995). A fetal alcohol syndrome screening tool. Alcoholism: Clinical and 
experimental research, 19(6), 1565-1571. 
[2] Blanck-Lubarsch, M., Dirksen, D., Feldmann, R., Bormann, E., & Hohoff, A. (2021). Simplifying Diagnosis of 
Fetal Alcohol Syndrome Using Machine Learning Methods. Frontiers in Pediatrics, 9. 
[3] Fu, Z., Jiao, J., Suttie, M., & Noble, J. A. (2021). Facial Anatomical Landmark Detection using Regularized 
Transfer Learning with Application to Fetal Alcohol Syndrome Recognition. IEEE Journal of Biomedical and Health 
Informatics. 
[4] Egger, B., Smith, W. A., Tewari, A., Wuhrer, S., Zollhoefer, M., Beeler, T., ... & Vetter, T. (2020). 3d morphable 
face models—past, present, and future. ACM Transactions on Graphics (TOG), 39(5), 1-38. 
[5] Sanyal, S., Bolkart, T., Feng, H., & Black, M. J. (2019). Learning to regress 3D face shape and expression from 
an image without 3D supervision. In Proceedings of the IEEE/CVF Conference on Computer Vision and Pattern 
Recognition (pp. 7763-7772). 
[6] Feng, Y., Feng, H., Black, M. J., & Bolkart, T. (2021). Learning an animatable detailed 3D face model from in-
the-wild images. ACM Transactions on Graphics (TOG), 40(4), 1-13. 
[7] Blanz, V., & Vetter, T. (1999, July). A morphable model for the synthesis of 3D faces. In Proceedings of the 
26th annual conference on Computer graphics and interactive techniques (pp. 187-194). 
 

-------------------------------------------------------------------------------------------------------------------------------------- 
 

A3-2: Evaluating the difference in neuropsychological profiles of individuals 

with FASD based on the number of sentinel facial features: A service 

evaluation of the FASD UK national clinic database. 

Bethany M. Webster¹, Alexandra C. S. Carlisle¹, Alexandra C. Livesey¹, Penny A. Cook², Lucy R 

Deeprose¹, Raja A. S. Mukherjee¹. 
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1: Fetal Alcohol Spectrum Disorders (FASD) Specialist Clinic, Gatton Place, St Matthews Rd, Redhill, 

England, RH1 1TA.                                                                                                                                                    

2: Department of Health and Social Science: University of Salford, Allerton Building, Salford, England. 

 

Background: It might be implied that those with FASD with fewer sentinel facial features have a 

“milder” neuropsychological presentation, or present with fewer impairments than those with more 

sentinel facial features.  

Aim of the study: To compare the neuropsychological profile of people with FASD with varying 

numbers of sentinel facial features. 

Method: A clinical sample of 150 individuals with FASD, aged between 6 and 37 years, completed a 

variety of standardised assessments as part of their diagnostic profiling. These included the 

documented level of risk of prenatal alcohol exposure (4-Digit Diagnostic Code), sensory needs (Short 

Sensory Profile), cognition (WISC-IV; WAIS-IV), and communication and socialisation adaptive 

behaviours (Vineland-II). The comorbid diagnostic outcomes of ASD and ADHD were also reviewed. 

Forty-two individuals (29 male, 13 female) were included in the ‘FASD with 2 or more sentinel facial 

features’ group, while the other 108 (50 male, 58 female) were in the ‘FASD with 1 or fewer sentinel 

facial features’ group. The profiles of the two groups were compared using Chi² tests, independent 

sample t-tests, and Mann-Whitney U analyses (where appropriate). 

Results: There were no significant differences between the ‘FASD with 2 or more sentinel facial 

features’ and ‘FASD with 1 or fewer sentinel facial features’ groups across any measure included in 

this service evaluation.  

Conclusion: Whilst sentinel facial features remain an important aspect in recognising FASD, our study 

indicates that there is no significant relationship between the number of sentinel facial features and 

the neuropsychological profile of people with FASD.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A3-3: Is there a place for brain MRI? A combination of neuroanatomical 

features to support diagnosis in Fetal Alcohol Spectrum Disorders. 

Justine Fraizea,b, Pauline Garzónc, Alexandra Ntorkoud, Eliot Kerdreuxa,b, Odile Boespflug-
Tanguye, Anita Beggiatof, Richard Delormef, Lucie Hertz-Panniera,b, Monique Elmaleh-
Bergesb,d, David Germanauda,b,c,g 

  

a UNIACT, Institut Joliot, NeuroSpin, CEA Saclay, Paris, France 
b InDev, UMR1141 NeuroDiderot, Inserm, Université Paris Cité, France 
c Centre de Référence Déficiences Intellectuelles de Causes Rares, filière DéfiScience, Hôpital Robert-
Debré, AP-HP, Paris 
d Service d’Imagerie Pédiatrique, Centre d’excellence INOVAND, Hôpital Robert-Debré, AP-HP, Paris, 
France 
e NeuroDev, UMR1141 NeuroDiderot, Inserm, Université de Paris, France 
f Service de Psychiatrie de l'enfant et de l'adolescent, Centre d’excellence INOVAND, Hôpital Robert 
Debré, AP-HP, Paris, France 
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g Unité de génétique clinique, Centre d’excellence INOVAND, Hôpital Robert Debré, AP-HP, Paris, 
France 

 

Background: Without the specific pattern of Fetal Alcohol Syndrome (FAS), the diagnosis of Non-
Syndromic Fetal Alcohol Spectrum Disorder (NS-FASD) remains probabilistic, insufficiently made 
despite high prevalence. Considering neuroanatomical impairment could help clinicians, but features 
to consider in the diagnosis remain underspecified and maybe undervalued. 

Aim of the study: We aimed to characterize recurrent anomalies on brain MRI whose combination 
could be of diagnostic value. 

Methods: We retrospectively (2014-2020) collected monocentric data from 52 FAS and 37 NS-FASD 
subjects (6-20 years) and paired 94 controls. On T1-weighted brain MRI, we measured a reference 
brain area (brain size), corpus callosum length and thicknesses, and vermis height. For each 
parameter, we established variations with age (growth curves) and brain size (scaling curves) in 
controls, then identified FASD with abnormal measurements (<10thp). Additionally, we proposed a 
five-point Likert scale to evaluate vermis foliation.                                                                                    
Results: For brain size and other parameters except genu and body thickness, there was an excess of 
FAS with abnormally small measurements for age. This excess remained significant (p<.007) for brain 
size only for isthmus thickness and vermis height. The vermis foliation was ranked pathological (4-5) 
for 11 FAS and 5 NS-FASD, but for no control. Overall, 20 FAS and 10 NS-FASD but only 2 controls 
showed 2 FAS-recurrent abnormalities, and 10 FAS showed 3 but no control. Based on the number of 
anomalies present, a higher likelihood for a causal link with prenatal alcohol exposure could be 
proposed for 5 NS-FASD (14%). 

Conclusion: Our results suggest considering a combination of neuroanatomical features (brain size 
deficit, callosal and vermian anomaly), precise but easily assessed on routine MRI as a distinct FASD 
diagnostic criterion integrated into the actual guidelines to provide an additional argument for the 
causality of prenatal exposure, particularly in the absence of FAS. 

-------------------------------------------------------------------------------------------------------------------------------------- 
 

A3-4: IQ in children with Fetal Alcohol Spectrum Disorders (FASD) assessed at 
the Norwegian resource center for children with prenatal alcohol and/or drug 
exposure.  

Gro CC Løhaugen1, PhD, clinical neuropsychologist; Thorsten Gerstner1,2, MD, PhD; Anne 
Cecilie Tveiten1, PhD student, special educator; Jon Skranes1,2, MD, Professor dr med. 

1Regional Competence Center for children with prenatal alcohol/drug exposure, Dept. of Pediatrics, 
Sørlandet Hospital, Arendal, Norway                                                                                                                 
2Dept. of clinical and molecular medicine, Faculty of Medicine and Health Siences, Norwegian 
University of Science and Technology, Trondheim, Norway  

   

Background: Children/adolescents with FASD are at increased risk of low IQ than non-exposed. This 
is the first study describing cognitive function and IQ profile in children assessed for FASD using the 
4-digit code, in Norway.  

Aim of the study: To present cognitive function in children formally assessed for FASD in Norway and 
compare across the 4-digit code FASD subgroups: Neurobehavioral disorder/Alcohol exposed 
(NBA/AE), Static encephalopathy/Alcohol exposed (SE/AE) and Partial Fetal Alcohol 
syndrome/Alcohol exposed/Fetal Alcohol Syndrome (pFAS/FAS).  
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Methods: 125 children/adolescents (77 males, 48 females) with mean age 10 years (1-20y) referred 
to the Regional Resource Center in the South-Eastern Health Region with confirmed prenatal alcohol 
exposure only (63%), or prenatal alcohol exposure combined with illegal drugs (37%), were included. 
Most lived in foster homes (67%). We performed standardized IQ tests appropriate for age: WPPSI-
III/IV, WISC-IV/V, WAIS-IV or WNV. Socioeconomic status (SES) was categorized by the Hollingshead’s 
Two Factor index of Social Position.  

Results:  NBA/AE had significantly higher birth weight, length and head circumference than 
pFAS/FAS.  No significant differences in birth data or SES emerged between NBA/AE and SE/AE or 
SE/AE and pFAS/FAS. There were no differences in birth variables/SES between those exposed to 
prenatal alcohol only or alcohol in combination with illegal drugs. 4-digit code evaluation: NBA/AE 
n=62 (50%); SE/AE n=36 (29%); pFAS/FAS n=27 (21%). The NBA/AE scored significantly better than 
SE/AE on verbal, performance and full IQ and better than pFAS/FAS on all indices apart from 
processing speed. SE/AE scored better than pFAS/FAS on the Working memory index.  

Conclusion: Norwegian children with FASD score lower compared to norms on standardized IQ-tests 
with mean IQ more than 1 sd from norms (mean full IQ 83, sd12). The NBA/AE group obtained better 
IQ scores than the SE/AE (verbal, performance and full IQ) and pFAS/FAS groups (all indices). The 
SE/AE group obtained better scores on the Working memory index than children with pFAS/FAS 
(p=0.033).    

-------------------------------------------------------------------------------------------------------------------------------------- 

 

A3-5: Cerebellar gradient of volume reduction in Fetal Alcohol Syndrome: 

toward a neuroanatomical marker?  

Justine Fraize 1,2, Clara Fischer 3, Monique Elmaleh-Bergès 4, Eliot Kerdreux 1,2, Charlotte 
Pinabiaux 5, Anita Beggiato 6, Alexandra Ntorkou 4, Dahif Bekha 1,2, Odile Boespflug-Tanguy 7, 
Richard Delorme 6, Lucie Hertz-Pannier 1,2, David Germanaud 1,2,8 

1 InDev Team 'Imaging Neurodevelopmental Phenotypes', Inserm UMR1141 NeuroDiderot, University 
of Paris, Paris, France 
2 UNIACT, Joliot Institute, NeuroSpin, CEA Paris-Saclay, Gif sur Yvette, France  
3 UNATI, Joliot Institute, NeuroSpin, CEA Paris-Saclay, Gif sur Yvette, France  
4 Department of Pediatric Radiology, Robert-Debré Hospital, AP-HP, Paris, France 
5 Department of Psychology, DysCo Lab, University of Paris-Nanterre, Nanterre, France 
6 Department of Child and Adolescent Psychiatry, Robert-Debré Hospital, AP-HP, Paris, France 
7 NeuroDev Team, Inserm UMR1141 NeuroDiderot, University of Paris, Paris, France 
8 Centre de Référence Déficiences Intellectuelles de Causes Rares, filière DéfiScience, InovAND, Robert-
Debré Hospital, AP-HP, Paris, France 

Background: In Fetal Alcohol Spectrum Disorders (FASD), patients with Fetal Alcohol Syndrome (FAS) 
or without specific diagnostic features, non-syndromic FASD (NS-FASD) show global brain growth 
insufficiency. However, some regions were proposed to be more severely reduced, especially the 
cerebellum. 

Aim of the study: Taking changes in proportions with size (allometric scaling) into account, we 
sought to specify the cerebellar and intracerebellar damage in paediatric FASD. 

Methods: We applied an original pipeline of cerebellar segmentation (CERES combined with SUIT to 
add the vermis) on 1.5T 3DT1 brain MRI of 89 monocentric population of FASD (52 FAS, 37 NS-FASD) 
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and 126 controls (6-20 years old), providing 8 sub-volumes. After covariate correction (age, sex, and 
site), the scaling relationship (Vi=bVta) between these sub-volumes (Vi) and the total brain or 
cerebellum volume (Vt) enabled us to compared FAS to controls (α-risk=0.05). 

Results: The cerebellum volume presented negative allometric scaling (a=0.38<<1) in controls, but 
proportional one (a=0.91 1) in FAS. Five sub-volumes (anterior and posterior hemispheres, whole, 
anterior, and inferior vermis) showed different intra-cerebellum scaling in FAS than controls. The 
mean difference between observed sub-volumes in FAS and expected ones according to the scaling 
law fitted in controls, revealed an anterior-inferior-posterior gradient of severity of volume reduction 
for the hemispheres (positive-null-negative respectively) and for the vermis (decreasingly negative). 
For the same five sub-volumes, there were a significant excess of patients with too-small values 
(<2.5thp of the scaling distribution of controls) in FAS, but also in NS-FASD.  

Conclusion: Our study described whole cerebellum anterior-inferior-posterior gradients of volume 
reduction in FAS. Furthermore, the recurrent abnormalities identified in FAS were also found in NS-
FASD, suggesting a FASD neuroanatomical signature, and paving the way for new markers that could 
improve diagnosis specificity. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A3-6 : An exploration of communication profiles in a clinical sample of people 
with Fetal Alcohol Spectrum Disorder (FASD) seen in the UK National Fetal 
Alcohol Spectrum Disorder Clinic: A service audit comparing and contrasting 
the Clinical Evaluation of Language Fundamentals (CELF) and Children’s 
Communication Checklist (CCC) assessment measures. 

Raja Mukherjee, Alexandra Carlisle, Lucy Deeprose, Alexandra Livesey, Penny Cook 

The UK National Fetal Alcohol Spectrum Disorder Clinic, Surrey, England 

 

Introduction: The assessment of communication is a core aspect of an FASD diagnostic assessment. 
To better understand how different assessment approaches are correlated, an informant report 
measure was compared to a standardised test in individuals with FASD. Despite communication 
being a core part of assessment there remains limited research in this area and no literature has yet 
compared these measures in an FASD population.  

The CELF and the CCC are two commonly used tools for assessing communication and we aim to 
establish whether there is correlation between these methods in individuals with FASD. Although 
theoretically related, social communication and language are seen as distinct areas of assessment 
according to FASD diagnostic guidelines. Whilst the CELF measures the fundamentals of language, 
the CCC can be used to screen for difficulties in either of these domains.  

Methods: We aim to build on a gap in the literature by comparing the CCC and CELF in FASD. We will 
compare these two measures as part of a service evaluation at the UK National FASD clinic. The 
standard scores obtained from the CELF, along with scores from questionnaire measures, are 
inputted into our database with informed consent from the individual. Informed consent to use data 
in research is also obtained. We will include a total of 59 participants, aged 6-16 who have fully 
completed both the CELF and CCC.  
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Results: Data analysis is yet to be carried out, although it is anticipated the results will inform the 
way clinicians use and interpret these measures.  

Conclusion: Conclusions will be confirmed when data analysis is complete, nevertheless we aim to 
establish the most effective way of assessing communication in those with FASD to improve the clinic 
process as well as support other professionals.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A3-7: Canada’s National Database on FASD 

Jocelynn L. Cook, PHD, MBA 1,2,3, Kathy L. Unsworth, MPH, MBA 1, Audrey McFarlane, MBA 1, 

Sterling K. Clarren, MD 1 

1The Canada FASD Research Network, 2The University of Ottawa, 3The Society of Obstetricians and 

Gynaecologists of Canada 

                                                                                                                                                                    
Background: Prenatal alcohol exposure (PAE) is associated with a range of neurodevelopmental and 
behavioural needs which, without standardized mechanisms for identification, can remain 
unaddressed. When needs are not recognized, individuals with PAE can experience challenges, and 
opportunities for interventions to improve outcomes for individuals and families may be missed. 

A standardized data protocol is a powerful tool that can provide accurate and reliable information to 
improve understanding of PAE and its associated impacts. Canada’s National FASD Database was 
initiated in 2010 in collaboration with FASD diagnostic clinics to determine if standardized collection 
was a feasible approach to developing a large clinical dataset. 

Aim: The purpose of the Database Project is to capture information on FASD assessment in Canada, 
including information on the physical and mental health needs, functional challenges, and difficulties 
in daily living. 

Method: The Canada FASD Research network hosted workshops with diagnostic clinics, experts and 
families to identify datafields (N-287) that provided meaningful information. The collection form and 
process was piloted, and clinics enrolled in the project. The research team helped clinics to obtain 
ethics approval and consent for participation as appropriate. 

Results: Presently, there are ~4000 records from 29 clinics across 8 Canadian provinces/territories. 
Participating clinics receive individual reports on their data and a newsletter twice/year, and are 
members of a virtual TEAM that shares information and updates. 

Conclusion: The Database has resulted in published manuscripts (N=8), and is used to further our 
understanding about the complexity of PAE, other pre- and post-natal experiences, and gaps in 
evidence essential to inform targeted interventions. We have data about Canada’s FASD population 
that is being used to inform and direct advocacy efforts and help to inform meaningful, cost-
effective, and appropriately distributed programming and interventions. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A3-8: Development and preliminary testing of SPECIFIC: the Salford Parents’ 

and carers’ Education Course for Improvements in Fasd outcomes In Children.  
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Alan D. Price1, Raja A. S. Mukherjee2,3, Anna Webster4, David Tate2, Clare S. Allely2, Sarah 

Brown5, Joanna Buckard6, Larry Burd7, Sandra Butcher6, Jennifer Shields5, & Penny A. Cook2.  

1. School of Psychology, Liverpool John Moores University, Liverpool UK 

2. School of Health and Society, University of Salford, Greater Manchester, UK 

3. National FASD Clinic, Surrey and Borders Partnership NHS foundation trust, Redhill Surrey, UK 

4. Faculty of Biology, Medicine and Health, University of Manchester, Greater Manchester, UK 

5. School of Health in Social Science, University of Edinburgh, Edinburgh, UK 

6. National Organisation for FASD, Chertsey, Surrey, UK. 

7. North Dakota Fetal Alcohol Syndrome Centre, University of North Dakota School of Medicine and 

Health Sciences, Grand Forks, ND, USA 

Background: Children with FASD have many strengths that can sometimes be overshadowed by 

difficulties in several areas of functioning, which can lead to adverse life outcomes. Raising a child 

with FASD can be stressful, especially since they may not respond to traditional parenting 

techniques. Early interventions can significantly improve outcomes, but there is a lack of support for 

families in the UK. Generic parenting programmes may be unhelpful or even harmful to FASD 

families, who require interventions specifically designed for FASD.  

Aim of study: To develop and conduct preliminary testing of a novel, manualised parent training 

programme for FASD. 

Method: Based on a review of the literature, advice from a steering group of families of children with 

FASD, and advice from clinical experts, we produced a manualised, 7-week FASD parent training 

programme called SPECIFIC. Nine sets of FASD caregivers took part in the training, which was 

delivered online. Psychometric questionnaires were used to measure caregivers’ stress, wellbeing, 

parenting self-efficacy, knowledge of FASD, and children’s behavioural difficulties before and after 

the course. We also conducted post-course interviews to explore their experience of the course and 

its impact on their families. Sessions were observed for fidelity and participants completed 

evaluation forms after each session.  

Results: All psychometrics showed some improvement. Participants spoke positively about the 

course, welcomed the opportunity to discuss their own situations with other FASD caregivers, found 

the advice to be immediately useful, and described the course as therapeutic. Suggestions for 

improvement tended to focus on timing and technical issues. All sessions were rated positively and 

were delivered with fidelity to the manual.  

Conclusion: SPECIFIC was found to be a feasible programme with an initial indication of efficacy 

across multiple domains. Funds are currently being sought to conduct a randomised controlled trial. 

Funding: The project was funded by the Medical Research Council (UK) 

-------------------------------------------------------------------------------------------------------------------------------------- 

Parallel session A4: Intervention 

A4-1: Prioritization of FASD Support in an Indigenous Community   

Annika Montag1, Rhonda Romero2, Shandiin Armao2, Melina Muñoz2, Ami Admire2, 

Amiyonette Goodblanket2, Christina Chambers1, Dan Calac2 

1Department of Pediatrics, University of California San Diego, La Jolla, California, USA                           
2Southern California Tribal Health Clinic, California, USA 
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Background: Appropriate support is beneficial to individuals with fetal alcohol spectrum disorders 

(FASD), their families, and communities. Reservation-based Indigenous communities often 

experience different challenges and strengths compared to the general population. Caregivers within 

a reservation-based Indigenous community in Southern California are not accessing optimal services 

for their children or themselves. 

Aim of the study: To create, implement, and test culturally congruent meaningful support for 

individuals living with FASDs and other developmental disabilities (DD), their families, and 

communities.  

Methods: Under the guidance of our Community Advisory Board, using structured interviews (n=101 

caregivers, n=>10 key informants), focus groups (n=11), and a community survey (n=305), we first 

determined overall needs, resources, and priorities. Then, using detailed assessments of 25 

individuals with DDs, their caregivers, and families, we determined specific challenges, strengths, and 

priorities. Individualized plans are being designed for each family and for the community as a whole. 

Families will be followed-up at 6 and 12 months.   

Results: We will present results regarding resources, needs, barriers, strengths, priorities, and 

implementation of support to date. Culture, tradition, and Indigenous knowledge are strong 

protective factors and are incorporated in all aspects. Briefly regarding priorities, increased 

awareness of FASD, education of providers and other professionals dealing with the community, peer 

support, local access to diagnostic services, mental health services, Native advocates for health and 

education related interactions, respite, a safe space for the children, and learning interventions or 

tutoring were emphasized.   

Conclusions: Community-specific priorities for integrated culturally congruent support for families 

dealing with FASD and other DD in an Indigenous community in Southern California have been 

identified and will be described.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A4-2: The FASD Resource Center in Reunion Island : Back to 6 years of activity. 

Bérénice Doray1,2,3, Laetitia Sennsfelder2, Meïssa Nekaa1, Maïté Bagard1, Karine Josse1, 

Stéphanie Sotaca1, Stéphanie Robin4, Justine Lanneaux4,  Manon Albert4, Léa Etchebarren4, 

Marilyn Tallot4, Michel Spodenkiewicz5,6 

1 - Centre Ressources TSAF Fondation Père Favron – CHU de La Réunion,  France                                                 
2 - Laboratoire EPI, Université de La Réunion, France                                                                                        
3 - Centre de Référence Anomalies du Développement et Syndromes Malformatifs Sud-Ouest 
Occitanie Réunion, Site Constitutif de La Réunion, France                                                                                              
4 - Centre Diagnostic SAF/ETCAF – CHU La Réunion – France                                                                             
5 - Pôle de Santé Mentale, CHU Réunion, Saint-Pierre, La Réunion, France                                                 
6 - CIC 1410 – CHU La Réunion, France 

Summary: Concerning one in 100 births, Fetal Alcohol Spectrum Disorder (FASD) is the most common 
cause of neurocognitive disorders, school failure and professional integration difficulties. 
Nevertheless, the screening, diagnosis and care of patients and families remain difficult, due to the 
lack of knowledge and awareness of professionals. 
 
Reunion Island, the first French region affected by FASD, was selected in 2015 as a pilot region 
(MILDECA national plan 2013-2017). 
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The FASD Resource Center, managed by the medicosocial Foundation “Père Favron” in partnership 

with the University Hospital is the central link of the Action Plan. Funded in 2016, its missions are 

multiple : 1 - to put together the different actors of health, medico-social and social sectors, National 

Education and Justice, to coordinate the formation of the different professionals and the information 

of the general public , 2 - to identify and facilitate the diagnosis and care of the families in synergy with 

regional health networks about perinatality and addiction and the diagnosis center set up at the 

University Hospital in 2017, 3 - to monitor families and 4- finally to promote research with the creation 

of a cohort of patients. 

After 6 years of activity, our Center has trained more than 6000 students and 4000 professionals; it 
has produced questionnaires and guidelines to help screening and care. The Resource Center is the 
driving force of this new synergy leading to the accurate diagnosis of more than 250 patients. This 
cohort is a unique source in France of clinical, socio-demographic and genetic data. Our perspectives 
are to increase this well-described cohort, to optimize the management of the families and to start 
phenotype-epigenetic correlations in the coming months. Other research projects consist in the 
identification of early psychomotor disorders appropriate care, the implementation of effective 
strategies to train general practitioners and the screening in prison of young people with FASD. 
 
-------------------------------------------------------------------------------------------------------------------------------------- 
 

A4-3: Multidisciplinary approaches in prevention, diagnosis and therapy of 
children with FASD - examples of good practice in the Slovak republic 
  
Oľga Okálová(1), Veronika Luksa(2) 
 
(1) Centre of Diagnostics, Therapy and Prevention of FAS, Ružomberok, Slovakia 
(2) Institute for dialogical practices, Ružomberok, Slovakia  
 
Aim: The aim of this paper is to present the framework of scientific research activities and selected 
multidisciplinary approaches of the Centre of Diagnostics, Therapy and Prevention of FAS and its 
partners applied on children with FASD. 
Background: We offer 3 main components of the scientific and research framework: 1. non-
burdensome FASD diagnostics aimed at predicting the client's lifetime needs, 2. community therapy, 
care and support, and 3. prevention of FASD secondary and tertiary symptoms. We present the 
cross-sectoral innovations applied in the scientific and research procedures of our team, and the 
identity of the individuals involved in the successful inclusion of a child with FASD into the 
community. 
This model presents not only a new design of multidisciplinary research in children with FASD 
symptoms and a process of multidisciplinary diagnostics, but also successful case reports and 
inclusive procedures designed with support from professionals of children with the FASD 
symptomatology. 
Methods: The research methods used includes study of literature, analysis of working procedures 
with families with children having FASD, case studies and reflections. We pay special attention to the 
quality of the multidisciplinary process in terms of the child's burden, networking supporters and 
family motivation. 
Results: Defining the optimal model of multidisciplinary care for children with FASD in the 
community for the Slovak republic. 
Conclusion: The severability of multidisciplinary in the normal life of families with FASD is impossible. 
Without multidisciplinary support, these people often fail repeatedly. They require a single 
community support plan, not separate individual education programs, plans for educational 
measures, or plans for social work with the family, etc. 
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-------------------------------------------------------------------------------------------------------------------------------------- 
 

A4-4: Family-focused intervention for FASD: community efficacy and 

differential treatment response of the Families Moving Forward Program 

Michelle Kuhn1,2, Erin Sullivan1, Susan Astley Hemingway2, Heather Carmichael Olson1,2 

Seattle Children’s Research Institute1 and University of Washington2, Seattle, Washington, United 

States 

Background:  Effective, community-based treatment for families raising children with FASD is greatly 
needed. The Families Moving Forward (FMF) Program delivers parent training tailored to needs of 
diverse caregivers raising children with FASD and clinically significant behavior problems, and showed 
promising outcomes in a university-based initial efficacy study conducted as a randomized control 
trial (RCT) (Bertrand, 2009). 
Aim of the study: Conduct a community-based second test of efficacy, comparing the ‘community 
standard-of-care’ group from the initial RCT with a new intervention group, to examine efficacy and 
child and caregiver factors associated with program response/non-response.     
Methods:  A new intervention group with FASD (mean=7.3 yrs, n=29) was enrolled from an FASD 
clinic registry immediately after initial RCT completion. The FMF intervention was delivered. The 
standard-of-care group (mean=8.6 yrs, n=26) differed from the new intervention group only by age. 
Caregivers and children were tested at baseline and follow-up with batteries including outcomes and 
contextual factors likely to impact treatment response. 
Results:  Findings were similar to the initial RCT. Caregivers receiving FMF reported significantly 
improved parenting sense of efficacy, positive appraisal of their child, and knowledge of 
FASD/advocacy. Parents described significantly improved child disruptive behavior immediately post-
treatment. At follow-up, intervention recipients reported significantly higher self-care and fulfillment 
of unmet family needs. Caregiver/family characteristics (i.e., parent self-regulation capacity, family 
stressors) related to response and non-response to FMF will be discussed.  
Conclusion:  Evidence continues to build showing the FMF Program improves vital caregiver attitudes 
that fit with the theory of change, and enhances child behavior. Program effectiveness may be 
increased by understanding more about those best served and those less likely to respond. 
 
-------------------------------------------------------------------------------------------------------------------------------------- 
 

A4-6: Providing Recommendations Following a Diagnostic Fetal Alcohol 

Spectrum Disorder Assessment: Understanding the Process 

Kathleen Kennedy1, Chantel Ritter2, Vannesa Joly1, Preeti Kar1, Martina Faitakis2, Jocelynn 
Cook4, Kaitlyn McLachlan2, Kathy Unsworth5, and Jacqueline Pei1. 

1 Department of Educational Psychology, University of Alberta;                                                                    
2 Department of Psychology, University of Guelph;                                                                                            
4 Department of Psychology, University of Ottawa and Society of Obstetricians and Gynaecologists of 
Canada, Ottawa, Ontario, Canada;                                                                                                                              
5 Canada FASD Research Network 

 
Background: Individuals with FASD experience a wide range of strengths and challenges requiring 

recommendations for interventions to optimize healthy outcomes. The diagnostic assessment 

provides opportunities for clinicians to offer recommendations that are tailored to clients’ unique 
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strengths and needs. Researchers have examined patterns of intervention recommendations for 

children with FASD. However, there is little information regarding how these patterns vary across 

other developmental periods nor have researchers gained insight into the process involved in 

determining recommendations. Gathering this information creates opportunities to enhance practice 

by identifying areas for growth. 

Aim of the Study: We aimed to 1) examine the extent to which recommendations made in Canadian 

clinics differ across developmental periods; and 2) to determine the process by which 

recommendations are selected by clinics to identify opportunities for enhancement of practice.  

Methods: Our team first conducted a secondary data analysis using a sample of individuals with 

FASD across the lifespan (n=2147) from a national FASD Database3. Descriptive statistics were used 

to explore demographic and diagnostic profiles. Cross tabulations were used to examine age-group 

differences in recommendations. We then engaged four Canadian diagnostic clinics in interviews to 

identify the process of generating recommendations and areas of achieved and desired growth 

within their practices.  

Results: Proportions of recommendations significantly differed across age groups for every category. 

School-age children consistently received high proportions of recommendations for every category; 

however, for older age groups (i.e., emerging adults and adults) there were several areas for 

supports that align with developmental needs that were not frequently recommended (e.g., 

employment). Qualitative analysis revealed that clinics have a strong process in identifying 

recommendations and clinics spoke to enhancing practices for including recommendations that 

consider broad areas of human functioning that are developmentally informed.   

Conclusion: Examination of current practices has revealed ways in which intervention planning can 

be better actioned including establishing an evidence-informed plan for each client that not only 

mitigates deficits but leverages strengths to optimize healthy outcomes across the lifespan. 

 
1. Cook, J., Unsworth, K., & Flannigan, K. (2021). Characterising fetal alcohol spectrum disorder in Canada: a 

national database protocol study. BMJ open, 11(9), e046071. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

A4-7: Experimental parent-training programs for adoptive parents of children, 

adolescents and adults with FASD 

Stefania Bazzo1, Claudio Bissoli2, Patrizia Riscica1, Carla Trevisan1, Giulia Bonizzoni1, Giulia 

Sansonetto1, Mariagloria Favotto1, Nicolò Luciano1  

1 Italian Association on Disorders due to Prenatal Exposure to Alcohol and/or Drugs (AIDEFAD 

ETS/APS), Italy 
2 Policlinico of Milan (Ospedale Maggiore Policlinico di Milano), Italy 

Introduction: Caring for children with FASD can lead adoptive parents to conditions of severe stress, 

which can negatively impact relationships within the family and aggravate the difficulties related to 

the management of this disability. Parent Training (PT) is a consolidated psychoeducational 

intervention to support parents of people with complex disabilities and is considered a useful tool to 

be used in the treatment of people with FASD. In 2021, experimental PT programs for adoptive 

parents of people with FASD were developed and carried out in Italy.  
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Methods: Due to the COVID pandemic, the programs were performed in online mode, using the 

Zoom platform. Three different kind of programs were carried out, according to the age of children 

(children, adolescents aged 12-16 years old, adults). Each course consisted in six meetings, which 

took place every two weeks from March to June 2021 (children and adolescents) and from 

September to December 2021 (adults). Each meeting lasted 90 minutes and was led by two or three 

professional experts. A pilot course was performed from April to July 2020, in order to test the 

feasibility of the project. 

Results: Overall, 41 single parents or couples of parents living in different areas of Italy attended the 

training. Eight parents/couples of parents of children, 16 of adolescents and 17 of adults. The age of 

children ranged from 7 to 35 years old. 

Despite the limitations due to the online mode, participants reported that they were able to increase 

awareness of FASD and of the problems they were living, to reflect on their role and their 

experiences as adoptive parents, so as to start offering a solid and proactive relationship to their 

children and better face everyday life. 

Conclusions: PT courses obtained a positive feedback among participants, who asked to continue the 

experience. In addition, other families declared interest in participating. We plan to design, 

implement and evaluate new PT programs, in order to offer continuous support to families of people 

with FASD in Italy. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

A4-2: The German FASD COMPETENCE CENTER Bavaria - care, coordination, 

evaluation, transfer 

Mirjam N. Landgraf, Tobias Weinmann, Katharina Kerber, Carmen Parisi, Alisa Bartelt, Laura 

Wengenroth, Florian Heinen, Julia A. Schlüter 

German FASD Competence Center Bavaria, LMU Hospital Munich, Department of Paediatric 

Neurology and Developmental Medicine, Dr. von Hauner Children´s Hospital, Ludwig-Maximilians-

University, Munich, Germany 

Background: The estimated prevalence of FASD in Germany is 1 - 2%. Even though the diagnosis of 

FASD is facilitated by the German S3-guideline, there are still significant unmet needs in care 

structures, networking and evidence-based interventions for children with FASD.  

Aim of the study: The project German FASD COMPETENCE CENTER Bavaria was launched aiming at 

improving the care for children and youths with FASD in Germany. 

Methods: As part of the project, a scientifically evaluated, interdisciplinary FASD coordination and 

health care center as central point of contact for families and professionals was established. Further 

aims are the raise of awareness in professionals, the development of evidence-based interventions 

and digital tools and the determination of relevant network structures.  

Results: Since opening in July 2019 until May 2021 233 requests reached the FASD competence center. 

One third were professionals and two third caregivers. The requests were very divers including 

counseling for diagnosis, therapeutic options, educational strategies, social-legal issues and family 

support measures. The characteristics of the children with FASD that parents and professionals came 

to see us about were evaluated (e.g. age at time of diagnosis, number of placement changes, brain 

dysfunctions). Additionally 50 requests for lectures were accomplished, reaching more than 3,600 
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professionals. As digital tools an FASD interactive website and an FASD app for parents were 

developed.  

Conclusion: The German FASD COMPETENCE CENTER Bavaria with its scientifically evaluated, 

interdisciplinary character is a pilot project in Munich that provides education and amelioration of 

networking between professionals, as well as support and advice for families. This pilot is followed by 

a project promoting digital support for families with children with FASD in Germany. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A4-8: Sleep medication use in children with prenatal alcohol exposure 

presenting at Fetal Alcohol Spectrum Disorder (FASD) diagnostic clinics 

Ned Chandler-Mather1, Doug Shelton2, and Sharon Dawe1 

1School of Applied Psychology, Griffith University, Brisbane, Australia                                                       
2Women's & Children's Health Services, Gold Coast University Hospital, Australia 

Background: Children with prenatal alcohol exposure and FASD exhibit markedly higher rates of 

sleep difficulties than neurotypical children. Description of current sleep medication use in this 

population is lacking, especially from diagnostic clinics. 

Aims of the study: The objective of this study was to examine the rates and types of sleep 

medication prescription reported at paediatric FASD diagnostic clinics. Associated child and care 

characteristics were also explored. 

Methods: Demographic, diagnostic, and assessment information was extracted from a central 

diagnostic service database and a review of medical case files from four FASD diagnostic services 

across South-East Queensland, Australia. 

Results: Of 108 children (3-7 years) assessed at the diagnostic services so far, approximately 25% 

were prescribed sleep medication. Of these children, 64% were on melatonin and 36% were on 

clonidine. 21% used additional treatments, including anti-depressant and anti-psychotic medication, 

to assist with sleep. Formal sleep diagnosis was low. The suspected sleep apnoea rate aligned with 

the national prevalence rate. Children on sleep medication were more likely to identify as Aboriginal 

or Torres Strait Islander, have an ADHD diagnosis, not be in the care of their biological parents, and 

have greater internalizing symptoms. 

Conclusion: Approximately 1 in 4 children assessed at FASD diagnostic clinics were prescribed 

pharmacological treatments for sleep difficulties. Melatonin and clonidine were the most common 

medications. Children with sleep medication showed demographic and diagnostic differences. 

Implications for diagnosis, intervention, and a clinic trial underway in Australia will be discussed. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Parallel session A5: Other – Basic research – Genetics 

A5-1: Transgenerational Abnormalities Induced by Paternal Preconceptual 

Alcohol Drinking. Findings from Humans and Animal Models 

Marco Fiore1, Carla Petrella1, Giampiero Ferraguti2, Mauro Ceccanti3 
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1 Institute of Biochemistry and Cell Biology (IBBC-CNR), Rome, Italy                                                                                      

2 Department of Experimental Medicine, Medical Faculty, Sapienza University of Rome, Italy                                         
3 Società Italiana per il Trattamento dell’Alcolismo e le sue Complicanze (SITAC), Rome, Italy 

 

Summary: Alcohol consumption during pregnancy and lactation is a widespread preventable cause of 

neurodevelopmental impairment in newborns. While the harmful effects of gestational alcohol use 

have been well documented, only recently the role of paternal preconceptual alcohol consumption 

(PPAC) prior to copulating has drawn specific epigenetic considerations. Solid human and animal 

model data demonstrated that PPAC may affect sperm function eliciting oxidative stress. In 

newborns, PPAC may induce changes in the behavior, cognitive functions and emotional responses. 

Furthermore, PPAC may elicit neurobiological disruptions, visuospatial impairments, hyperactivity 

disorders, motor skill disruptions, hearing loss, endocrine and immune alterations, reduced physical 

growth, placental disruptions and metabolic alterations. Neurobiological studies on PPAC disclosed 

also changes in brain function and structure by the disruption of the growth factors pathways. In 

particular, as shown in animal model studies PPAC alters brain nerve growth factor (NGF) and brain-

derived neurotrophic factor (BDNF) synthesis and release. This review shows that the crucial topic of 

lifelong disabilities induced by PPAC and/or gestational alcohol drinking is quite challenging at the 

individual, societal, and familial levels. Since a nontoxic drinking behavior before pregnancy (for both 

men and women) during pregnancy and lactation cannot be established the only suggestion for 

couples planning pregnancies is to completely avoid the consumption of alcoholic beverages. 

Curr Neuropharmacol. 2021 Nov 1. doi: 10.2174/1570159X19666211101111430. Online ahead of print. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A5-2: Markers of Neuroinflammation in the Serum of Prepubertal Children with Fetal 
Alcohol Spectrum Disorders 
 
Mauro Ceccanti1, Carla Petrella2, Giampiero Ferraguti3, Luigi Tarani4, Giovanna Coriale5, 
Marco Fiore2 

 
1 Società Italiana per il Trattamento dell’Alcolismo e le sue Complicanze (SITAC), Rome, Italy  
2 Institute of Biochemistry and Cell Biology (IBBC-CNR), Rome, Italy  
3 Department of Experimental Medicine, Medical Faculty, Sapienza University of Rome, Italy 
4 Department of Maternal Infantile and Urological Sciences, Sapienza University of Rome, Italy 
5 Centro Riferimento Alcologico Regione Lazio (CRARL), ASL 1 Roma, Italy 

 
Background: Fetal Alcohol Spectrum Disorders (FASD) are the manifestation of the damage caused 
by alcohol consumption during pregnancy. Children with Fetal Alcohol Syndrome (FAS), the extreme 
FASD manifestation, show both facial dysmorphology and mental retardation. Alcohol consumed 
during gestational age prejudices brain development by reducing, among others, the synthesis and 
release of neurotrophic factors and neuroinflammatory markers. Alcohol drinking induces also 
oxidative stress. 
 
Hypothesis/objective: The present study aims at investigating the potential association between 
neurotrophins, neuroinflammation and oxidative stress in 12 prepubertal male and female FASD 
children diagnosed as FAS or partial FAS (pFAS). 
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Methods: Accordingly, we analyzed, in the serum, the level of BDNF and NGF and the oxidative 
stress, as free oxygen radicals test (FORT) and free oxygen radicals defense (FORD). Moreover, serum 
levels of inflammatory mediators (IL-1α, IL-2, IL-6, IL-10, IL-12, MCP-1, TGF-β and TNF-α) involved in 
neuroinflammatory and oxidative processes have been investigated. 
 
Results: We demonstrated in pre-pubertal FASD children low serum levels of NGF and BDNF, respect 
to healthy controls. These changes were associated with higher serum presence of TNF-α and IL-1α. 
Quite interestingly, an elevation in the FORD was also found despite normal FORT levels. Moreover, 
we found a potentiation of IL-1α, IL-2, IL-10 and IL-1α1 in the analyzed female compared to male 
children. 
 
Conclusion: The present investigation shows an imbalance in the peripheral neuroimmune pathways 
that could be used in children as early biomarkers of the deficits observed in FASD. 
 
CNS Neurol Disord Drug Targets. 2021 Dec 1.doi: 10.2174/1871527320666211201154839. Online ahead of 
print. 

-------------------------------------------------------------------------------------------------------------------------------------- 
 

A5-3: Urinary ethyl glucuronide for the assessment of alcohol consumption 
during pregnancy: comparison between biochemical data and screening 
questionnaires 
 
Carla Petrella1, Mauro Ceccanti2, Giampiero Ferraguti3, Marco Fiore1 

 

carla.petrella@cnr.it; mauro.ceccanti@uniroma1.it; giampiero.ferraguti@uniroma1.it; marco.fiore@cnr.it 

 
1 Institute of Biochemistry and Cell Biology (IBBC-CNR), Rome, Italy  
2 Società Italiana per il Trattamento dell’Alcolismo e le sue Complicanze (SITAC), Rome, Italy 3 
Department of Experimental Medicine, Medical Faculty, Sapienza University of Rome, Italy 

 
Background: Ethyl glucuronide (EtG) is a metabolite of ethanol used as a marker of alcohol drinking 
and is identified in urine. Gestational alcohol drinking harms the fetus, so, disclosing any form of use 
and abuse of this substance during pregnancy is crucial. Many discovery methods have been planned 
to overcome this question, including that of using screening questionnaires as the AUDIT-C, T-
ACE/TACER-3, and TWEAK. 
 
Aim: The aim and novelties of this study were to compare biochemical data from urinary EtG assays 
(cut-off 100 ng/mL for risking drinking behavior) with the outcome of questionnaires and of a food 
diary routinely used in our hospital; moreover, for the first time, we analyzed in pregnant women the 
EtG values normalized by the amount of creatinine excreted. 
 
Methods: Random urine samples were collected from 309 pregnant women immediately after being 
interviewed. EtG was quantified using an enzyme immunoassay and urinary creatinine was assessed 
using an enzymatic colorimetric method. Women that had not exhaustively answered one of the 
questionnaires, or that refused to provide urine samples were excluded. In the end, 309 women had 
a complete set of data and were considered for this study. Urine creatinine measurements were 
performed to determine if urine dilution might have resulted in false negatives in the challenge 
study. In order to accomplish this objective, as urinary creatinine concentrations are, on average, 
approximately 1 mg/mL, we used a normalized value of 100 ng EtG/mg Creatinine. 
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Results: Our data show that 20.4% of the pregnant women in the study were over the established 
normalized cut-off value. Poor to null concordance (unweighted k < 0.2) was found between EtG data 
and the screening interviews, that show, on average, lower levels of alcohol consumption. 
 
Conclusion: In conclusion, this study provides evidence that the assessment of maternal alcohol 
consumption during pregnancy, only indirectly estimated with questionnaires and food diary, can 
produce misleading ratings. 
 
Curr Med Chem. 2021 Nov 24. doi: 10.2174/0929867328666211125100329. Online ahead of print. 
 

-------------------------------------------------------------------------------------------------------------------------------------- 
 

A5-4: Developmental pluripotency associated factor 4 (DPPA4) is a candidate 
gene for alcohol-induced developmental disorders 
 
Pauliina Auvinen1, Jussi Vehviläinen1, Heidi Marjonen1, Vijayachitra Modhukur2,3, Joonas 
Sokka4, Essi Wallén1, Karita Rämö1, Laura Ahola1, Andres Salumets2,3,5, Timo Otonkoski4,6, Heli 
Skottman7, Miina Ollikainen8, Ras Trokovic4, Hanna Kahila9, and Nina Kaminen-Ahola1 

 

1. Department of Medical and Clinical Genetics, Medicum, University of Helsinki, Helsinki 00290, 
Finland 
2. Department of Obstetrics and Gynaecology, Institute of Clinical Medicine, University of Tartu, Tartu 
50406, Estonia 
3. Competence Centre on Health Technologies, Tartu 50411, Estonia 
4. Research Programs Unit, Stem cells and Metabolism and Biomedicum Stem Cell Centre, Faculty of 
Medicine, University of Helsinki, Helsinki 00014, Finland 
5. Division of Obstetrics and Gynaecology, Department of Clinical Science, Intervention and Technology 
(CLINTEC), Karolinska Institutet, S-171 76, Stockholm, Sweden 
6. Children’s Hospital, Helsinki University Central Hospital, University of Helsinki, Helsinki 00290, 
Finland. 
7. Faculty of Medicine and Health Technology, Tampere University, Tampere 33520, Finland 
8. Institute for Molecular Medicine, Finland, FIMM, HiLIFE, University of Helsinki, Helsinki 00290, 
Finland 
9. Obstetrics and Gynecology, Helsinki University Hospital, University of Helsinki, Helsinki 00290, 
Finland 
 

Background: Prenatal alcohol exposure (PAE) affects embryonic development causing a variable fetal 
alcohol spectrum disorder (FASD) phenotype with neuronal disorders and birth defects. In the 
beginning of pregnancy, the embryo appears to be particularly vulnerable. This is a dynamic period of 
cell divisions and DNA replication, in which epigenetic marks for adequate gene regulation are formed. 
DNA methylation, the attachment of a methyl group to DNA strand, is the most studied epigenetic 
mark. Previously, alcohol-associated changes in DNA methylation have been observed in human 
embryonic stem cells (hESCs) and in children with FASD. However, the role of these changes in the 
etiology of FASD is still unclear. 
Aim of the study: We aim to understand the etiology of FASD by revealing the early effects of alcohol 
exposure on DNA methylation of placenta and hESCs.  
Methods: We collected an exceptional epiFASD cohort of 80 alcohol-exposed and 100 control 
newborns and performed genome-wide DNA methylation analyses of placentas by microarrays (EPIC, 
Illumina).  To explore the effects of early PAE, we selected 28 newborns who were exposed to alcohol 
up to GW seven to the separate analyses. Changes observed in vivo were confirmed by in vitro cultured 
and alcohol-exposed hESCs. 
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Results: The DNA methylation of developmental pluripotency associated factor 4 (DPPA4) was 
significantly decreased in PAE placentas - particularly in the early PAE placentas. Similar alcohol-
induced decreased methylation was observed when hESCs were in vitro differentiated mesodermal 
and ectodermal cells. DPPA4 facilitates cell differentiation, and it is expressed only shortly in the 
beginning of embryonic development, which makes it plausible candidate gene for developmental 
disorders. 
Conclusion: Altered regulation of DPPA4 during a critical period of development can disturb the timing 
and efficiency of developmental programming. This could explain the wide spectrum of disorders in 
the FASD phenotype. 
 
-------------------------------------------------------------------------------------------------------------------------------------- 
 

A5-5: Development and Initial validation of a screening tool to identify 

children at-risk of having FASD 

Stewart McDougall1,2, Andrea Gordon1, Amy Finlay-Jones3, Fiona Arney1 

1. Australian Centre for Child Protection, Justice and Society, University of South Australia, GPO Box 

2471, Adelaide, SA, 5001, Australia (Sponsor) 

2. Fetal Alcohol Advisory Support and Training Team, School of Health in Social Science, The 

University of Edinburgh, Old Medical School, Teviot Pl, Edinburgh EH8 9AG, United Kingdom 

(Current) 

3. Fetal Alcohol Spectrum Disorders Centre for Research Excellence, Telethon Kids Institute, WA, 

6009, Australia 

 

Background: Early screening for cognitive and behavioural challenges may enable children who are at 

risk of FASD to be identified and referred for follow up testing and support in a timelier manner. 

While several screening tools for FASD have been proposed, these existing tools either consider the 

cognitive and behavioural impairments associated with FASD narrowly, focusing on externalising 

behaviours, or rely on potentially expensive assessments and equipment that limit the ability to 

implement at scale. 

Aims: The aim was to develop a tool that is quick to administer, easy to use, and covers the breadth 

of cognitive and behavioural challenges experienced by children with FASD. 

Methods and results: This research used a mixed methods approach and involved three major study 

phases. An initial pool of 300 items was developed, reflecting the findings of a scoping review and 

stakeholder interviews. This item pool was refined by an expert panel and the research team, 

resulting in a 70-item initial version of the proposed screener for pilot testing. Preliminary reliability 

and validity testing was conducted among 83 caregivers of children with FASD (n=42) or from a 

community sample (n=41) to examine the psychometric properties of the Preliminary FASD Screening 

Tool (PFST). A total of 57 items were retained to form the PFST. The PFST demonstrated good 

accuracy in identifying children with FASD and sound psychometric properties.  

Conclusion: The PFST assess a broad range of cognitive and behavioural characteristics salient to 

children with FASD. The PFST demonstrated a high level of accuracy in identifying children with FASD 

from the community sample. While the performance and psychometrics of the PFST appear 

promising, there is a need to conduct further research investigating the PFST in larger, more diverse 

populations. 
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A5-6: In utero alcohol exposure impairs the vessel-associated positioning and 

differentiation of oligodendrocytes in the developing neocortex 

Brosolo M1, Lecointre M1, Laquerrière A1,2, Genty D2, Lebon A3, Lesueur C1, Vivien D4, Marret 

S1,5, Gonzalez BJ1, Marguet F1 

1 Normandie Univ, UNIROUEN, INSERM U1245, F 76000, Normandy Centre for Genomic and 

Personalized Medicine, Rouen, France                                                                                                                     
2 Department of Pathology, Rouen University Hospital, 76000, Rouen, France                                                          
3 Normandie Univ, UNIROUEN, INSERM, PRIMACEN, Rouen, France.                                                                          
4 Normandie Univ, UNICAEN, INSERM UMR-S U1237, Caen, France.                                                                                
5 Department of Neonatal Paediatrics and Intensive Care, Rouen University Hospital, 76000, Rouen, 

France 

Background: Although it is well established that in utero alcohol exposure exerts deleterious effects 

on nervous cells, several studies more recently showed that prenatal alcohol exposure (PAE) alters 

brain angiogenesis. In particular, data from our laboratory revealed that PAE disorganizes the radial 

orientation of cortical microvessels. Other research groups demonstrated a close interaction 

between brain microvessels and oligodendrocytes that use vessels as guides during their migration.  

Aim of study: Evaluate the effects of PAE on the vasculo-associated positioning and differentiation of 

oligodendrocytes in the developing cortex.  

Method: From mouse preclinical model of PAE and cohort of human control and FAS foetuses.  

Results: In control mice, a vascular association was evidenced between oligodendrocytes invading 

the developing cortex and radial microvessels. PAE did not impaired this oligo-vascular association 

but led to a mispositioning of Olig2-positive cells among cortical layers : morphometric 

quantifications showed a larger number of Olig2-positive cells in the deep cortical layers compared to 

superficial cortical layers. Western blot and immunohistochemistry experiments have shown that 

PAE altered the differentiation of the oligodendrocytes : decrease of the expression of CNPase and 

MBP, two markers of immature and mature oligodendrocytes, respectively. Moreover, PAE resulted 

in myelination impairments: reduced myelin sheath of axons in the corpus callosum and 

disorganization of myelinated bundles in the striatum. All these neurodevelopmental defects were 

associated to perinatal behavioural impairments that persisted at adulthood. In human, experiments 

conducted showed similar oligovascular interactions in the developing cortex and revealed major 

defects regarding differentiation of oligodendrocytes. Immunohistochemistry showed that PAE 

induced an increase of PDGFRα-positive oligodendrocyte precursors in the ganglionic eminences and 

the cortex and a decrease of Olig2-positive cells in the cortex.  

Conclusion: The present study showed that oligodendrocytes invading the developing cortex are in 

close interaction with radial microvessels. PAE impaired both the cortical vasculature and the 

positioning and maturation profiles of cortical oligodendrocytes.  

-------------------------------------------------------------------------------------------------------------------------------------- 

A5-7: Impairment of retinal angiogenesis in FASD: Involvement of endothelial 

NMDA receptor. 
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Anaïs Leroy1, Lauriane Prezgralek1, Maryline Lecointre1, François Janin1, Marion Dumanoir1, 

Stéphane Marret2, Serge Picaud3, Bruno Gonzalez1 and Carole Brasse-Lagnel1 

1. INSERM U1245 Team 4, Genomic and Personalized Medicine in Cancer and Neurological disorders, 
Rouen University, France; 

2. Department of Neonatal Pediatrics and Intensive Care and Neuropediatrics, Rouen Hospital, France 
3. Sorbonne University, INSERM, CNRS, Institut de la Vision, Paris, France.  

Background. Beside brain disorders, eye development is also affected by prenatal alcohol exposure 
(PAE). A better understanding of ethanol impact on retinal development might provide 
ophthalmological landmarks for early diagnosis of FASD. Recently we reported that PAE impaired 
retinal angiogenesis and development of retinal vascular plexus. However, molecular mechanisms 
involved are unknown. In the central nervous system, the NMDA receptor (RNMDA) is also expressed 
by endothelial cells and is particularly affected by alcohol suggesting that it may be involved in 
angiogenic ethanol effects. The aim of this study is to characterize the involvement of the endothelial 
RNMDA in alcohol effect on retinal angiogenesis.  

Methods. A mouse model of PAE was carried out on wild type and knockout mice for endothelial 
Grin1 gene coding the GluN1 subunit of the RNMDA (VE-Grin1). Retinal vascular network was 
characterized according to several parameters: distance remaining, vascular density and 
morphometry. Implication of pharmacological modulators of RNMDA (NMDA and MK801) in ethanol 
effect on pseudocapillary formation were studied by using an endothelial cell culture model. 

Results. Morphometric studies of retinal vasculature network showed that invalidation of the 

endothelial Grin1 gene seems, at least in part, to protect from PAE. Indeed, the decrease in vascular 

density and vessel progression induced by PAE were not retrieved in VE-Grin1 mice. In vitro 

experiments showed that incubation with MK801, a RNMNA inhibitor, protects from ethanol-induced 

inhibition in pseudocapillary formation. 

Conclusion. These data demonstrated, for the first time, the involvement of RNMDA in ethanol-

induced defects on retinal angiogenesis. They contribute to lay the groundwork of cellular and 

molecular processes involved in the deleterious action of alcohol in the developing visual system and 

support that ophthalmological examination could become a promising tool for the early diagnosis of 

FASD. 

-------------------------------------------------------------------------------------------------------------------------------------- 

A5-8: “Dad, I’ll just say I did it” – Experiences of FASD in the UK criminal justice 
system 

Joanna Buckard, Marilena Kyriakidou 

1. Red Balloon Training & Consultancy, Wenlock Crescent, Chesterfield. UK 
2. Sheffield Hallam University, Collegiate Crescent, Sheffield. UK 

Background: FASD is a severe permanent neurodevelopmental disorder affecting cognition, 
behaviour and social skills. The Criminal Justice System (CJS) is considered a high-risk population for 
FASD prevalence. There is no known published data exploring the experiences of professionals, 
carers and individuals with FASD that have been involved with the UK CJS. 
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Aim of the study: This study aim is to assess how the UK CJS manages cases involving FASD. As 
studies on this topic are limited, an in-depth qualitative study was conducted, to understand in detail 
how individuals with FASD, their carers and professionals who worked with this population view their 
involvement in the UK Criminal Justice System. The objectives of the study from the perspective of 
each group were: (1) Examples of FASD cases in the Criminal Justice System (CJS). (2) The challenges 
experienced. (3) Education, training and support offered. (4) The strengths and areas for 
improvements. 
Method: Semi-structured virtual face-to-face interviews were conducted with four professionals who 
had a client with FASD and CJS involvement, 12 carers with a relative with FASD and CJS involvement 
and two adults with FASD and CJS involvement.                                                    
Results: Data is being analysed using reflexive thematic analysis and is currently in progress. Data to 
be presented at the conference.                                                                                                           
Conclusions: At this point conclusions cannot be drawn. To be presented at the conference. 
 
-------------------------------------------------------------------------------------------------------------------------------------- 
 

Session B: 15:30 – 17:00  
--------------------------------------------------------------------------------------------------------------------------- 

Parallel session B1: Prevention – Alcohol policy – Legal and ethical issues 

B1-1: Impact of a brief online educational intervention on knowledge and 

attitudes towards prenatal alcohol use in a nationwide sample of UK women 

Dr Orlagh Keating a, Dr Renate Kuenssberg a, Sarah Driscoll a,b, Dr Suzanne O’Rourke b 

a NHS Fife Psychology Department, Lynebank Hospital, Dunfermline, UK                                                                    
b Clinical and Health Psychology Department, University of Edinburgh, UK 

(presented by Dr Orlagh Keating, Dr Suzanne O’Rourke, and Dr Ruth Harriet Brown) 

Background: Prenatal alcohol exposure remains a significant public health concern, owing to the 

teratogenic effects of alcohol on the foetus. Despite the current World Health Organisation guidelines 

recommending that women should abstain from alcohol throughout their pregnancy, prevalence rates 

of prenatal alcohol use (PAU) remain high. This may be the result of limited knowledge of the adverse 

consequences of PAU within the general population. 

Aims: The current study aimed to investigate the efficacy of a brief educational intervention to improve 

attitudes and knowledge towards PAU during pregnancy in a large sample of UK-based women. 

Methods and Procedures: A national cross-sectional study recruited 1,536 women in the UK aged 19 

to 50 years (M = 33.3 years, SD = 4.89), from July 2020 to December 2020. An anonymous online 

questionnaire, containing both the educational intervention and pre- and post-intervention measures 

of attitudes and knowledge towards PAE, was delivered. The educational intervention comprised an 

informational pamphlet created by the Royal College of Obstetricians and Gynaecologists. 



 

79 
 

Outcomes and Results: The educational intervention had a significant impact (z = -9.67, p < .001, r = 

0.29) and led to more negative attitudes towards PAU and improved knowledge of the associated risks. 

Participants’ level of education and pre-existing attitudes and knowledge emerged as significant 

predictors of this improvement.  

Conclusions and Implications: This study is the first of its kind to investigate the impact of an 

educational intervention on attitudes and knowledge of PAE. The findings support the utility of 

educational interventions in improving knowledge of risks and increasing negative attitudes towards 

PAE. Implementation of such interventions at community and clinical levels is recommended to reduce 

PAU and subsequently, the prevalence of FASD.   

-------------------------------------------------------------------------------------------------------------------------------------- 

B1-2: Co-creation of a theory-based implementation intervention to support 
midwives addressing alcohol during routine antenatal care: maternity service 
users’ and midwives’ experiences of the co-creation experience 

Smith L1; Onukwugha F1; Howlett, H2; Catterick M3; Combe K4; Dyson J5   

1Institute of Clinical and Applied Health Research, University of Hull, Hull, UK                                          
2Department of Nursing, Midwifery and Child, Northumbria University, Newcastle-upon-Tyne, UK 
3FASD Network UK                                                                                                                                                   
4Department of Nursing, University of Hull, Hull, UK                                                                                         
5Faculty of Health, Education and Life Sciences, Birmingham City University, Birmingham UK 

Background: UK clinical guidelines recommend midwives ask women about alcohol consumption and 

provide appropriate advice or onward referral during routine antenatal appointments. 

Implementation of best practice regarding alcohol assessment and advice in antenatal settings varies 

widely across the UK, with no clear evidence on the effectiveness of different strategies. We 

previously identified barriers and enablers to implementation of alcohol clinical guidelines on alcohol 

consumption during pregnancy by midwives.  

Study aims: To co-create a theoretically informed implementation intervention to support midwives 

address alcohol during routine antenatal appointments. Here we report on the experiences of 

maternity service users and midwives of the co-creation process. 

Methods: An iterative co-creation approach rooted in participatory research methods was used. Five 

online workshops were carried out via Zoom July-August 2021. Participants were midwives (13); 

maternity service users (6) three of whom were women with lived experience of alcohol 

consumption during pregnancy and a child with Fetal Alcohol Spectrum Disorders. Data gathered 

using: audio recordings of group workshop activities, post-workshop questionnaires, field notes and 

diaries were analysed using the core values of co-create as a framework. 

Results: The co-creation process generated five pragmatic interventions that can be implemented in 

antenatal settings to support midwives addressing alcohol with women. Midwives and maternity 
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service users had positive experiences across all domains of the co-creation framework: equality, 

inclusivity, holistic, resource, positivity, transparency, iterative, and sustainability.  

Conclusion: The co-design process was rewarding to all and productive with some unintended 

positive consequences, particularly for the women with lived experience of alcohol problems. 

Nonetheless it was also complex and challenging due to demands on time, flexibility, and reflexivity. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B1-3: Support and follow-up for children born with prenatal alcohol and drug 

exposure – in a Nordic perspective 

Nadja Frederiksen1, Niina-Maria Nissinen2 

1 (MScPH). Senior Advisor at the Nordic Welfare Centre, Helsinki, Finland                                                              
2 (MPH, MSc). Doctoral Student at Folkhälsan Research Center, Helsinki, Finland and Tampere 

University, Finland                                                                                                                                                             

Background: FASD is a lifelong disability, but with an early diagnosis and support for the affected 

individuals and their families, it is possible to achieve successful outcomes and minimise the negative 

developmental consequences of prenatal alcohol exposure. Early prevention can also reduce the 

direct and indirect costs of FASD. There is a need a) to raise awareness about prenatal alcohol 

exposure among healthcare professionals, in relation to diagnosis, and b) for the right support and 

follow-up for the affected individuals and their families.   

Aim: The Nordic Welfare Centre will publish a policy brief report medio 2022. The aim of the policy 

brief report is to provide policy recommendations for FASD-related work in the Nordic countries. The 

overall focus of the policy recommendations will be on the need for a) training of healthcare 

professionals in FASD - including diagnosing, and b) support and services for the affected individuals 

and their families.  

 

Method: The policy brief report draws knowledge from international and Nordic studies and reports. 

FASD experts from the Nordic countries have also contributed to the work. 

Result: A policy brief report where recommendations on how to address the problems raised in the 

background and aim are being suggested for the Nordic countries in order to guide and support their 

work on FASD on a national level.  

Conclusion: In this oral presentation, we present an overview of the policy brief report.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B1-4: Raising Awareness on Judiciary Consequences of FASD for Police and 

Justice Professionals in Aquitaine Region (France). 

Catherine Metelski, Chairperson, « Vivre avec le SAF » Association; Macha Cambier, project 

leader at COREADD  

Summary: The French Justice personnel are unaware of the existence of FASD, and have no clue on 

how to take them into account during a judicial process. At the same time, FASD affected people have 

a higher risk than the average population to be involved in Justice issues, either as offenders or as 
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victims. Our Association wanted to raise awareness on consequences of FASD for the French Justice 

professionals. 

The first step was to order a bibliographic report entitled “Police, Justice and FASD”, published in July 

2020. It includes a review of the international literature, and is concluded by a set of recommendations 

to improve the judiciary situation of FASD affected people. 

The second step was to partner with the COREADD resource center (COordination RÉgionale 

ADDictions) in the Aquitaine Region, on a project targeted to Justice and Police Professionals. 

The objectives are: 

 To raise awareness of Police and Justice professionals on FASD;  

 To ensure a fair trial and a fair sentence for FASD affected people ; 

 To improve their chances of reintegration into normal life.  
It is split in two phases:                                                                                                                                                                                             

Phase 1 (now completed): Creation of resources 

 a dedicated website, similar to the website by the Canadian Justice Department. 

 a leaflet for Police personnel 
Phase 2 (ongoing): Training of regional professionals 

The French Justice institutions closely monitor the project: Aquitaine will be the pilot region, and once 

the tools are validated, the objective is to extend the training sessions in other regions. 

Two young people of our Association have recently gone through a trial, and in both cases, their 

lawyers have obtained a final judgement with mitigating circumstances. These are the first two 

judgements in France that take FASD into account. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B1-5: A guideline for the prevention and management of Fetal Alcohol Spectrum 

Disorder in South Africa 

Babatope O. Adebiyi1, Ferdinand C. Mukumbang2 

1School of Public Health, University of the Western Cape, Cape Town, 8001, South Africa.                       
2Department of Global Health, University of Washington, Seattle, Washington, United State of 

America.  

Background: Fetal Alcohol Spectrum Disorder (FASD) is a public health problem globally, with South 

Africa having the highest recorded prevalence of all countries. Government programmes to prevent 

and manage FASD remain limited because of the lack of a specific policy.  

Aim of the study: To develop a guideline to inform policy on the prevention and management of FASD 

in South Africa. 

Methods: We applied a modified version of the WHO’s approach to guideline development in three 

phases. In phase 1, we designed the initial guideline prototype. To do this, we conducted an in-depth 

interview with policymakers and a focus group with relevant service providers on policy requirements 

for FASD, a document review of policies on FASD and a scoping review of various interventions for 

FASD. In phase 2, we refined the initially formulated guideline prototype through a discursive approach 

with seven local and international experts on FASD. Phase 3 involved refining the prototype using a 

modified Delphi approach. 
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Results: We identified three aspects of the proposed guideline, which are the approaches and guiding 

principles, the prevention measures and the management measures. The guideline proposes that an 

FASD policy should consider lifespan needs, evidence-based and address social determinants of health 

contributing to FASD. The essential components of the FASD prevention policy consist of awareness 

and education of the dangers of drinking alcohol and access to treatment for alcohol problems. The 

management components include capacity building related to diagnosis, appropriate referral 

pathways and support for parents and individuals with FASD. 

Conclusion: Developing a specific policy to guide programmes could enhance and coordinate the 

efforts toward preventing and managing FASD. The guideline has the potential to assist policymakers 

in the development of a multi-sectoral policy for the prevention and management of FASD, considering 

the consensus obtained from the experts. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B1-6: “I inevitably get in trouble… in one way or another’: Exploring factors 

that predispose individuals with FASD to criminal justice system encounters. 

David J Gilbert1, Raja AS Mukherjee1,2, Clare S Allely1, Penny A Cook1  

1: University of Salford, UK, 2: Surrey and Borders Partnership NHS Trust 

Background: Individuals with FASD encounter the Criminal Justice System (CJS) as either suspects, 

witnesses, or victims of crime. Despite the greater likelihood of incarceration, the voices of FASD-

impacted young people regarding their vulnerabilities before and during criminal justice encounters 

are scarcely heard.  

Aims: To explore the factors that predispose individuals with FASD to encounters with the Criminal 

Justice System (CJS) as suspects of crimes, and their experiences within the CJS during investigative 

interviewing. 

Methods: Semi-structured interviews were conducted with 10 FASD-impacted individuals with 

previous experience of CJS encounters. Interviews were conducted via Microsoft Teams, telephone, 

and paper administration. Care was taken to ensure that questions were as open and non-leading as 

possible. NVivo was employed to collate and organise the data. The data were coded by two 

independent researchers who later reconciled codes, and thematic analysis was employed to analyse 

the collated data. 

Results: Due to multiple cognitive impairments, interviewees admitted feelings of helplessness with 

regards getting into trouble with the law. Participants narrated instances where they accepted 

suggestions from friends and would execute the suggestions without conscious thought. During 

investigative interviews, participants highlighted feelings of being overwhelmed, as well as having felt 

pressured to admit to offences, even when innocent.  

Conclusion: Whilst it is important to hear about the experiences of those with FASD, it was challenging 

to collect data about past experience due to participants’ challenges with poor memory. The results 

highlight that the CJS should establish PAE during encounters with suspects of crimes. Modification of 

the approach to investigative interviews would aid the course of justice, especially in individuals with 

PAE. 
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-------------------------------------------------------------------------------------------------------------------------------------- 

Parallel session B2: Diagnosis – Clinical management and Care – Professionals 

B2-1: Exploring the experiences of social workers in working with children 

suspected to have fetal alcohol spectrum disorders. 

David J Gilbert1 , Raja AS Mukherjee1,2, Nisha Kassam1, Penny A Cook1  

1: University of Salford, UK, 2: Surrey and Borders Partnership NHS Trust 

Background: Fetal alcohol spectrum disorder (FASD) is one outcome from prenatal alcohol exposure. 

Social workers are likely to encounter children with the condition, due to the greater likelihood of 

prenatal alcohol exposure among children in social services settings. This study explores the 

experiences of social workers in working with children suspected of having FASD and the support 

offered to social workers, the children and their families.  

Method: Semi-structured interviews followed by qualitative framework analysis were conducted with 

seven child and family social workers along with one child protection solicitor who had experience of 

handling FASD cases.  

Results: The two main themes that emerged from the data were a lack of knowledge about FASD and 

the paucity of diagnosis. Lack of knowledge among the social workers was linked to difficulty in 

managing children suspected to have the condition, feelings of frustration and normalisation of 

challenging behaviours. The paucity of diagnosis led to an under-emphasis of FASD in assessments, a 

dearth of specialist services and confusion about its specific effects in contexts of multiple substance 

misuse and harmful socio-environmental factors. The need for increased FASD awareness within social 

services and the development of FASD-targeted support for children and families is highlighted.  

Conclusion: Social workers would benefit from the inclusion of FASD-focused training in their curricula 

and professional development plans. Improving the diagnostic capacities of health institutions would 

address the paucity of diagnosis and raise the profile of FASD, especially in the social services setting. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-2: Met and unmet needs in FASD in Germany 

Mirjam N Landgraf, Julia A Schlueter, Tobias Weinmann, Katharina Kerber, Florian Heinen 

German FASD Competence Center Bavaria, LMU Hospital Munich, Department of Paediatric Neurology 

and Developmental Medicine, Dr. von Hauner Children´s Hospital, Ludwig-Maximilians-University, 

Munich, Germany 

Background: FASD gets more and more attention in the health and social system in Germany. 

Nevertheless, the needs of affected families are not objectively determined.  

Aim of the study: The aim of our study was to evaluate met and unmet needs of children and 

adolescents with FASD and their families in Germany.  
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Methods: As part of the project “German FASD COMPETENCE CENTER Bavaria”, a questionnaire for 

professionals and families with 35 items assessing actual support and needs was developed. Items 

were rated by German school marks. The questionnaire for professionals was spread via newsletters 

and homepages of relevant professional societies as well as other networking partners. The 

questionnaire for families was disseminated via the patient support group FASD Germany. 

Additionally, both questionnaires were distributed at the national FASD conference in 2019.  

Results: Altogether 706 persons took part in the survey, whereof 363 were professionals and 343 were 

parents of children with FASD. Overall, the survey results regarding needs were bad, with school marks 

clearly below average. The areas which received the worst marks were coordination of support 

measures, networking among professionals, knowledge of professionals (especially teachers) about 

FASD, respite services for families, adequate education and housing facilities for adolescents, and 

inpatient therapy and rehabilitation centres experienced in FASD. Partners, other family members, 

self-help groups, medical therapists and social paediatric centres were the best supporters of the 

affected families.   

Conclusion: Professionals and families of children with FASD experience many unmet needs in their 

daily work and life. The German FASD COMPETENCE CENTER Bavaria is a ministry funded pilot project 

to meet this challenge and to take a step forward in ameliorating the support for children with FASD 

in the health and social system in Germany. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-3: Secondary Physical Features in Children with FASD 

Miguel del Campo, JA Kable, CD Coles, M. Suttie, CD Chambers, G Bandoli 

Division of Dysmorphology and Teratology, Department of Pediatrics, University of California San Diego 

(UCSD), La Jolla, CA 92093, US.  

Objective: Four key criteria are used for the definition of all diagnostic categories of the fetal alcohol 

spectrum disorders (FASD). The diagnoses included within the umbrella term Fetal Alcohol Spectrum 

Disorders (FASD) are based on the documentation of prenatal alcohol exposure (PAE), growth deficits, 

a pattern of dysmorphic facial features and neurobehavioral impairments. Besides microcephaly and 

growth deficits, only 3 key facial features (short palpebral fissures, a smooth philtrum and a thin 

vermilion of the upper lip) are taken into account for the diagnosis of Fetal Alcohol Syndrome (FAS) or 

partial FAS (pFAS), yet several other features have been commonly seen in individuals FAS/pFAS in 

multiple studies. Our goal is to determine if some of these secondary physical features also occur more 

frequently in children with Alcohol-Related Neurodevelopmental Disorder (ARND) relative to controls 

and if a cluster of these could be used to identify those negatively impacted by PAE but who do not 

have the 3 cardinal features.  

Methods: FASD status was assessed in 2681 children recruited for the Collaboration on Fetal Alcohol 

Spectrum Disorders Prevalence (CoFASP) study. Children were then categorized into groups using the 

modified Hoyme diagnostic criteria (FAS (24), partial FAS (99) and ARND (87), and No FASD (2475)) and 

the frequencies of secondary dysmorphic features were compared. 

Results: Several of these features (strabismus, ptosis, decreased prono-supination of the elbow, 5th 

finger clinodactyly, camptodactylies, and abnormal palmar creases) were significantly more frequent 
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in patients with FAS than in those with No FASD, but not in the group with ARND. The number of 

features computed in a physical exam score was significantly higher in FAS (Mean = 9.4) than in No 

FASD (Mean = 3.2), seemed increased in pFAS (Mean = 6.1), but was not increased relative to those 

with no FASD diagnosis in cases of ARND (Mean = 3.5). Despite no significant mean differences in 

physical features in the ARND group, the physical exam score had a statistically significant negative 

correlation with performance in the General Cognitive Ability score of the Differential Abilities Scale 

(DAS-GCA). 

Conclusion: Several secondary dysmorphic features were more frequent in children with FAS and could 

contribute to this diagnosis, but not in the ARND group. Our results would not allow at this time to use 

these secondary physical features to support a diagnosis of ARND, but a high physical exam score in 

this group is predictive of lower cognitive function.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-4: Fetal Alcohol Spectrum Disorders (FASD): description of the Reunionese 

cohort. 

Laëtitia Sennsfelder1,2, Susie GuiIlly2, Meïssa Nekaa3, Maïté Bagard3, Karine Josse3, Stéphanie 

Sotaca3, Stéphanie Robin4, Justine Lanneaux4, Manon Albert4, Léa Etchebarren4, Marie-Line 

Tallot4, Miléna Portelette5, Michel Spodenkiewicz5,6, Philippe Gasque1, Bérénice Doray1,2,3,6,7 

1 Laboratoire EPI - Université de La Réunion – CHU La Réunion, France 

2 Service de Génétique – CHU La Réunion, France 

3 Centre Ressources TSAF Fondation Père Favron – CHU La Réunion, France 

4 Centre Diagnostic SAF/ETCAF – CHU La Réunion, France 

5 Pôle de Santé Mentale, CHU Réunion, Saint-Pierre, La Réunion, France 

6 CIC 1410 – CHU La Réunion, France 

7 Centre de Référence Anomalies du Développement et Syndromes Malformatifs Sud-Ouest Occitanie 

Réunion, Site Constitutif de La Réunion, France 

 

Background: FASD is the most common cause of neurocognitive impairment and social inadaption, 

affecting 1 birth in 100. As a pilot region for FASD, the first French Resource Center for FASD was 

created in Reunion Island in 2016. The FASD Diagnostic Center completes the device: it performs a 

global evaluation to confirm or not the FASD diagnosis and to propose appropriate care. 

 

Objectives: Despite the existence of diagnostic criteria, the diagnosis remains difficult. Describing the 

reunionese cohort would help to offer an earlier diagnosis. 

 

Methods: This descriptive study included 124 children: 59 under 5 years of age with a confirmed 

clinical diagnosis of FAS by an expert practitioner, 65 FAS or ARND aged between 5 and 18 years 

evaluated at the FASD diagnostic center. Statistical analysis was performed with R studio software. 
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Results: Maternal alcohol consumption was suspected and confirmed in 52.8% and only suspected in 

47.7% of cases. Cannabis use was significantly more common among young women. Prenatal Alcohol 

Exposure (PAE) was also associated with paternal preconceptional consumption (46.7%). The maternal 

average age at delivery was 26. 4.9% of the mothers were minors and preterm births rate was 26%. 

Children were mostly placed (61%) before 2 years. Intellectual disability was retained in 44.4% of cases 

and other cognitive impairment (oral language difficulties, behavioral abnormalities, impaired motor 

skills) were studied. DNA chip revealed a Copy Number Variation (CNV) rate of 23.2% in our cohort. 

 

Conclusion: While maternal PAE is clearly dangerous for child development, we need to also focus 

prevention on the harmful effects of paternal preconceptional alcohol consumption as well as cannabis 

consumption. We must as well alert health professionals to the risk of prematurity due to alcohol-

related placental damage. Finally, genetic comorbidity must be systematically investigated. This well-

described cohort will help to start phenotype-epigenetic correlations. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-5: Sensory processing behaviors in clinical samples of infants and toddlers 
and school-age children with prenatal alcohol exposure 

Tracy Jirikowic, Misty Pruner, John Thorne, Susan Hemingway 

University of Washington, Seattle, WA, USA 

Background: Sensory processing differences have been widely described among children with 

prenatal alcohol exposure (PAE) and fetal alcohol spectrum disorder. Behavioral symptoms indicative 

of over- and/or under-responsivity to sensation can contribute to behavior dysregulation, difficulties 

participating in daily life activities, and caregiver stress.  

Aim of the study: 1) Describe the prevalence and patterns of sensory processing behaviors from two 

clinical samples: a) young children 7-36 months and b) school-aged children 3-11 years; and 2) 

discuss implications for diagnosis and intervention.  

Methods:  Retrospective analysis of diagnostic clinical data from the University of Washington Fetal 

Alcohol Syndrome Diagnostic and Prevention Network. Participants were a) 7 to 36 months, had a 

diagnosis on the fetal alcohol spectrum, and Infant Toddler Sensory Profile (ITSP) assessment; or b) 

ages 3 through 11 years, had a diagnosis on the fetal alcohol spectrum, and Short Sensory Profile 

(SSP) assessment. For older children, SSP outcomes across selected clinical and demographic features 

were examined with chi-square analyses. 

Results: Among school-age children (n=325), 73.2% had SSP total score outcomes in the definite 

difference category. Approximately half of infant/toddlers (n=93) had ITSP outcomes in probable (at-

risk) or definite difference categories. Atypical sensory processing symptoms were significantly more 

prevalent among school-age children with higher reported levels of PAE. Symptoms were comparably 

high across age, diagnostic severity, and other prenatal/postnatal risk factors.  

Conclusions: Atypical sensory processing behaviors were present early in life and were highly 

prevalent throughout childhood among children with PAE seen for a clinical diagnosis. Identifying 
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and understanding sensory processing differences, as a domain of neurobehavioral function that may 

be impacted by PAE, can help guide interventions and reframe maladaptive behaviors.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-6: Instructional guideline for social services pathways concerning children 

and young people with reduced functional capacity due to prenatal exposure 

to alcohol, drugs and/or addictive medicine. 

Helle Rotbøll Randløv  

The National Board of Social Services, Denmark 

Background: The National Board of Social Services in Denmark is about to publish an instructional 

guideline for social services pathways concerning children and young people with reduced functional 

capacity due to prenatal exposure to alcohol, drugs and/or addictive medicine.  

Aim: The instructional guideline is directed leaders in the Danish municipalities and a step towards 

improving the knowledge base to professionals working with children. The guideline aims to support 

and create awareness and knowledge of the consequences for children and young people prenatally 

exposed to alcohol, drugs and/or addictive medicine. 

Methods: Specialist, scientist, professionals and officials from relevant boards have been included in 

the development of the guideline by adding practical knowledge and experience to the literature 

review.  

Results and conclusion: The instructional guideline illuminates the circumstances for a group of 

children and young people, who are in high risk of being neglected, mistaken and/or associated with 

other diagnoses, and thereby not getting the relevant support and help. To ensure the best possible 

progress for the implicated children, the guideline highlights both a focus on the children’s conditions 

and needs for specialised services and at the same time the importance of cross-sectoral 

coordination and knowledge exchange. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-7: Canada's only National FASD Research Network 

A. McFarlane, Dr. J. Pei  

Objectives:  The aim of this presentation is to share the development and evolution of the only 

national FASD Research Network in Canada, who the stakeholders are, how it operates, challenges, 

highlighted outcomes, and current projects. 

Background: The Canada FASD Research Network (CanFASD) has been in existence since 2005. 

Sustaining in any research field for 20 years is an accomplishment on its own; keeping a network of 

changing stakeholders and committees alive for 20 years is worthy of a celebration and can be a 

model for other countries.     

CanFASD was conceived by a group of political leaders who recognized the need for Canadian 

evidence in order to make good policy decisions with public funds on how to best support those with 
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FASD and how to prevent it.  From this concept grew an amazing national research and knowledge 

translation organization that produces high quality research, policy recommendations and evidence 

informed service provider and caregiver resources.   CanFASD has developed two committees to 

provide the voice of lived experience in the development of research projects, funding applications, 

knowledge exchange development and governance.   

It is not without its challenges of sustained funding, responding to the current landscape of 

stakeholder needs, and maintaining the political pressure for elevated needs for FASD.   

Conclusion: This presentation will provide the audience with key insights into the development of a 

national research and community network, and the associated challenges of sustainability, ending off 

on a high note by sharing some of the exciting research projects that are completed and that are 

emerging.   

-------------------------------------------------------------------------------------------------------------------------------------- 

B2-8: From Prevention to Support: A FASD Training Programme and Suite of 

Resources for Professionals and Caregivers  

 

Rachel Burn1, 2, Jennifer Shields,2, Sarah Brown1,2 

1. NHS Ayrshire and Arran, Ayrshire Central Hospital, Kilwinning Rd, Irvine KA12 8SS, United Kingdom 

2. Fetal Alcohol Advisory Support and Training Team, School of Health in Social Science, The 

University of Edinburgh, Old Medical School, Teviot Pl, Edinburgh EH8 9AG, United Kingdom  

Background: Scotland has embraced the Scottish Government “No Alcohol, No Risk” message since 

2012. Awareness of FASD is increasing in this country. Professionals’ ability to provide support to 

individuals affected by FASD is dependent upon their own knowledge. The training programme and 

resources developed by NHS Ayrshire and Arran and the Fetal Alcohol Advisory, Support and Training 

(FAAST) Team aimed to i) change knowledge, understanding and attitudes of professionals around 

alcohol use during pregnancy and FASD and ii) provide professionals and caregivers with strategies to 

support individuals affected by FASD. 

Methods: The training calendar and resources were made available in printed format and on-line via 

NHS Ayrshire and Arran’s website and the FAAST Team website.  The training covered an overview of 

Scotland’s relationship with alcohol, alcohol units and the importance of delivery of ante-natal 

Alcohol Brief Interventions (ABI), how alcohol impacts on fetal development, FASD features and 

prevalence, as well as information on supports available for families and a video on lived experience. 

An overview of strategies to support affected individuals was also delivered. Paper pre-course 

evaluation questionnaires were administered and post-course paper evaluations completed 

following delivery. 

 

Results: The training calendar was fully booked within weeks. Evaluations revealed increased 

knowledge and understanding.  Evaluation data highlighted that professionals across Health and 
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Social Care felt that FASD training should be mandatory.  As a result, a further pilot ‘Train the Trainer’ 

model was developed and delivered.  

 

Conclusions: There continues to be vast interest in the training programme and the suite of 

resources from both professionals and caregivers. Improving awareness and knowledge around the 

“No Alcohol, No Risk” message and FASD has allowed professionals and caregivers to provide advice, 

guidance and support to individuals and families affected by FASD. 

------------------------------------------------------------------------------------------------------------------------------------- 

Parallel session B3: Prevalence – Epidemiology – Carers 

B3-1:  Assessing Prevalence of Pre-natal Alcohol Exposure in a Community 

Paediatric Clinic Case Load of Care Experienced Infants and Children – a 

Retrospective Audit 

Laura Doherty1, Rachel Burn2, 3, Jennifer Shields 3, Sarah Brown2, 3 

1. NHS Ayrshire and Arran, 48 Lister Street, Crosshouse Hospital, Kilmarnock KA2 0BE, United 

Kingdom                                                                                                                                                                    

2. NHS Ayrshire and Arran, Ayrshire Central Hospital, Kilwinning Rd, Irvine KA12 8SS, United Kingdom 

3. Fetal Alcohol Advisory Support and Training Team, School of Health in Social Science, The 

University of Edinburgh, Old Medical School, Teviot Pl, Edinburgh EH8 9AG, United Kingdom  

Background: Estimates suggest the UK prevalence of FASD is between 3-5%, while children with care 

experience are significantly more likely to be exposed to alcohol in the womb. Where FASD is 

suspected, community paediatric clinics are often the first place a care-experienced child will be 

assessed. In Ayrshire and Arran, a pre-permanency medical assessment occurs at the point of panel 

assessment in preparation for adoption or long-term foster care. Such services offer children a ‘gold 

standard’ assessment process. Records of alcohol exposure whilst in utero are robust and well 

documented, allowing for detailed and accurate audit. 

Aim of study: Based on a similar audit carried out in England, the present study will encompass an 

audit aimed at exploring prevalence of prenatal alcohol exposure (PAE) in a caseload of children in 

Scotland who are at the point of medical examination prior to permanence arrangements as well as 

detailing unmet health and social needs of this population. 

Methods: Using health records (n=272)  this audit will look at files related to children who received a 

medical assessment at the point of permanence (i.e. adoption or long-term foster care) from 1st 

November 2015 – 21st August 2020. It will use Permanence Medicals undertaken to count the 
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number exposed to alcohol prior to birth. In addition, the audit will note significance of alcohol 

exposure in relation to developmental concerns, as well as documenting other concerns noted by 

paediatricians. 

Results: Data collection is currently underway.  Results will identify the percentage of children within 

the pre-permanence cohort where prenatal exposure to alcohol was either confirmed, suspected, 

absent, unknown, un-recorded. 

Conclusions:  This audit is expected to indicate significant levels of need within this vulnerable 

population.  These findings are expected to have implications for the health and social care system 

and their support of prospective adoptive and / or foster families.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B3-2: Breastfeeding and infant neurodevelopment: differential associations by 

prenatal alcohol exposure 

 

Gretchen Bandoli1,2, Kristin Schaffer2, Wladimir Wertelecki1,3, Lyubov Yevtushok3,4, Natalya 

Zymak-Zakutnya3,5, Christina Chambers1,2, The CIFASD 

1. Department of Pediatrics, University of California San Diego, La Jolla USA 
2. Herbert Wertheim School of Public Health, University of California San Diego, La Jolla USA 
3. OMNI-Net Ukraine Birth Defects Program, Rivne Ukraine 
4. Rivne Regional Medical Diagnostic Center, Rivne Ukraine 
5. Khmelnytsky Perinatal Center, Khmelnytsky Ukraine 
 

Background: Both prenatal alcohol exposure (PAE) and breastfeeding have been studied in relation 

to neurodevelopment. There is little work looking at whether children with PAE differentially benefit 

from receiving human milk compared to children without PAE. 

Aim of the study: To examine the association between breastfeeding and neurodevelopment, and 

determine whether PAE modifies the association. 

Methods: We analyzed a cohort enrolled in Western Ukraine between 2008 and 2014. PAE was 

summarized into longitudinal trajectories, which were collapsed into low/none (n=195), medium 

(n=60) and high (n=68) trajectories. Breastfeeding was dichotomized as 0-3 months and >3 months. 

Neurodevelopment was measured at 6 and 12 months postnatal with the Bayley Scales of Infant 

Development using the Mental Development Index (MDI) and Psychomotor Development Index 

(PDI). We performed multivariable linear regression to estimate the association between >3 months 

of breastfeeding and developmental outcomes. Models were then stratified by PAE trajectory group 

and repeated. 

Results: In the full sample, breastfeeding duration was only modestly associated with 

neurodevelopment at 6 months, and not associated with neurodevelopment at 12 months. However, 

infants with high levels of PAE who were breastfed for >3 months had better neurodevelopmental 

outcomes at both 6 and 12 months compared to infants with the same PAE who received less human 

milk. This association was not seen among infants with medium or low levels of PAE. Unexpectedly, 

https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorRaw=Yevtushok%2C+Lyubov
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorRaw=Zymak-Zakutnya%2C+Natalya
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorRaw=Zymak-Zakutnya%2C+Natalya
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longer duration of breastfeeding was associated with lower scores in the medium PAE strata, but 

only at the 12-month visit.  

Conclusion: Although high PAE was associated with lower neurodevelopmental scores, infants who 

were breastfed for >3 months had better performance on the evaluations, with scores more like 

infants with lower or no PAE. Although we cannot assess causality, these results warrant future 

investigation. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B3-3: Comparison of the prevalence of prenatal cannabis and alcohol use and 

its adverse neonatal outcomes: A systematic review & meta-analysis 

Svetlana Popova, Ekta Pandya, Danijela Dozet, Krista Brower, & Marcos Sanches 

Centre for Addiction and Mental Health, Institute for Mental Health Policy Research, Toronto, 

Canada 

Background: Although there is an extensive body of literature that has focused upon birth outcomes 

after prenatal exposure to alcohol and its prevalence, similar findings on cannabis use are still quite 

limited. In addition, animal models demonstrated that the combined effects of cannabinoids and 

alcohol increases the likelihood of birth defects involving facial features and brain.  

Aims of the study were to estimate: 1) The prevalence of:  a) prenatal cannabis use among general 

and high-risk populations of pregnant women; and b) prenatal cannabis exposure among infants. 2) 

The odds/ risk of adverse neonatal outcomes in neonates exposed and unexposed to prenatal 

cannabis; 3) Compare results from aim 1 and 2 with prenatal alcohol-use outcomes.  

Methods: For aims 1 and 2, CINAHL, EMBASE, Medline Ovid, & Google were used to retrieve articles 

from January 1987–July 2021 without language or geographical restrictions. Joanna Briggs Institute 

(JBI) assessment checklist was used for critical appraisal. Meta-analysis was conducted in STATA. For 

aim 3, the most updated existing data on prenatal alcohol-use outcomes were used.  

Results: Aims 1 and 2: Overall, 399 studies conducted across 25 countries were included: 291 

reporting only prenatal cannabis use, 15 adverse neonatal outcomes, and 33 reporting both. Half 

were conducted in the USA. Overall, the prenatal cannabis use prevalence among the general 

population of pregnant women was 2.43% (95%CI=2.00-2.89) and prenatal cannabis exposure among 

infants was 1.82% (95%CI=1.65-1.99) or 1.85%(95%CI=0.12-5.29). The prenatal cannabis use 

prevalence for high-risk populations of pregnant women were: incarcerated 25.3%(95%CI=6.55-

50.78); with mental illness 24.15% (95%CI=19.71-28.88); adolescents/who opted for abortion 18.67% 

(95%CI=15.88-21.62); with low socioeconomic status (i.e., on government-aid) 15.80% (95%CI=13.24-

18.53); sex-workers/victims of domestic violence 11.11% (95%CI=7.76-14.94); residents where 

nightlife is active/cannabis is legalized-decriminalized 5.42% (95%CI=4.62-6.27). 

Cannabis-exposed neonates have higher odds of low birth weight, APGAR 5-minutes scores <7, 

necrotizing enterocolitis, NICU admissions, neonatal mortality, and stillbirths/miscarriages, and have 

lower mean APGAR 1-minute scores and mean head circumference. These findings are in line with 

common adverse neonatal outcomes associated with prenatal alcohol exposure.  
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Conclusion: Since cannabis and alcohol are frequently used simultaneously, which significantly 

increases the risks of adverse maternal and neonatal outcomes, it is crucial to screen pregnant and 

childbearing age women on both substances and provide prenatal education, especially in high-risk 

populations.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B3-4: Parent emotion nonacceptance and emotion regulation mediate the 

relationship of parent ACEs and child behavior problems in children with 

FASD 

Carson Kautz-Turnbull, Madeline Rockhold, & Christie L.M. Petrenko 

Mt. Hope Family Center, Department of Psychology, University of Rochester, Rochester, NY, USA. 

Background: Adverse childhood experiences (ACEs) can lead to negative life outcomes. In the general 

population, higher parent ACEs are linked with higher behavior problems in their children. 

Aim of the study: This study investigated the relationship of parent ACEs and child problem behavior 

in children with fetal alcohol spectrum disorders (FASD), with parent emotion socialization and 

emotion regulation as potential mediators. This is the first to do so in this population. 

Methods: Seventy foster, adoptive, and kinship caregivers of children with FASD (ages 4-12) 

participated in an emotion socialization intervention trial. At baseline, caregivers completed the ACEs 

questionnaire, the Difficulties in Emotion Regulation Survey (DERS), and the Parent Meta Emotion 

Interview (PMEI). They also completed the Eyberg Child Behavior Inventory (ECBI), a measure of child 

problem behavior. Mediation analyses were conducted testing the indirect effect of parent ACEs on 

ECBI Behavior Intensity via DERS and PMEI factor scores. All analyses were conducted in SPSS 

PROCESS using bootstrapping. 

Results: Parents had an average ACE score of 2.79 (SD=2.74), and higher ACEs were associated with 

higher child problem behavior (r=.26, p=.03). This relationship was significantly mediated by parent 

nonacceptance of their own emotion (DERS nonacceptance; =.10, 95% CI LL=.004, UL=.214) and 

parent emotion regulation (PMEI parent regulation; =.08, 95% CI LL=.016, UL=.173). No other 

measures of emotion regulation or meta-emotion mediated this relationship. 

Conclusion: Parent ACE scores are positively related to behavior problems in children with FASD. 

Parents with higher ACE scores had greater difficulty accepting and regulating their own emotions. 

This in turn, was related to having a child with higher levels of behavior problems. Parent emotion 

regulation and meta-emotion show promise as mechanisms of the link between parent trauma and 

child problem behavior.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B3-5: Towards Healthy Outcomes for Individuals with FASD: Caregiver 
Perceptions, Beliefs, and Attitudes 
 

Vannesa Joly, Jacqueline Pei 
 
Department of Educational Psychology, University of Alberta, Edmonton, Canada 
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Background: Interventions for individuals with FASD must respond to evolving strengths and needs 

over the lifespan. By integrating current research findings about healthy development with 

interventions specific to individuals with FASD, the Towards Healthy Outcomes framework (THO) was 

developed to identify a goal oriented, proactive way forward towards achieving success. THO aims to 

shift perspectives of those using it, such as caregivers, towards evidence informed and balanced 

awareness of the strengths and needs of individuals they support. This is relevant given the influence 

of caregivers’ perceptions, beliefs, and attitudes on academic, health, and social outcomes for those 

they support.  

Aim of the study: The present study was undertaken in partnership with a community-based support 

group for caregivers of individuals with FASD to determine if exposure to THO influences their 

perceptions, beliefs, and attitudes towards 1) individuals with FASD and 2) their roles as caregivers.  

Methods: The Caregiver Club is a Canadian based, virtual community that provides education and 

support for caregivers of individuals with FASD. Members of this community were provided 

educational modules based on THO. Caregivers (n=103) completed a survey regarding their 

perceptions, beliefs, and attitudes towards FASD and their role as caregivers prior to beginning the 

modules. A follow-up survey will be offered after completing the THO modules in May 2022.  

Results: Findings from the pre and follow-up surveys will be analyzed using frequency, descriptive, 

and paired samples t-test analyses to determine the impacts of THO on caregiver perceptions, 

beliefs, and attitudes. 

Conclusion: The THO model may modify the perceptions, beliefs, and attitudes of caregivers to 

support proactive, goal-oriented intervention. Caregiver perceptions, beliefs, and attitudes impact 

outcomes for the individuals they support, and are important to consider when intervention planning 

and in educational settings. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B3-6: Evidence-Based Online Training and Support Courses for Caregivers of 

Youth with FASD. 

Sophie Harrington1, Dr Anita Gibbs2   

1. National Partnerships & Education Manager, National Organisation for Fetal Alcohol Spectrum 

Disorder, NOFASD Australia  

2. Associate Professor, University of Otago, Dunedin, New Zealand 

Background: New Zealand and Australia have a dearth of services to help families where FASD is an 

issue. Dr Anita Gibbs piloted a 6-week online version of her 7-week face to face course, in 

collaboration with NOFASD Australia.  

Aim of study: The course is underpinned by empowerment and peer mentoring orientations. The 

course aims to enable caregivers to: increase their knowledge of FASD, and it’s impacts and 

challenges across the lifespan; be equipped in the knowledge of successful strategies and 

interventions to help their families; consider successful approaches to apply to the systems in their 

environment, such as health, welfare, education and justice; and to foster peer-support relationships 

with others who share the lived-experience of FASD.  
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Methods: The course was developed on evidence-based best practice and expert guidance from 

North America, and Australasia. Dr Gibbs has lived experience as a caregiver of two teenage boys 

with FASD. NOFASD Australia was founded 20 years ago by a caregiver of a child with FASD and now 

provides a national helpline as well as online resources and training throughout Australia. The online 

course attracted interest from nearly 60 people, with 12 caregivers selected for the pilot course. A 

programme of talks, exercises, and interactive discussions focused on the course aims. Final session 

evaluations have been undertaken to include an in-depth semi-structured interview for 11 

participants.  

Results: Caregivers overwhelmingly valued both the content and process of the training. A 

highlighted strength of the training was the delivery by experienced, professionally trained caregivers 

of children with FASD. They valued the opportunity to spend time with peers in similar circumstances 

who understood the challenges of parenting a child with FASD.  

Conclusion: Short evidence-based specialist online training courses for parents and caregivers, with 

an empowerment and peer support orientation, are viewed as helpful and supportive by 

participants.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B3-7: Perspectives on Fetal Alcohol Spectrum Disorder Diagnoses in Children: 

The Experiences of Adoptive Parents in Scotland 

 

 

Jennifer Shields1,2, David C. Zammit1, Sarah Brown1, Lindsey Gilling McIntosh2, Stewart 

McDougall2, Suzanne O’Rourke2 

 

1. NHS Ayrshire and Arran, Ayrshire Central Hospital, Kilwinning Rd, Irvine KA12 8SS, United 

Kingdom 

2. Fetal Alcohol Advisory Support and Training Team, School of Health in Social Science, The 

University of Edinburgh, Old Medical School, Teviot Pl, Edinburgh EH8 9AG, United Kingdom 

Background: Arising from prenatal alcohol exposure, Fetal Alcohol Spectrum Disorder (FASD) can 

lead to a range of physical and neurodevelopmental effects. Following the development of a clinical 

guideline in Scotland, there has been a concerted effort to expand availability of FASD assessments 

within our National Health Service (NHS). The parents of these children play a crucial role in 

informing the development of relevant policy and services for FASD.  

Aims: This study was the first to examine parents’ experiences of caring for children with FASD in 

Scotland. It was intended to be exploratory, thereby giving voice to the issues that matter most to 

this population. 

Methods and Procedures: Six adoptive parents, raising children diagnosed with, or identified as at-

risk of having, FASD participated in semi-structured interviews. Children ranged between seven to 

fifteen years old. Interpretative phenomenological analysis was used to analyse transcripts and build 
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themes based on the participants’ experiences. Five participants provided further comments on the 

emergent themes. 

Outcomes and Results: Four superordinate were themes identified: ‘the fight for support,’ ‘a life of 

inequity,’ ‘an uncertain future,’ and ‘a complex psychological journey’. These reflect the complexity 

of the participants’ experiences navigating a world which is not set up to allow themselves or their 

children to thrive. 

Conclusions and Implications: Caring for a child with FASD in Scotland brings significant challenges, 

often driven by shortcomings in professional knowledge and services. These families described their 

futures as highly uncertain, with mental health, social support and financial wellbeing reported as 

being precarious. Despite this, their energy remained unstinted and their ability to both summon 

hope and advocate for their children in the face of adversity remained strong. These findings must be 

used to inform developments in policy and the planning and provision of services. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

B3-8: Developing Remote Delivery Caregiver Training: FASD Across the 

Lifespan Reaches Across Cultures and Communities. 

Tami Eller, Deb Evensen, Aileen McGinnis and Jenn Wagaman 

University of Alaska Anchorage Center for Human Development, Fetal Alcohol Consultation & 

Training Services, Alaska Center for Resource Families, Alaska, Alaska Center for Children and Adults, 

Alaska, United States.  

 

Background: Alaska is a geographically and culturally diverse place, where rates of FASD can exceed 

1 in 15 individuals. In a state nearly two and a half times the size of Texas that is home to 228 

federally recognized indigenous tribes, providing culturally responsive and accessible training for 

families and caregivers is a challenge. Not every community in Alaska has access to reliable internet, 

and many communities have minimal to no medical or behavioral health resources. Many of these 

communities are not connected by a road system, requiring families to travel via planes, snow 

machine or boat in order to reach resources in larger communities. Leaders in the Alaska FASD 

community developed a project to provide culturally relevant, accessible training to families and 

caregivers across the state with the goal of pursuing technology and accessibility to reach as many 

families as possible.  

Aim of the Study: The goal of the project was to create research-based, accessible training to families 

and caregivers that could be accessed by both synchronous and asynchronous means, and which 

provided strategies and information that is culturally relevant and appropriate to existing systems of 

care in the both the tribal, private and public sectors. The asynchronous aspect of the training was 

important to address unreliable internet, subsistence schedules and provide resources for 

community groups or organizations to increase training and resource connection capacity across the 

state. 

Methods: A seven-part series titled “FASD Across the Lifespan” was developed that included 

monthly, Zoom-based lectures featuring Alaska experts who addressed FASD presentation and 

research-based interventions from infancy to adulthood. Each session was followed a question and 

answer opportunity for attendees, along with a list of resources. The sessions were recorded, edited 
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and posted online for asynchronous viewing with links to the slides as well as additional resources. 

Attendees to the live sessions were also provided with the option to call in via a telephone line. The 

project was housed at the Alaska Center for Resource Families, a foster care and adoptive family 

support agency, in an effort to reach a broad section of foster and adoptive families across the state. 

Follow-up surveys were completed by participants. 

Results: Overall, archived videos received 835 unique views. Eighty six attendees of the synchronous 

session completed a survey following their participation. The number of individuals reached in each 

region of Alaska was evenly distributed with the exception of Bethel, in southwestern Alaska, which 

was significantly lower. The majority of respondents considered themselves “somewhat 

knowledgeable” of the field of FASD. Eighty percent of attendees planned to attend all of the 

sessions. 

Conclusion: Developing accessible training for families and caregivers in remote and culturally 

diverse communities presents a variety of challenges and opportunities. Allowing multiple pathways 

of access is essential. In order to ensure access to individuals in the extremely remote communities 

of Alaska, caregivers need multiple points of access to training and resources as well as follow-up 

support that is accessible in multiple modalities. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Parallel session B4: Secondary disorders and comorbidities – Prognosis – Adults with FASD  

B4-1: Sleep disturbance in children with Fetal Alcohol Spectrum Disorders with 
and without comorbidities.  
 

Thorsten Gerstner 1,2, Hans Inge Sævareid3, Åse Ribe Johnsen3, Gro Løhaugen1, Jon 

Skranes1,2 

1Regional Competence for children with prenatal alcohol/drug exposure, Department of Pediatrics, 

Sørlandet Hospital, Arendal, Norway.                                                                                                                                                                                         

2 Department of clinical and molecular medicine,  Faculty of Medicine and Health Sciences, 

Norwegian University of Science and Technology, Trondheim, Norway.                                                                          

3Department of Health and Nursing Sciences, Faculty of Health and Sport Sciences, University of 

Agder, Grimstad, Norway. 

 

Background: Fetal Alcohol Spectrum Disorder describes a combination of developmental, cognitive, 

and behavioural disabilities in children with prenatal exposure to alcohol. Literature suggests higher 

rates of sleep disturbances in these children. However, limited research has been undertaken 

investigating such sleep disturbances in relation to comorbidities and the different sub-groups. Our 

study aimed to examine the prevalence of disturbed sleep and relationship between parent-reported 

sleep problems in different FASD subgroups and comorbidities like epilepsy or ADHD. 

Method: Cross-sectional survey where caregivers of 53 FASD children referred to and diagnosed with 

FASD at the Regional Resource Center for children with intrauterine exposure to alcohol (RK-MR) 

completed Sleep Disturbance Scale for Children. Information about comorbidities was collected and 

EEG performed. Group comparisons and ANCOVA interaction models were used to test the 

associations between different sleep disturbances, and factors with impact on sleep.  
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Results: Both the comorbidity epilepsy and/or pathological EEG and ADHD were present in all 

subgroups. The incidence of epilepsy in this group was 9.3% (n=5), pathological EEG was seen in 24% 

(n=13) and 35.2% (n=19) had a confirmed ADHD diagnoses. Sleep problems were very common, 

affecting 80% (n = 43) of participants. Difficulty falling asleep was the most common sleep problem 

encountered, followed by difficulty staying asleep and waking early. We did not find any significant 

differences in between the different diagnostic groups or in between those with 

epilepsy/pathological EEG and ADHD 

Conclusion: Problems with sleep are very common in FASD children and the study emphasizes the 

importance of screening for sleep disturbances in all children with FASD since these may be 

treatable. Our study, in contrast to other publications regarding sleep and FASD show that there is no 

clinical difference among subtypes of the whole specter of fetal alcohol syndrome and therefore 

reinforces the global harmful nature of prenatal alcohol exposure. In addition, the results reinforce 

the importance of clinical enquiry regarding self-regulatory symptoms such as sleep and ADHD. It is 

also interesting that even epilepsy and/or pathological finding on the EEG does not have an 

additional negative impact on sleep. Both the comorbidity epilepsy and/or pathological EEG and 

ADHD were significantly overrepresented in our patients compared to a normal child population. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B4-2: Mood and neurotic disorders among youth with prenatal substance 

exposure: A longitudinal register-based cohort study  

Niina-Maria Nissinen 1,2, Taisto Sarkola 3,4, Ilona Autti-Rämö 5, Mika Gissler 6,7,8, Hanna Kahila 
9 & Anne M. Koponen 1,10  
 

1. Folkhälsan Research Center, Helsinki, Finland  
2. Tampere University, Faculty of Social Sciences, Health Sciences Unit, Tampere, Finland  
3. Children’s Hospital, University of Helsinki, and Helsinki University Hospital, Helsinki, Finland  
4. Minerva Foundation Institute for Medical Research, Helsinki, Finland  
5. University of Helsinki, Children’s Hospital, Division of Child Neurology, Helsinki, Finland  
6. THL Finnish Institute for Health and Welfare, Information Services Department, Helsinki, Finland 
7. Karolinska Institute, Department of Molecular Medicine and Surgery, Stockholm, Sweden and 
Region Stockholm, Academic Primary Health Care Centre, Stockholm, Sweden 
8. University of Turku, Research Centre for Child Psychiatry, Turku, Finland  
9. Department of Obstetrics and Gynaecology, University of Helsinki, and Helsinki University Central 
Hospital, Helsinki, Finland  
10. University of Helsinki, Department of Public Health, Helsinki, Finland  
 

Background: Mood and neurotic disorders are common and often comorbid mental health disorders 

that typically become evident in childhood or adolescence. These disorders contribute to functional 

impairments and health and developmental concerns. Several prenatal and postnatal factors can 

increase the risk of these disorders. Prenatal substance exposure (i.e. alcohol and/or drugs) is 

associated with mood and neurotic disorders but this association is complex and understudied.  

Aim of the study: This study investigated the recorded use of specialised healthcare services for mood 

and neurotic disorders among youth with a history of prenatal substance exposure (i.e. exposed 

cohort) in comparison with an unexposed matched cohort. Furthermore, the study investigates the 
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influence of offspring and maternal characteristics and out-of-home care (OHC) on mood and neurotic 

disorders.  

Methods: This longitudinal register-based matched cohort study included 594 exposed and 1735 

unexposed youth. Cox regression models were applied to study the first care episode for mood and 

neurotic disorders in specialised healthcare from 13 years of age, and the influence of offspring and 

maternal characteristics and OHC. Mediation analysis was applied to study the mediating effect of OHC 

on the association between prenatal substance exposure and the disorders.   

Results: The exposed cohort had a two-fold higher likelihood of being treated in specialised healthcare 

for mood and neurotic disorders compared with the unexposed cohort, but this difference was 

attenuated to non-significant levels following adjustments with adverse maternal characteristics and 

OHC. OHC mediated 61% of the association between prenatal substance exposure and youth’s mood 

and neurotic disorders.  

Conclusion: Mood and neurotic disorders are more common following prenatal exposure to 

substances and interlinked with significant adversities in the postnatal caregiving environment and 

OHC.  

Accepted for publication at the Journal of Affective Disorders 

-------------------------------------------------------------------------------------------------------------------------------------- 

B4-3: Epilepsy and pathological EEG findings in children with Fetal alcohol 
spectrum disorder (FASD)  

 

Thorsten Gerstner 1,2, Oliver Henning3, Gro Løhaugen1, Jon Skranes1,2 

1Regional Competence for children with prenatal alcohol/drug exposure, Department of Pediatrics, 

Sørlandet Hospital, Arendal, Norway.                                                                                                                                                     

2Department of clinical and molecular medicine,  Faculty of Medicine and Health Sciences, 

Norwegian University of Science and Technology, Trondheim, Norway.                                                                                    

3National Centre for Epilepsy, Oslo University Hospital, Oslo, Norway. 

 

Background: FASD is the umbrella term that describes the range of different developmental 

outcomes that may occur in children of mothers drinking alcohol during pregnancy. FASD is 

associated with several comorbidities including epilepsy. A few former studies did report high 

prevalence of epilepsy and seizures between 4 % – 21% in children with FASD while the prevalence of 

epilepsy in Norwegian children in general is 0.7%. Only a few studies have systematically examined 

EEG records of children and adolescents with FASD, and EEG features in this patient group are poorly 

described. The objective of the study was to evaluate the prevalence of epilepsy and pathological 

EEG in children with FASD related to the different FASD subgroups.  

Method: In this prospective cross-sectional examination of 144 children between the ages of 1-17 

years referred to and diagnosed with FASD at the Regional Resource Center for children with 

exposure information about epilepsy, medical treatment and comorbidities was collected and EEG 

was performed on 139 children. Group comparisons and ANCOVA interaction models were used to 

test the associations between the different FASD subgroups.  
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Results: Seventy children (49%) were diagnosed with neurobehavioral disorder (alcohol exposed), 43 

(30%) with static encephalopathy (alcohol exposed) and 31 (21%) with full or partial fetal alcohol 

syndrome (FAS/pFAS). Four children (2.9%) had a confirmed diagnosis of epilepsy, and 25 (18%) had 

pathological findings in the EEG. Prevalence of epilepsy or pathological EEG did not differ across the 

FASD subgroups. When analyzing other parameters such as prematurity (<=37 GW), adopted/foster 

home/ living with biological parents and alcohol only versus  alcohol and illegal drugs, none of the 

these risk factors were associated with an increased prevalence of epilepsy, but the children born 

premature showed surprisingly a significant lower prevalence of pathological EEG findings than those 

born at term (p=.004).  

Conclusions: There is a higher prevalence of epilepsy in the FASD population compared to normal 

child population (3.5 fold higher), but our results do not confirm earlier studies showing a prevalence 

up to 6%. The prevalence of pathological EEG findings corresponds to other studies on this subject. 

However, the subtype of FASD does not seem to play a significant role. Due to the high prevalence of 

abnormal findings, EEG is an important tool in the evaluation of patients with FASD. It may allow the 

detection of pathologies, thus leading to a proper treatment with antiepileptic drugs even in the 

absence of clinical seizure. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B4-4: Neuropsychological profile of children with Fetal Alcohol Spectrum 

Disorder (FASD) 

Oscar Garcia-Algar1, Helena Pérez2, Marta Astals1, Vicente Andreu1, Alba Galiana1, Elisabet 

Navarro1 

1GRIE, Neonatology Unit, Hospital Clinic-Maternitat, ICGON, IDIBAPS, BCNatal, Barcelona, Spain 
2Universitat Pompeu Fabra (UPF, Barcelona, Spain 

 

Background: Fetal Alcohol Spectrum Disorder (FASD) is a compilation of deleterious effects that arise 

from alcohol consumption during pregnancy which includes conditions related to facial and other 

physical abnormalities, cognitive delay and development and behavioural impairment. Several 

studies have determined that 2-5% of children in Western European countries and in the USA suffer 

from FASD. There is no safe amount of alcohol known that can be taken during pregnancy. In fact, 

according to the National Institute on Drug Abuse (NIDA), 11.5% of pregnant women aged between 

15 to 44 years old reported alcohol consumption during the previous month.  

Methods: The aim of this project is to ascertain the existence of a specific neuropsychological profile 

in FASD, as now it is known the existence of many cognitive domains altered and the proposal of 

which ones are the most affected has been already done. To do so, this study has analyzed several 

cognitive and behavioural domains in a sample of patients previously diagnosed with FASD. 

Results: The findings have not shown a specific neuropsychological profile among these patients, 

although it has been acknowledged that they tend to have 2 or more cognitive domains affected plus 

alterations in verbal comprehension when compared to normality standards. 
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Conclusion: A common neuropsychological profile in FASD patients has not been discovered yet and 

it is possible that the cognitive affection of the syndrome may not be distinguishable from other 

neurodevelopmental conditions and etiologies. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B4-5: Adaptive behavior in Norwegian children with FASD assessed at the 

Norwegian resource center for children with prenatal alcohol and/or drug 

exposure.  

Gro CC Løhaugen1, PhD, clinical neuropsychologist; Thorsten Gerstner1,2, MD, PhD; Anne 

Cecilie Tveiten1, PhD student, special educator; Jon Skranes1,2, MD, Professor dr med.  

1Regional Competence for children with prenatal alcohol/drug exposure, Department of Pediatrics, 

Sørlandet Hospital, Arendal, Norway.                                                                                                                                                     

2Department of clinical and molecular medicine,  Faculty of Medicine and Health Sciences, 

Norwegian University of Science and Technology, Trondheim, Norway.                                                                                      

 

Background: Studies have repeatedly shown that adaptive behavior is impaired in children with FASD 

across severity of FASD and IQ. Studies from Scandinavia are few, and none from Norway.  

Aims of study: To assess adaptive behavior in Norwegian children/adolescents with FASD assessed 

by the 4-digit code and to compare adaptive functioning according to FASD subgroup: 

Neurobehavioral disorder/Alcohol exposed (NB/AE), Static encephalopathy/Alcohol exposed (SE/AE), 

and Partial Fetal Alcohol Syndrome/Alcohol exposed (pFAS)/Fetal Alcohol Syndrome (FAS).  

Methods: 125 children and adolescents diagnosed with FASD at our clinic were included based on 

parental/guardian consent. Mean age was 10 years, range 1-20y. Diagnostic method: 4-digit code; 

clinical assessment was performed by a neuropaediatrician. The Vineland Adaptive Behavior scales 

(VABS) 2nd edition Parental interview form was performed by an experienced social worker. IQ was 

assessed by Wechsler test according to age (WPPSI/WISC/WAIS) by a clinical neuropsychologist.  

Results: Mean IQ was 83 (sd12). 42% had normal IQ (85-115), while 9.6% scored below an IQ 70, 

indicating mental retardation. None of the VABS index scores fell within normal limits in the total 

group or in any of the FASD subgroup. Mean Communication index was 61 (sd11), Daily life index 69 

(sd 14), Social functioning index 71 (sd 13), Motor functioning index 72 (sd 19, n=29), General 

Adaptive Functioning (GAF) sum score was 63 (sd 13). There was no significant correlation between 

full IQ and GAF. No significant differences in VABS indexes were found between the SE/AE group and 

the pFAS/FAS group. Significantly higher VABS scores on all indexes apart from social functioning 

were found in the NB/AE group compared to both the SE/AE and the pFAS/FAS groups.  

Conclusion: Norwegian children with FASD obtain scores far below expected on all VABS indexes. 

Those with NB/AE score significantly better than those with SE/AE or pFAS/FAS on communication, 

daily life functioning and general adaptive functioning, but no group differences were found on social 

functioning. Our findings are in accordance with previous, international studies.  

-------------------------------------------------------------------------------------------------------------------------------------- 



 

101 
 

B4-6: Prenatal Exposure to Alcohol and Other Substances:  Effects on Physical 

and Mental Health Trajectories 

Jocelynn L. Cook, PHD, MBA 1,2,3, Kathy L. Unsworth, MPH, MBA 1, Audrey McFarlane, MBA 1 

1The Canada FASD Research Network, 2The University of Ottawa, 3The Society of Obstetricians and 

Gynaecologists of Canada 

 

BACKGROUND: Substance use during pregnancy continues to increase globally, and data continue to 

emerge about the impacts of in utero exposure on physical and mental health. 

AIM: This study identifies in utero factors that influence physical and mental health, and experiences 

across the lifespan. 

METHOD: The Canadian National FASD Database contains data on individuals (N=3,900) with 

prenatal alcohol exposure. Descriptive statistics, chi-square tests and logistic regression compared 

patterns between groups, examined predictive factors, and explored strengths of association. 

RESULTS: 63% of the sample had FASD. Prenatal exposure was confirmed: alcohol (92%), nicotine 

(41%), cannabis (31%), cocaine (20%), prescription medications (13%), opiates (5%) and 

methamphetamines (5%). 36% had confirmed exposure to alcohol plus at least two other substances. 

Brain impairment was most prevalent in FASD compared to at-risk (p< 0.05) and no FASD (p< 0.05), 

as was prevalence of physical disabilities (44% for FASD; 27% for At risk; 28% for no FASD). 

Almost half of those with FASD experienced mental health issues; prevalence was highest in adults 

(78%). New data show sex-differences in mental health and adverse experiences in FASD. 

Associations between pre- and post-natal trauma, sex and age will be analysed determine 

predictability for mental health issues and age of onset. Preliminary data shows that exposure to 

opioids/cannabis puts those with FASD at increased risk for ADHD, sensory issues, and slower 

processing speed. 

CONCLUSION: Data confirm that individuals with FASD in Canada are complex. Understanding how in 

utero exposures affect long term physical and mental health will help to identify permissive and 

protective factors to optimize developmental outcomes, from preconception through to adulthood. 

Results will help to anticipate early interventions and supports that can have protective effects, 

mitigate difficulties in daily living, and provide a foundation for healthier trajectories. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B4-7: Long-lasting changes in immune function following prenatal alcohol 

exposure: A multi-site study. 

Charlis Raineki1,2, Tamara S Bodnar1, Christine Loock1, Tim Oberlander1, Claire Coles3, 

Therese Grant4, Joanne Weinberg1 

1University of British Columbia, Vancouver, Canada; 2Brock University, St. Catharines, Canada; 3Emory 

University, Atlanta, USA; 4University of Washington, Seattle, USA. 
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Background. Fetal alcohol spectrum disorder (FASD) comprises the broad range of structural, 

neurocognitive, physiological and behavioral deficits that can occur following prenatal alcohol 

exposure (PAE). FASD is also associated with a disproportionately high rate of physical and mental 

health problems. Importantly, altered immune function may be a key mechanistic driver of these 

health problems. Our previous work indicates that PAE results in an altered immune profile in 

childhood; however, the long-term effects of PAE on immune function have not been investigated. 

To address this gap, here, we assessed health and immune function in adults with PAE. 

Methods. Adults with PAE and unexposed controls were recruited at three sites (Atlanta, Seattle, and 

Vancouver). Participants completed an extensive physical and mental health survey, including an 

assessment of preclinical symptoms of autoimmune disorders. Blood samples were collected to 

measure a range of immune and related markers.  

Results. Our results indicate that, across all three sites, adults with PAE exhibited long-lasting adverse 

immune changes (alterations in immune, angiogenesis, and vascular injury markers). Notably, 

however, the specific impact of PAE on the immune environment differed across sites. Moreover, 

rates of preclinical symptoms of autoimmune disorders were elevated in adults with PAE in the 

Vancouver and Seattle cohorts but not in the Atlanta cohort. This highlights the importance of the 

inclusion of a diverse subject pool such that the impact of modifying factors (e.g., SES and 

race/ethnicity, geographic location) can be explored, while also probing for consistent, cross 

population immune signatures of PAE.  

Conclusion. These data indicate that PAE results in life long changes in immune-related outcomes 

including immune system dysregulation, which may underlie the increased rates of pre-clinical 

symptoms of autoimmune disorders and other health issues.                                                                     

Supported by: NIH-NIAAA/CIFASD U01 AA026101. 

-------------------------------------------------------------------------------------------------------------------------------------- 

B4-8: Clinical Assessment and Diagnosis of FASD in adults – a suggested guide 

from a clinical perspective 

Ragnar H Solhoff, Ina L Fjærli, Ronny Johansen, Aleksander Hals-Lydersen, Hans Inge 

Sævareid. 

Sørlandet Hospital, Department of habilitation for adults, Arendal, University of Agder, Department 

of Health and Nursing Science, Grimstad, Norway. 

 

Background: The evaluation of fetal alcohol spectrum disorders (FASD) requires interdisciplinary and 

specialized expertise, and the assessment process can be challenging, especially when it comes to 

adults.  

There is limited research and guidelines developed for the adult population, as the main focus has 

been on recognizing children at risk of FASD. Early diagnosis is important to prevent negative health 

outcomes and psychosocial difficulties later in life. As a consequence, adult patients with FASD will 

not have benefited from early diagnosis and interventions. Also, most of the resources and methods 

available are not adapted to the adult population.  
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Aim of study: At Department of habilitation for adults in Sørlandet Hospital, Arendal, an 

interdisciplinary project group consisting of one neurologist, two neuropsychologists, a social care 

worker and an associate professor from the University of Agder, have suggested a guide for assessing 

and diagnosing FASD in adults. The intention was to make the diagnostic evaluation process both 

more secure and easier for other health professionals when meeting this group of patients. 

Methods: The project group has gathered experience from clinical practice over a decade and 

cooperates with the Regional Competence Center for children with prenatal alcohol/drug exposure 

here at Sørlandet Hospital in Arendal, Norway. There has also been collaborations with other 

scandinavian and international researchers on FASD to obtain useful information and validated 

methods.   

We’re basing our methods on the same diagnostic manual as the Regional Competence Center 

here in Arendal: “the 4-Digit Diagnostic Code”, developed by Susan (Astley) Hemingway at the 

University of Washington, USA. 

Discussion: The assessment and diagnostic process of diagnosing FASD in adults is challenging in 

many ways. It can be nearly impossible to get detailed information about prenatal alcohol 

consumption, and to ensure that the assessment findings are connected to alcohol exposure during 

pregnancy.  

The assessment process in itself may also be severely complicated by the patient’s substance abuse, 

physical or mental health disorders, or other problems accumulated over the years (i.e. lack of 

education, unemployment, legal issues etc).  

Results: We wish to present our recommendations for assessing and diagnosing FASD in adults at the 

EUFASD in Arendal, September 2022. 

Conclusion: The development of a suggested guide for the assessment and diagnosis of FASD in 

adults may be a helpful tool that can ensure validated diagnostic procedures when assessing 

patients, and be useful for health professionals in meeting with this group of patients.  

-------------------------------------------------------------------------------------------------------------------------------------- 

B5-WORKSHOP: The Time in Now: Development of a UK good practice guide for 

FASD through a series of roundtable meetings 

Proposal for whole parallel session to support similar developments in other European countries. 

Raja Mukherjee & Joanna Buckard (Co presenters and session facilitators) 

 

Background: There has been a great deal of political and health related change in the UK related to 

FASD over the last 3 years. In anticipation of the National Institute of Clinical Excellence quality 

standard launch, it was decided to pull together a series of meeting to create a document aimed at 

helping those new to the field featuring what those currently working in the field considered good 

practice 



 

104 
 

Methods: From December 21 to March 22 nine one-hour-long meetings were held virtually covering 

a range of topic related to FASD. These ranged from diagnosis, support, prevention through to 

commissioning.  

Each session was co-chaired by Sandra Butcher, Chief Executive of National FASD in the UK and 

adoptive mother of a son with FASD, alongside Raja Mukherjee, Service lead for the National FASD 

Service in the UK. Each session lasted an hour. Participants shared feedback on pre-and post-meeting 

questionnaires and fed back on chairs’ summaries of each meeting. Overall 60 participants included 

parents, professionals working with FASD, leaders within UK medical institutions and policy makers 

were invited to come together to share experiences and help to shape what is currently good 

practice. Each session was introduced with a series of short presentations and then an open 

discussion was held. Each session was recorded and transcribed. Around 25 people attended each 

meeting. The report was released at a hybrid in-person and virtual event – 80 attended in person, 

500 watched the video in the first 24-hours and a further 400 have since viewed it. The event has led 

to follow-on activities. 

Results and outcome: 10 key themes and 8 areas of focus were identified and a comprehensive 

report about the state of play for FASD in the UK as well as a good practice consensus guide was 

created to support the development of services in the UK. The document offers insights to allow 

those new to the field to have a baseline to use.  

The Parallel session proposed would be split into several components. Firstly a summary of the 

process, set up and lessons learnt. This will be followed by a summary of the main findings and 

themes from the paper. Finally an open discussion and Q+A  will be held to support similar work in 

other countries will be facilitated. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

105 
 

Abstracts of posters 

Monday September 12th 

Category/area: Prevention 

Poster 1: The SAFTHON: International Solidarity Movement for FASD 

Prevention 

Denis Lamblin,MD, Developmental Pediatrician, President SAF FRANCE; President 

International SAFTHON (FASTHON); Patrick CHAUVIN Biological Parent cofounder du 

SAFTHON deputy chairman SAF France; Nati RUIZ, Parent President zerosafasociacion SPAIN; 

Rebecca ASIBATEZI Presidente SAF Democratic Republic of Congo; Mical NAKSHIDIL,MD,  

SAF Cameroon; Gerard DAON, SAF Cote D’Ivoire; Ken Phineas TCHITEYA SAF Congo 

Brazzaville; Josés Mauro BRAZ de Lima,MD, SAF Brasil; Chanemougapriya 

CHANDRASEGARAN, SAF INDIA; Sarah PIRON, MA, Communication Consultant, SAF FRANCE; 

SAFTHON; Joëlle BALANCHE,  Psychomotrician and International Relations Coordinator SAF 

FRANCE 

Background: In most countries FASDs wreaks havok on the population and yet it remains unknown 

and invisible resulting in no health prevention policies. FASD is one of the main preventable causes of 

negation of the Children’s Rights for equal opportunities. Governments must make its prevention 

their priority. To do so, it is an emergency to make FASD visible through a global solidarity 

movement. 

Aims of this communication: 

1. Recognise the importance of a global advocacy strategy for a better recognition of FASD by public 

health actors, institutions and systems in their own countries 

2. Exemplify or Consider SAFTHON as a cost effective strategy and communication support that 

builds on the combined commitments of many countries in the prevention of FASD. 

3. Initiate a SAFTHON awareness campaign in your own country to influence stakeholders utilising 

tools and strategies provided by SAF France professionals. 

Conclusion: Noting the ignorance of the general population and health professionals, and with the 

hindsight of these past 5 years of SAFTHON, emerged the evidence that this solidarity movement is 

an excellent tool to raise awareness and instigate primary prevention worldwide. This solidarity 

movement, linked to the International Charter for FASD Prevention facilitates the commitment of all 

stakeholders and eventually the possibility to include this prevention in the priority health and public 

strategies in many countries. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 2: FASD prevention and partnership with producers and distributors of 

alcoholic beverages: is this compatible? 3 years of SAF FRANCE experience, 

knowledge and know how in this field 
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Denis Lamblin,MD, Developmental Pediatrician, President SAF FRANCE; President 

International SAFTHON (FASTHON); Joëlle Balanche, International Relations Coordinator, 

SAF FRANCE; Psychomotrician, FRANCE; Morgane Donot, MA, specialist in health 

communication, SAF France; Sarah Piron, MA, Communication Consultant, SAF FRANCE 

 

Background: In most western societies, it is impossible, unconceivable even prohibited to envisage or 

propose a partnership with alcoholic beverages producers and sellers. In 2019, confronted with the 

societal emergency revealed highlighted by the 2 first SAFTHON happening, the association 

«Prevention and Moderation » (one of its goals is to federate initiatives of professional organisations 

for breweries, wines and spirits for a responsible consumption of alcoholic beverages) offered to 

support the SAFTHON to facilitate the awareness of the population. 

Objectives of the presentation: 

1/To describe the practical modalities of this partnership  

2/ To share the first positive and negative outcomes 

Results (despite of the Covid crisis): 

* Realization of 2 opinion studies about the knowledge of French population and physicians on the 

subject  

* Massive mobilization of distributors as well as food banks (90,000 companies) 

* Winemakers starting to communicate about this issue and relaying the SAFTHON  

* Media coverage amplified for the general public (nearly 200 million viewers each year) 

* 250 SAFTHON events in France and some more developed in 10 others countries  

* Exponential increase (development /creation) of non alcoholic alternative drinks  

Conclusion: After 3 years of working together, in complete transparency and independence, we 

reach the conclusion that there are more positive outcomes to this partnership with a preventive 

potential that is just at the beginning. 

Countries from different continents are joining the SAFTHON and will benefit from its experience to 

increase prevention strategies in their own lands. 

--------------------------------------------------------------------------------------------------------------------------------------

Poster 3: Research collaboration reflections of women experts by experience in 

the Champion study.   

Howlett, H1; Catterick M2; Nelson, C3; Slater, K3; Bryan, C3; Onukwugha F4; Roberts, H4; 

Dyson J5; Smith L4 

1. Department of Health and Life Sciences, Northumbria University, Newcastle-upon-Tyne, UK                        

2. FASD Network, Newtown Community Resource Centre, Stockton-on-Tees, UK                                       

3. Birth Mums                                                                                                                                                          

4. Institute for Clinical and Applied Health Research, Faculty of Health Sciences, University of Hull, 
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Hull, UK                                                                                                                                                                       

5. School of Health Sciences, Birmingham City University, Birmingham, UK 

 

Background: Midwives have a key role in the prevention of FASD by discussing alcohol consumption 

with women during routine antenatal appointments and supporting them if they need help to stop 

drinking. However, not all midwives have this conversation.  

Aims: We identified some of the main midwifery barriers to alcohol screening and our CHAMPION 

research study is addressing them using a theoretical framework to co-design evidence-based 

training and resources for midwives.  

Methods: Three women with lived experience of drinking in pregnancy and raising a child with FASD 

(‘birth mums’) collaborated on CHAMPION as research partners. They were involved in the co-

production of training materials which included being filmed telling their personal stories and 

experiences. The ‘birth mums’ live with the consequences and stigma of drinking in pregnancy every 

day and are highly motivated to raise awareness on the topic to help prevent future alcohol related 

harms.  

Results: Here we present the perspectives of the birth mums. They report that they gained 

confidence, pride and sense of achievement through their involvement with the CHAMPION study. 

This research experience has also initiated planned voluntary work and a return to education.  

Discussion: The birth mums have become proactive agents of change and describe their satisfaction 

of turning their personal negative experiences into positive outcomes. They have also benefitted 

from forging new friendships and support networks. 

Facilitating communication and engagement throughout the complex research processes was 

essential. Support for the birth mums was co-ordinated by a skilled FASD advocate and a closed 

WhatsApp group provided them with a safe space for discussion and reassurance. 

Conclusion: The legacy of this authentically equitable research partnership is not only informing 

midwifery practice but has empowered a group of birth mothers who will continue to advocate for 

FASD families and the alcohol agenda. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 4: Evaluating messaging on prenatal health behaviours using social 

media data – a systematic review   

Nessie Felicia Frennesson1, Saher Aijaz Khan1, Dr Luisa Zuccolo1, Dr Cheryl McQuire1, Prof Julie 

Barnett2 

University of Bristol1, University of Bath2, United Kingdom.  

Background: There is a growing recognition that social media plays a key role in shaping health 

behaviours including around pregnancy. Despite this, there is a lack of research on how social media 

data is used to evaluate prenatal health messaging such as the alcohol abstinence message.  
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Aim of the study: Our research questions are: (1) What research has been carried out on evaluating 

messaging on prenatal health behaviour using social media data? (2) What methods have been used 

to evaluate the impact of messaging on prenatal health behaviour using social media data? (4) To what 

extent has previous research looked at the effectiveness, acceptability and unintended consequences 

of prenatal health messaging? (4) How has previous research assessed the quality of their 

methodology? 

Methods: To answer these research questions, a systematic review is underway with searches in five 

databases. Eligible studies include interventions on messaging on prenatal health, evaluated using 

social media data. The primary analysis will be a content analysis using a thematic synthesis approach 

and quantitative summary statistics will also be used. 

Results: 1406 studies were identified with 271 duplicates removed. 1135 articles were therefore 

screened with six articles qualifying for full text screening. We will present our work on the results 

found to show how previous research have used social media data to evaluate messaging on prenatal 

health behaviours. 

Conclusion: We will inform best practice and make recommendations for future research using social 

media data to evaluate prenatal health messaging.  

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 5: Alcohol, pregnancy and infant health – a shared responsibility 

 
Frida Dangardt1,2, Tanya Chikritzhs3, Timothy Naimi4, Timothy Stockwell5, Sven Andreasson6, 
Harold Holder7 
 
1 Pediatric Clinical Physiology, The Queen Silvia Children´s Hospital, Gothenburg, Sweden 
2 Department of Molecular and Clinical Medicine, Institute of Medicine, Sahlgrenska Academy at 
University of Gothenburg, Sweden 
3 National Drug Research Institute, Curtin University, Perth, Australia 
4 School of Medicine and School of Public Health, Boston University, Boston, Massachusetts, USA           

5 Canadian Institute for Substance Use Research, University of Victoria, Canada                                            

6 Department of Public Health Sciences, Karolinska Institutet, Stockholm, Sweden                                                

7 Prevention Research Center (PRC) of the Pacific Institute for Research and Evaluation, Berkeley, 

California, USA 

 

Background: Alcohol exposure in pregnancy is the most common cause of preventable cognitive 

deficits, affecting around 1-5% of live births yearly, at a significant cost to society. Although heavy 

alcohol use during pregnancy is an established risk factor for multiple adverse outcomes, less is known 

of risks associated with low-to-moderate alcohol exposure, alcohol exposure before pregnancy in both 

parents, and alcohol exposure after birth. The aim of this report was to condense the evidence for risks 

associated with alcohol- exposure at different developmental time points and levels of consumption. 

Methods: An extensive search was conducted across several data bases (PubMed, MEDLINE, Google 

Scholar) using search terms such as "fetal alcohol spectrum disorders”, “birth defects" “breast 

feeding”, “cognitive function”, “malformations” and “cancer”. More than 20000 papers were found, 



 

109 
 

and after an initial survey mostly selecting good-quality reviews, 2000+ papers remained. In the final 

report, 163 studies remained as references based on scientific quality. 

Results: Robust evidence was found that preconception binge drinking is a strong risk factor for 

alcohol-exposed pregnancy and that paternal drinking can have adverse effects on fetal outcomes. 

There is also evidence that policies which reduce the availability, affordability and marketing of 

alcohol are likely to sustain a low risk environment for alcohol-related birth abnormalities. There is 

strong evidence that heavy maternal alcohol exposure after delivery is either a direct or 

environmental risk factor for all forms of infant mortality. 

Conclusions: To meaningfully reduce and prevent problems stemming from alcohol-exposed 

pregnancies, there needs to be a recognition that the problem is not confined to pregnancy nor limited 

to women. Addressing alcohol-exposed pregnancies requires a shared responsibility of the society at 

large, policymakers, educators, health care providers and partners. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 6: “We do things differently here: the Greater Manchester approach to 

preventing alcohol-exposed pregnancy”  

Róisín Reynolds, Rachael Nielsen, Professor Penny Cook 

Background: The combined authority of Greater Manchester (GM) was the first UK city region to be 

awarded devolved control of national public health and social care resources. In 2018, the Greater 

Manchester Health and Social Care Partnership committed £1.6 m in ‘transformation’ funding 

towards an initial ‘proof-of-concept’ programme to reduce alcohol exposed pregnancies and prevent 

new cases of Fetal Alcohol Spectrum Disorder: The Alcohol Exposed Pregnancy (AEP) programme. 

Aim of study: The AEP programme focused on prevention, early intervention and awareness raising. 

It was tested across 2 GM Hospital Trusts and 4 of the 10 GM local authority areas. The AEP 

programme set out to achieve the following impacts: 

 Impact 1: Fewer alcohol exposed pregnancies within pilot areas  

 Impact 2: Alcohol screening in pregnancy as standard across pilot area maternity services  

 Impact 3: Clear and consistent messaging from professionals regarding alcohol and 

pregnancy in pilot areas  

 Impact 4: Increased public understanding and awareness of the risk of alcohol use in 

pregnancy and FASD as a hidden disability  

 Impact 5: Families affected by FASD in GM having more support  

 Impact 6: Increased understanding of the prevalence of FASD in Greater Manchester 

The programme set out to achieve these six impacts through a comprehensive range of activities.  

These broadly sit within three categories: Prevention; Support; and Knowledge. 

Methods:  

Impact 1: Services ranging from women’s centres to drug and alcohol services were encouraged to 

develop pathways loosely based on the American ‘CHOICES’ model targeting females aged 16–44, 

who are sexually active, using alcohol and not using an effective form of contraception.  

Different approaches were encouraged but all consisted of:  
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• Assessment and alcohol screening using AUDIT C  

• Alcohol Brief Intervention  

• Motivational Interviewing interventions regarding alcohol in pregnancy and contraception  

• Referral to sexual health services 

 

Training (with CPD) in AEP/FASD was provided, which included assessment and alcohol brief 

intervention, motivational interviewing interventions, alcohol in pregnancy, and alcohol and 

contraception. 

 

Impact 2: Lead midwifery staff from both hospital maternity providers attended the training 

commissioned via the programme. These staff then developed training packages and delivered this 

within their services to all midwifery staff. This training included information on:  

• AEP and FASD  

• England Chief Medical Officers guidelines  

• How to deliver brief interventions  

• LARC 

• Local referral pathways  

Routine alcohol screening was embedded at first contact, booking and 36 weeks. Specialist midwifery 

teams provide enhanced support and continuity of care to women with an alcohol-exposed 

pregnancy. Midwives were trained to fit Long Acting Reversible Contraception (LARC) and this was 

offered on the post-natal ward and via outpatients’ clinics. An independent organisation provided 

enhanced peer support to women and their partners who were either at risk of or were having an 

AEP. 

 

Impact 3: Prior to the AEP programme AEP/FASD training was not readily available to professionals in 

GM. To equip health and social care staff with the correct knowledge and skills to raise awareness of 

the harms of alcohol use in pregnancy and FASD, a comprehensive training package was required. 

Following a procurement process, a training contract was awarded to Red Balloon Training. A 

bespoke, Continuing Professional Development (CPD) accredited, training session was developed 

that could be delivered to all staff involved in the delivery of the programme. This training was 

delivered to 390 professionals in the pilot area.   

 

Impact 4: From May to July 2019, the programme tested how a public marketing campaign 

#Drymester could contribute towards reducing AEP and preventing new cases of FASD in the city-

region. This was the first digital campaign addressing the issues associated with alcohol use in 

pregnancy in England. The aims of the campaign were to raise awareness of:  

• Risks of drinking alcohol during pregnancy  

• Chief Medical Officers guidance  

• Impacts of FASD  

The approach had a clear, consistent message of ‘No safe time, no safe amount’. A broad audience 

including potential new parents (age 18 to 35) and partners, families, friends (aged 18 to 50) was 

targeted, and the campaign included a website that hosted supporting materials for midwives, GPs, 

health and community partners. The campaign was delivered in two phases via a range of social 

media platforms; in phase 1, awareness was established in the four areas (May to June 2019). After 

an evaluation, phase 2 focused on building community ownership and participation across GM 
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(October to December 2019). The programme also commissioned an interactive performance and 

educational workshop ‘Birthday’ raising awareness among young people of the impact of drinking 

alcohol in pregnancy. This production was developed in partnership with a range of stakeholders 

including parents. Over 5000 young people accessed a theatre production and 77% reported that it 

had increased their level of understanding and awareness of FASD. This theatre production has now 

been produced into a film and is free to access by schools and youth groups. 

 

Impact 5: The programme sought to increase support for families effected by FASD via providing 

small grants to voluntary organisations, to fund FASD-related activities. Further, the programme 

sought to involve parents affected by FASD in its design and delivery (via a ‘parents as partners’ 

group) with the aim of ensuring the programme was meeting the needs of parents, families, and 

carers affected by FASD. 

 

Impact 6: The programme commissioned the first ever UK FASD prevalence study. The study took 

place between May 2019 and March 2020 and was led by Professor Penny Cook from the University 

of Salford in collaboration with the National FASD Clinic, led by leading UK FASD expert Dr Raja 

Mukherjee, and the University of Manchester and the University of Liverpool. The findings were 

published in September 2021. 

Results: A comprehensive evaluation of the AEP programme focussing on the extent to which the 

programme achieved its six intended impacts was published in December 2021. This included both 

internal and independent evaluation and analysis. In summary the programme has made important 

progress and, in some cases, exceeded the ambitions set out in the original plan. However, there is 

much more to be done to prevent alcohol harm in pregnancy and FASD in both Greater Manchester 

and England. This is acknowledged in the twenty recommendations set out in the evaluation report.  

Discussion: The reach and impact of the programme has travelled not only outside of the boundaries 

of the pilot areas, but also beyond GM and England with international teams adopting the 

programme’s resources such as #DRYMESTER and Birthday.  

The prevention interventions identifying women ‘at risk’ of an AEP in the specialist commissioned 

services saw high numbers of women identified and good engagement. Uptake of LARC was 

relatively low which was impacted by COVID-19 and reflects the national picture at the time. The 

commissioned prevention services have embedded these screening and behaviour change 

interventions as business as usual and progress against Impact 1 continues as delivery of these 

interventions expands to universal services.  

The programme has achieved the ambition outlined in Impact 2, with routine alcohol screening in 

pregnancy being fully embedded across the pilot areas. The programme has made significant 

progress against Impact 3 through workforce training and the award winning #DRYMESTER 

campaign. The adoption of the #DRYMESTER materials by services outside of GM exceeds the 

programme’s original ambition for this impact. The programme has successfully provided the 

foundations for professionals to develop the skills and knowledge to provide clear and consistent 

messaging to parents-to-be.  

The programme has achieved its intended impact to increase public understanding and awareness of 

the risk of alcohol use in pregnancy, through a number of the programme’s activities. The 
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#DRYMESTER website and resources continue to provide the public with accurate and accessible 

information on AEP and FASD including a range of tips and guidance for parents-to-be on alcohol free 

pregnancies. Unfortunately, a lack of awareness or misunderstandings of AEP and FASD persist in our 

communities and therefore activities to increase public understanding must continue.  

The programme leads engaged with families affected by FASD early and through a process of co-

production the families’ experience and expertise influenced the design and delivery of the 

programme. This partnership work provided valuable insights to the support needs of families and 

the programme successfully worked with VCFSE partners to create opportunities for families affected 

by FASD in GM to access peer support. In the programme’s short time a GM FASD support network 

has been established and continues to evolve.  

One of the biggest challenges faced by the programme was the absence of a UK FASD Prevalence 

rate. This was a priority impact area that was addressed through commissioning the first UK FASD 

active case ascertainment study led by The University of Salford. Through this research, we now 

know that at between 1.8% - 3.6% of children in Greater Manchester may have FASD.  

Conclusion: The Alcohol Exposed Pregnancies Programme is the first of its kind in England and has 

achieved good success. The pilot programme learnings and recommendations provide a clear 

pathway to prevent alcohol exposed pregnancies so that fewer babies are born with lifelong health 

problems.  

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 7: #DRYMESTER – A digital campaign to reduce Alcohol Exposed 

Pregnancies 

Róisín Reynolds, Rachael Nielsen, Professor Penny Cook 

Background: There is increasing recognition that Fetal Alcohol Spectrum Disorder (FASD) is a 

significant public health issue in the UK where prevalence of prenatal alcohol exposure is estimated 

at 41%.   

In May 2019 Greater Manchester Health and Social Care partnership (GMHSCP) launched an Alcohol 

Exposed Pregnancy prevention programme, this was a ‘proof of concept’ programme to be tested in 

four of the ten Greater Manchester (GM) local authority areas, with an ambition to reduce Alcohol 

Exposed Pregnancies (AEP) and prevent new cases of Fetal Alcohol Spectrum Disorder (FASD) city-

region. From May to July 2019 the programme’s leads worked with local communications agency C21 

to test how a public marketing campaign could contribute towards this ambition.   

 

Aim of study: The main aim of the campaign was to raise awareness of the symptoms of FASD, 

sensitively, reach out to key stakeholders, particularly midwives, to ensure consistency of message 

for parents-to-be and to encourage and engage ambassadors to promote, disseminate and keep the 

message alive. The messages included were the risks of drinking alcohol during pregnancy, the 

England Chief Medical Officers’ guidance, and the impacts of FASD. The approach had a clear, 

consistent message of ‘No safe time, no safe amount’. A broad audience including potential new 

mums (women aged 18–35) and partners, families, and friends (women and men aged 18–50) was 
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targeted, and the campaign included supporting materials for midwives, GPs, health and community 

partners. 

Methods: We delivered an initial ten week (phase 1) digital-led awareness campaign in four priority 

locations. A sensitive, non-judgemental messaging platform was used to encourage change. The 

campaign capitalised on influencer networks – a (pregnant) celebrity influencer (Gemma Atkinson), 

partners, family, and friends and communicated ongoing support from healthcare services.  

We introduced ‘Make every trimester #DRYMESTER’ to embody the creative positioning and 

communicate a non-judgemental message in an appealing and attractive way.  

Results: The impact of the initial ten-week campaign was highly encouraging with content was 

viewed 4.5 million times. Internal analysis showed strong reach, in particular among the primary 

audience of would-be-mums, it also found we were reaching male partners too. The internal 

campaign analysis was supplemented through independent evaluation, commissioned from social 

research agency Bluegrass Research. They conducted online and face-to-face interviews shortly 

before the start of the campaign, and afterwards – involving 1304 people from across the four 

boroughs where phase one campaign activities were focused. The campaign was believed to be 

important, clear, believable, and non-judgmental, in dealing with a potentially sensitive subject 

matter. Over half of people (53%) who saw the campaign responded positively, and more than one in 

five thought it ‘excellent’. Nobody thought it was ‘not very good’ or ‘poor’ Of those who recalled the 

campaign, around a quarter (26%) took away the main message of ‘go alcohol free during pregnancy’ 

and one in five (18%) that no alcohol means no risk. Awareness of almost all health harms of drinking 

alcohol in pregnancy was higher among people who recalled the campaign. And almost four out of 

five associated FASD as one of the risks.  

Discussion: The reach of the #DRYMESTER campaign has far exceeded expectation and has been 

adopted both nationally, by maternity providers, and internationally by FASD campaigners. The 

campaign has been shortlisted for several marketing awards, winning one and earning a special 

commendation in another. The messaging from the campaign has been referenced as good practice 

in a research paper published by the University of Bristol in January 2020 , it features in Public Health 

England’s Maternity Alcohol High Impact Area Assessment as a best practice case study and has been 

included in the Department of Health and Social Care FASD Health Needs assessment.  The campaign 

resources have also been adopted by both Pharmacy and Oral health teams across GM and utilised in 

health promotion activities.  

Conclusion: Recent systematic reviews confirm the association between alcohol consumption during 

pregnancy and harmful outcomes in pregnancy and calls for unambiguous messaging around the 

potential risk of alcohol during pregnancy. To improve knowledge in relation to FASD, the first ever 

UK FASD prevalence study was commissioned. This study aimed to identify children who are likely to 

have FASD and to create more accurate estimates for FASD prevalence in GM, with the final report 

published in September 2021. The Greater Manchester #Drymester campaign, the first of its kind, 

has been well received and shows promising impact on awareness of the risks of drinking during 

pregnancy. Its clear messaging and hashtag #Drymester has been recognised nationally, notably by 

the press to support the call for clear messaging. There is some evidence that the word 

‘DRYMESTER’, invented by C21 for this campaign, has entered the lexicon.  

https://www.bristolbrc.nihr.ac.uk/2020/01/29/drinking-alcohol-during-pregnancy-drymester-the-only-safe-approach/
https://www.bristolbrc.nihr.ac.uk/2020/01/29/drinking-alcohol-during-pregnancy-drymester-the-only-safe-approach/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/942477/Maternity_high_impact_area_4_Reducing_the_incidence_of_harms_caused_by_alcohol_in_pregnancy.pdf
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Reference: Popova S, Lange S, Probst C et al. Global prevalence of alcohol use and binge drinking during 

pregnancy, and fetal alcohol spectrum disorder. Biochem Cell Biol 2018;96(2):237–40. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 8: Reflections on research involvement in the CHAMPION study by 

women who are experts by experience  

Howlett, H1; Catterick M2; Roberts H3; Onukwugha F3; Combe K4; Dyson J5; Smith L3 

1Department of Nursing, Midwifery and Child, Northumbria University, Newcastle-upon-Tyne, UK      
2FASD Network UK                                                                                                                                                      
3Institute of Clinical and Applied Health Research, University of Hull, Hull, UK                                        
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, 

Background: If a woman drinks alcohol during pregnancy it can harm her baby. It can lead to Fetal 

Alcohol Spectrum Disorder (FASD, a lifelong issue affecting growth and development negatively 

impacting upon physical and mental health, behaviour and the ability to learn.   

Midwives have a key role in the prevention of FASD by discussing alcohol consumption with women 

during routine antenatal appointments and supporting them if they need help to stop drinking. 

However, not all midwives have this conversation. We previously identified some of the main 

barriers midwives face addressing alcohol with women.  

Study aims: CHAMPION (AlCohol HArM PreventION during Pregnancy) aims to address barriers to 

implementation using a theoretical framework to co-create evidence-based training and resources 

for midwives.  

Methods: Three women with lived experience of drinking in pregnancy and raising a child with FASD 

(‘birth mums’) collaborated with us on CHAMPION as research partners. They were involved in the 

co-creation of training materials which included being filmed telling their personal stories and 

experiences. The ‘birth mums’ live with the consequences and stigma of drinking in pregnancy every 

day and are highly motivated to raise awareness on the topic to help prevent future alcohol related 

harms.  

Results: Here we present the perspectives of the birth mums. They report that they gained 

confidence, pride and sense of achievement through their involvement with CHAMPION. They have 

become proactive agents of change and describe their satisfaction of turning their personal negative 

experiences into positive outcomes. The birth mums have also benefitted by forging new friendships 

and support networks. 

Conclusions: A co-ordinator who supported the birth mums, and the use of a closed WhatsApp group 

proved invaluable in facilitating communication and engagement with the complex processes of the 

research activities. Their legacy is to continue advocating for FASD families and alcohol problems. 

----------------------------------------------------------------------------------------------------------------------------------

Poster 9: Risk factors for alcohol drinking in early pregnancy. 
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Background: Most countries health authorities advise against alcohol consumption during pregnancy 

or when planning pregnancy due to known risks of adverse outcomes associated with alcohol 

consumption. Still, the prevalence of alcohol drinking after recognition of pregnancy may be up to 

60%. 40% of pregnant women report at least one episode of alcohol binge drinking.                                           

Aim of this study: to identify risk factors of alcohol drinking before and during pregnancy to better 

target guidance and lower the risk of prenatal alcohol exposure. 

Methods: 2,053 pregnant women who attended their first antenatal care visit were invited to 

participate in the study. Information on risk factors and drinking habits before and during pregnancy 

was collected by in-person interviews at 16 weeks of gestation. 

Ordinal logistic regression was used for analysing the association between alcohol consumption and 

lifestyle factors.  

Results: Of the 2,053 invited 1,895 (92%) were interviewed. The risk profile of women drinking 

before their pregnancy were age >25 years OR 2.33 (95% CI: 1.77–3.06), smoking 1.52 (95% CI: 1.25–

1.84) higher education OR 2.57 (95% CI:  2.12–3.11), and nulliparity OR 2.18 (95% CI: 1.82–2.59), as 

well as partner’s average alcohol intake OR 15.29 (95% CI: 8.65–27.03).  

Risk factors of drinking during pregnancy were age <25 years (reference; 25–34 years, OR 0.78 (95% 

CI 0.61–0.98) and being single OR 1.52 (95% CI: 1.01–2.29). 

Risk factors of binge drinking during pregnancy were smoking during pregnancy OR 1.34 (95% CI: 

1.06–1.69), higher education OR 1.54 (95% CI: 1.28–1.86), being single OR 1.64 (95% CI: 1.09–2.46), 

and nulliparity OR 1.91 (95% CI: 1.60–2.38), as well as partner’s average alcohol consumption OR 

3.70 (95% CI: 2.35–5.84).  

Conclusion: Women who are higher educated, smoking, nulliparous, and with a partner consuming 

any amount of alcohol need to be identified prior to pregnancy to lower the risk of prenatal alcohol 

exposure.  

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 10: Understanding the obstacles and motivations of general 

practitioners in Réunion island in the prevention and identification of FASD. 

Leruste S, Baelen F, Delfarguiel L, Maillard T, Doray B, Marimoutou C et Spodenkiewicz M 

 

Context: Fetal Alcohol Spectrum Disorder (FASD) is the leading preventable cause of non-genetic 

mental retardation. Given the patient care pathway, the general practitioner (GP) is at the forefront 

of prevention and identification of FASD. However, the Regional Health Agency in Reunion island 
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reports shortcomings in the identification of alcohol consumption, particularly among pregnant 

women, as well as a lack of adherence to the training courses offered on FASD. 

Objective: The objective was to understand, within the framework of action research, what were the 

obstacles and motivations of GPs in the prevention and identification of FASD. 

Method: Two qualitative studies were carried out by semi-directed individual interviews with GPs. 

The analysis of the verbatim was carried out according to the principles of grounded theory. 

Results: Twenty interviews were carried out between November and December 2020 by two 

investigators. The GPs expressed difficulties in approaching the alcohol problem and in dealing with 

excessive consumption. 

They had imprecise knowledge and a lack of practical experience with FASD. There is still a taboo 

concerning female alcohol. Contradictory state policies, with inconspicuous FASD prevention 

campaigns compared to alcohol promotion, were singled out. 

Discussion: It is essential to encourage GPs to initiate a dialogue without taboos about alcohol 

consumption through early identification and brief systematized intervention. Regional policies 

should further regulate alcohol advertising. 

Strengths: original study in Reunion island; test interviews to adapt the interview framework; 

sufficiency of data confirmed by 5 additional interviews; triangulation of data between the two 

researchers. 

Weaknesses: selection bias: only motivated GPs respond. Social desirability bias because despite the 

animation of the interviews it is difficult to access an authentic discourse. Interpretation bias limited 

by the collection and triangulation of data by two researchers. 

Conclusion: It is urgent to open the dialogue with the woman and the couple without taboos by early 

identification and brief intervention of alcohol consumption. We must not neglect to better train 

professionals and clarify the course of care. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Category/area: Biomarkers-Biochemistry-Pathology 

Poster 11: Transcriptomics-based demonstration of an inter-organs “brain-

placenta” signature as a marker of brain injury following foetal exposure to 

alcohol.  
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Background: Foetal alcohol syndrome (FAS) is the most severe manifestation resulting from alcohol 

consumption during pregnancy. The presence of cranio-facial dysmorphias in FAS allows a neonatal 

diagnosis long before emergence of behavioural disorders. In contrast, most newborns affected by 

foetal alcohol spectrum disorder (FASD) escape from early diagnosis due to the absence of 

dysmorphias. However, these children are not devoid of neurodevelopmental deficits, and behavioural 

consequences are detected belatedly during schooling. Early diagnosis of FASD is thus a major 

challenge to allow appropriate care during a period when the immature brain still displays a high 

potential for recovery.  

 

Aim of the study: Our work is based on the recent discovery of a placenta/brain communication axis, 

involved in the control of foetal angiogenesis, and dysregulated by in utero alcohol exposure. Here, we 

seek at establishing a first placenta/brain signature reflecting cerebral alterations in newborn suffering 

from foetal alcohol exposure.  

 

Methods: A comparative transcriptomic approach has been deployed on a murine FASD model. 

Placental and brain total mRNA have been collected from embryos, analysed on a microarray chip 

(Agilent) and subjected to a bioinformatic workflow (Genespring).  

 

Results: A Venn analysis allowed to identify 13805 genic probes whose expression is 2-fold increased 

or decreased in the cortex vs placenta under either control, ethanol or both conditions, revealing 

organ/treatment signatures. Filtration of these signatures on Gene Ontology using the term “vascular 

development” has resulted in a list of 108 genes, which gather into functional clusters (String analysis).   

 

Conclusion: This strategy has led to the identification of 5 putative ligand/receptor couples involved in 

vascular angiogenesis and representative of a placenta/brain dysregulation after in utero alcohol 

exposure. 

------------------------------------------------------------------------------------------------------------------------------------ 

 

Category/area: Prevalence – Epidemiology 

  

Poster 12: Phosphatidylethanol (PEth) as a biological marker of alcohol intake 

in early pregnancy: an observational study in 4067 pregnant women.  

T. Finanger 1,7, O. Spigset2,7, R.W. Gråwe3,8, T. N. Andreassen2, T. N Løkken2, T. O. Aamo2, G. 

E. Bratt4, K. Tømmervik1, V. Langås5, K. Finserås5, K. Å. B. Salvesen6,7, R. B. Skråstad2,7 
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Background: Alcohol use disorder (AUD) is a common mental disorder and the prevalence is 

increasing (1).The teratogenic effect of alcohol is well documented, but there is lack of appropriate 

screening methods to detect alcohol use in pregnancy. We are investigating how many women 

continue drinking after becoming aware they are pregnant, measured as phosphatidylethanol 

16:0/18:1 (PEth) in whole blood. PEth is a specific and sensitive alcohol marker reflecting alcohol 

intake up to several weeks after consumption. The aim of the study was to explore the potential 

usefulness of PEth as a marker of prenatal alcohol exposure in a general pregnant population. 

Methods: A total of 4566 blood samples from 4067 women submitted to St. Olavs Hospital on the 

indication Rhesus typing in pregnancy between September 2017 and October 2018 were collected. 

Blood tests for Rhesus typing is performed routinely around gestational week 12 and Rhesus negative 

women had an additional blood test taken in week 24. All samples were analyzed for PEth.  

Results: A total of 58 women had a positive PEth in prengancy. 50 women (1.4%) had positive PEth in 

the end of first trimester, 3 women (0.4%) had positive PEth in the second trimester and for 5 of the 

cases the time of sampling was unknown. There were no significant difference in proportion of 

women with positive PEth values related to age or rural versus urban residency.  

Conclusion:  PEth assessments of a normal pregnant population found that 1.4 % had a positive 

sample at the end of the first trimester.  This group of women may benefit from further AUD 

screening and health care services.  

(1)Agabio, R., et al. (2017). "Sex Differences in Alcohol Use Disorder." Curr Med Chem 24(24): 2661-2670. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 13: Maternal alcohol consumption and risk of miscarriage in the first 

and second trimester: a systematic review and dose-response meta-analysis. 
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Background: According to a precautionary principle, pregnant women and women trying to conceive 

are recommended to abstain from alcohol. This dose-response meta-analysis aims to examine the 

association between average alcohol consumption and binge drinking and the risk of miscarriage in 

first and second trimester.  

Aim of the study: The aim for this dose response meta-analysis was to systematically review the 

literature and to conduct an analysis based solely on adjusted data from original studies; 

furthermore, this review and meta-analysis aimed to investigate a possible association between 

binge drinking and miscarriage. 

 

Methods: A literature search was conducted in Medline, Embase, Cochrane Library, November 2020, 

without any language, geographical or time limitations. 

Cohort or case-control studies reporting dose-specific effects adjusting for maternal age and using 

separate risk assessment for first and second trimester miscarriage were included. 

Study quality was assessed using The Newcastle – Ottawa Scale (NOS).  

 

Results: A total of 1,883 articles were identified. Five met the inclusion criteria. Adjusted data from 

101,378 women were included. A dose-response association was found between alcohol 

consumption and miscarriage. The risk of miscarriage increased by 10% (odds ratio [OR] 1.10, 95% 

confidence interval [CI] 0.99,1.24) in the first and by 7% (OR 1.07, 95% CI 1.00,1.14) in the second 

trimester for each additional drink per week. One article regarding binge-drinking and miscarriage 

was found.  

 

Conclusion: Each additional consumed drink of alcohol per week increased the risk of miscarriage by 

7-10%. The research gap regarding miscarriage and binge drinking needs further investigation.  

  

-------------------------------------------------------------------------------------------------------------------------------------- 

Category/area: Diagnosis – Clinical Management and Care 

Poster 14: NICE Quality Standard published at last – a welcome relief for 

families with children at risk of FASD.  A case study is described.        

Dr Geraldine Gregory, Consultant neurodevelopmental Paediatrician 

Cambridgeshire and Peterborough NHS Foundation Trust, Winchester Place, Peterborough, PE3 6AP, 

UK. 

Background:  The National Institute for Health and Care Excellence, NICE, published the Quality 

standard [QS204] on 16th March 2022 on assessing and diagnosing fetal alcohol spectrum disorder 

(FASD) in children and young people.  It provides specific guidance on children having an appropriate 

neurodevelopment assessment. This guidance will be a platform to influence service development.   

 

Case Study: Siblings C and A were initially seen for child protection medical examinations in 2016 

when 3 years 7 months and 2 years 9 months of age. They had been living with their mother and the 

medical reports stated that the children had experienced significant neglect and physical injury but 

there was no reference to alcohol consumption.  Father was supported to make necessary 
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adjustments to take on their care. Both children had delayed development but showed some 

pleasing progress initially. Their father presented the children to community paediatrics in 2021 as he 

was concerned about their lack of further progress and some behavioural issues.  He disclosed the 

history of his ex-partners heavy binge drinking throughout both pregnancies. Clinically the children 

did not have FASD sentinel features, and a genetic screen was negative.  The children have received 

some additional support at school and were described as doing “well enough” in the circumstances. 

School had not requested any cognitive or speech and language assessments as not meeting a 

threshold and for budgetary constraints.  The father considers that behavioural issues have been put 

down to his parenting.   He is concerned that the children will have to fall significantly behind before 

any detailed assessments can be requested.  

 

Conclusion: This is a prime example of where the published NICE quality standard will influence 

decisions on neurodevelopment assessment.  A diagnosis would guide educational support now and 

plan for the longer term. The benefit of early neurodevelopmental assessment is likely to improve 

the children’s developmental outcomes and prevent onset of secondary disabilities. It would help 

him access personal support through parenting courses and organisations for FASD.   Our 

neurodevelopment services are now in the process of developing a referral pathway for children at 

risk of FASD.  

-------------------------------------------------------------------------------------------------------------------------------------- 
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France 

Background: Fetal Alcohol Spectrum Disorders (FASD) are characterized by a variety of cognitive and 

behavioral disorders, with intellectual, attentional, and executive impairments being the most 

frequently reported. In clinical practice, the Intelligence Quotient (IQ) is rarely interpreted in this 

population because of a deemed too strong heterogeneity of the psychometric profile.  

Aim of the study: In our study, we proposed to objectively characterize this heterogeneity and 

differentiate global intellectual functioning from basic reasoning, based on composite intelligence 

scales, in a large retrospective monocentric sample of FASD patients. 

Methods: Using clinical and psychometric data (WISC 4th/5th editions) from 107 children with FASD, 

with or without fetal alcohol syndrome, we characterized intra-individual heterogeneity (inter-

subtests/indices variance or range), searched for profile weaknesses (group average, frequency of 

individual 90thp-cutoff anomalies), and specified intellectual functioning in terms of IQ and basic 

reasoning (General Ability Index GAI, Highest Reasoning Scaled Score HRSS), in comparison to 

standardization norms and/or a Monte-Carlo-simulated control population. 
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Results: We found no increase, nor excess of patients beyond the 90thp, in inter-subtests/indices 

variance or range, but patients’ performances were poorer than expected on all subtests, with 

significant weakness in digit span, letter-number sequencies and codes, and a trend toward better 

performances on similarities subtest. Both global efficiency (IQ: 32% borderline, 22% deficient) and 

basic reasoning (GAI-HRSS: 12-24% borderline, 2-17% deficient) showed increased frequency of 

impairment but the last were more frequently preserved. 

Conclusion: Our results, which question the notion of cognitive heterogeneity, point to attentional, 

executive, and procedural cognitive fragility, with strong global repercussions but most often 

preserving basic reasoning in at least one modality. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 16: From a diagnostic center to a specialized facility - history of the FASD 

Center for Diagnosis and Therapy in Gdynia (Poland).    

Agata Cichoń - Chojnacka, MD, PhD 

 

Background: GCDiT FASD started operating in 2010 as a diagnostic center. We were the first in 

Poland to provide free of charge support and diagnostics to the residents of the commune for 

children with suspected damage due to prenatal exposure to alcohol. 

Aim of the study: For 12 years of work, the Center has expanded its offer and currently deals with 

FASD diagnostics and comprehensive therapeutic assistance for children with FASD and their 

caregivers, as well as support for the people under their care. At the Center, we also work with the 

bond and proper emotional regulation of children, work with the adoptive family - not only for 

families with children with FASD. 

Methods: We offer our pupils support in the field of psychiatric care, pharmacotherapy, 

psychological therapy, speech therapy, rehabilitation, neurostimulation of development, sensory 

integration, and for caregivers - psychological consultations and a support group. We conduct 

training for people professionally associated with people with FASD, school prevention. In 2018, we 

organized a therapy camp for children with FASD and their guardians. 

Results: In the years 2010-2021 GCDiT FASD diagnosed 480 people - almost half of which received 

the FASD diagnosis. In the group of children with FASD (224 people), comorbid disorders were 

diagnosed in the form of: ADHD (107 people / 48%), anxiety disorders (67 people / 30%), PTSD (45 

people / 20%), sleep (37 people / 17%), attachment disorders (70 people / 31%), behavior disorders 

(75 people / 33%), oppositional and defiant disorders (9 people / 4%). 

Conclusions: Diagnosis and Therapy FASD is a facility that comprehensively tries to help people with 

harm due to prenatal exposure to alcohol in our commune and to promote knowledge, prevention 

and systemic actions in this area in our country. 

-------------------------------------------------------------------------------------------------------------------------------------- 
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Poster 17: Screening for the domain of Affect Regulation (AR) in Fetal Alcohol 

Spectrum Disorders (FASD) Diagnosis in diagnostic clinics for children in Alberta 

(AB).                 

Hasu Rajani and Colleen Burns 

University of Alberta, Edmonton. Alberta. Canada 

Background: The Canadian Guideline for FASD diagnosis in 2015 included “Affect Regulation” as one 

of ten domains in the assessment process. AR is considered impaired when a major depressive 

disorder or an anxiety disorder is a longstanding problem and meets the DSM-5 criteria. Clinicians are 

expected to formally assess the criteria, rather than assign a diagnosis based on clinical impression or 

screening. AR impairment is likely to be present in older children, youth and adults.  

Objectives: Survey Alberta FASD diagnostic clinics to understand (1) Method of screening for AR (2) 

Type of screening tool used (3) Challenges in assignment of AR impairment  

Methods: FASD diagnostic teams in AB were sent a survey. There was a follow up call to all 

coordinators, asking them to review the questions and forward to clinicians. 

Results: 22 responses were received, 12 from psychologists and 10 from physicians. 73% reported 

screening for AR in accordance with the guideline. Screening is most commonly completed by the 

team psychologist and less frequently by the physician. Only one team indicated that it was a “team 

decision”. Teams reported a variety of screening tools (approximately 13) in addition to the history 

and interview. Teams reported a number of challenges including incomplete questionnaires, ensuring 

duration of AR issue, relationship to a more short-term environmental adversity, role of trauma and 

adverse childhood experiences. 

Conclusion: Our survey results indicate that (1) most teams screen for AR (2) The psychologist makes 

the diagnosis with most teams (3) A variety of screening tools are used (4) Teams report that it is 

difficult to tease out whether AR is primary or secondary (5) Infrequently discussed by the team.              

This resulted in conducting a training session for AB teams on screening tool recommendations, 

diagnostic criteria and team discussions.  We now emphasize the importance of AR when we train 

clinic teams. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 18: Fetal Alcohol Spectrum Disorder (FASD) diagnosis in Preschool 

Children: A survey of Diagnostic Clinics in Alberta (AB), Canada.                                

Hasu Rajani and Colleen Burns 

University of Alberta, Edmonton. Alberta. Canada 

Background: The Canadian Guideline for FASD (2015) is applicable for all ages across the lifespan. 

Infants and very young children with prenatal alcohol exposure (PAE) may display symptoms or signs 

that are non-specific. Developmental trajectories are variable in the early years making it difficult to 

assign a deficit as being permanent or developmental. Testing tool reliability increases with age, and 

thresholds of considering a domain as “significantly impaired” varies with the testing tool. Prior 
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studies  report that early diagnosis improves outcomes. However, the above limitations result in 

teams not accepting children for assessment till age 6  and above. In order to develop 

recommendations for AB teams , we developed a survey of current team practice  and their 

management of referrals for children under 6 years old.  

Objectives: Survey current practice of AB teams in their approach to (1) Accepting preschool age 

referrals (2) Identify the triage process (3) Management of referrals (4) Identify use of screening tools  

Methods: A survey of FASD diagnostic teams in AB. A follow up phone call to each coordinator  to 

review the questions and responses was completed 

Results:  Responses from 12 clinics were received. 75 % receive referrals for this age group. 50 % 

accept referrals for children below age 6. 60 % of clinics received less than 5 referrals a year and only 

one clinic received more than 20 referrals in this age group. Teams who assess preschoolers consist 

of a pediatrician, psychologist and a speech language pathologist. An occupational therapist was 

present in two-thirds of the teams. Majority of teams, not assessing preschoolers referred them to 

other support services, and tracked when to assess the child in clinic 

Conclusion: Few teams assess children younger than 6 years old (2) Most teams refer them to other 

support services (3) Most teams were interested in participating in a follow-up study to further 

evaluate diagnostic possibility in this age group. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 19: Analysis of the possibility of identifying the risk of prenatal alcohol 

exposure in Polish hospital practice – study design and pilot testing 
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Sanità (ISS) Rome, Italy 

 

Background: One of the basic Fetal Alcohol Spectrum Disorder (FASD) diagnostic difficulties is a 

reliable assessment of the risk of prenatal alcohol exposure (PAE). Therefore, detailed guidelines for 

the PAE assessment at a child’s birth may improve the effectiveness of FASD recognition.  

Aim of presentation: Discussion of the study design and the results of the pilot study of the 

questionnaires and planned procedures.   

Methods: The project is designed to assess: (1) the sensitivity of various self-report data collection 

procedures on PAE compared to the method of hair analysis for the presence of Ethyl Glucuronide 

(EtG); (2) PAE risk factors and patients openness in providing information on PAE; (3) the mother's 

perception of the child's health problems and needs after prenatal alcohol exposure. Data will be 

collected from women giving birth in the Institute of Mother and Child (IMC) (Warsaw, Poland), in 

the second half of 2022 (min. n=100). Their hair samples will be analysed in the Analytical 

Pharmacotoxicology Unit, ISS (Rome, Italy), and a cohort study of their children with PAE (n=25) and 

without PAE (n=50) will include neurodevelopmental assessment (NBAS) and perinatal 

documentation analysis. The project was approved by the bioethics committee of IMC.  
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Results: The results of the pilot implementation of the assessment tools (lifestyle and pregnancy 

interview including AUDIT-C, AUDIT, timeline followback (TLFB) alcohol data collection procedure; 

PAE/FASD attitudes and knowledge questionnaire) will be presented.  

Discussion: This study results will be used to develop a procedure for collecting data on alcohol 

consumption during pregnancy/ postpartum as a proposal to supplement the standards of perinatal 

care. Discussion with conference participants, of the project’s assumptions and its pilotage gives the 

opportunity to improve / complete the project and increases the chances of final success. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 20: ECHO FASD: Telementoring Program to Increase Capacity for Fetal 

Alcohol Spectrum Disorder (FASD) Diagnosis & Care in South America.  

Lynn Cole1, Claudia Perez1, Christie Petrenko1, Omar Abdul-Rahman2, Pablo Norambuena 

Cárdenas3 

1. University of Rochester, Rochester NY, U.S. 

2. University of Nebraska Medical Center, Omaha, NE, U.S. 

3. University of Chile, Santiago, Chilé 

Background:  Although early diagnosis and appropriate care of children with Fetal Alcohol Spectrum 

Disorder (FASD) is critical for prevention of adverse experiences, most affected individuals 

experience delayed, missed, or mis-diagnosis due to low FASD awareness and insufficient diagnostic 

capacity.  Current models to expand diagnostic access described in the literature are inadequate to 

meet the significant need, and are impractical in many healthcare systems worldwide.  Covid-19 

pandemic-related travel constraints have increased barriers to international FASD training efforts.  A 

previous feasibility trial of a virtual tele-mentoring approach entitled Extension for Community 

Health Outcomes (ECHO) FASD showed promise for expanding capacity in the United States (U.S.), 

but has not been tested internationally. 

Aim of the study: To determine whether ECHO FASD is a feasible method of training multidisciplinary 

clinicians across many regions of Chile in FASD diagnosis and care. 

Methods:  Participants (25 Chilean clinicians) attended 10 1-hour sessions using audiovisual 

technology with real-time interpretation services.  Sessions included brief FASD diagnosis and care 

didactics, followed by participant-generated case presentations with case-based learning and 

evidence-based recommendations.  

Results: Feasibility was evaluated utilizing Bowen et al. (2009)’s framework. Adaptation was 

demonstrated by assembly of a multidisciplinary hub team of clinicians (1 Chilean, 3 U.S), adaptation 

of the curriculum for local context, and translation of materials.  High enrollment, session 

participation, and participant acceptability ratings showed adequate demand and acceptability.  

Improvements in knowledge and confidence measures, along with high intent-to use ratings showed 

integration and limited efficacy. 

Conclusion:  ECHO FASD is a feasible method of training clinicians in diagnosis and care 

internationally, and has the potential to increase capacity across many geographic regions. 
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Poster 21: Utility of the Griffiths Scales in assessing young children with PAE: 

can we do as well with shorter assessments? 

Elizabeth Eggins1, Denise Hatzis1, Joe Betts1, Ned Chandler-Mather1, Hayden Till1, Sharon 

Dawe1, Tania Pomario1, Doug Shelton2. 

1School of Applied Psychology, Griffith University, Brisbane                                                                      
2Women's & Children's Health Services, Gold Coast University Hospital  

 

Introduction: Current diagnostic assessment for FASD is time and resource intensive and questions 

raised about the sensitivity of neuropsychological tests for young children. These factors have 

contributed to a widely held clinical view that young children should not be assessed for FASD, 

thereby missing an opportunity for tailored intervention during early critical developmental periods.  

Method: Eighteen children (age 3 – 5 years) with confirmed prenatal exposure to alcohol were 

assessed using the Australian Guide to the Diagnosis of FASD requiring extensive and individualized 

assessment using psychometrically validated assessments across 3 – 4 days. This “gold standard” 

assessment process is compared to a diagnosis obtained on the basis of the Griffiths Scales of Child 

Development (Edition III), a single assessment instrument that takes 3 hours to administer. 

Results: The diagnostic profile indicates significant delay across multiple domains of functioning. 

Concordance between the gold standard diagnostic process and the diagnosis based on the Griffiths 

Scales, was >86%.  

Conclusions: These data suggest that the Griffiths shows sensitivity and specificity compared to gold 

standard assessment. Further work is required to test this more robustly.  

--------------------------------------------------------------------------------------------------------------------------- 

Poster 22: Developing virtual, sustainable, free training for new FASD 

Diagnostic Clinics in Ontario, Canada.          

Louise Scott1,2,3,4,5,7, Janet Carioni3,4,5,8, Angela Geddes2,4, Kim Harris2, Clare Mitchell2,6, Mo 

Oshalla2 

1: Peel Regional FASD Diagnostic Services, Mississauga, Ontario, Canada                                                                 

2: London and Area FASD Diagnostic Team; London Family Court Clinic, Ontario, Canada                                       

3: Waterloo Regional FASD Diagnostic Clinic, Waterloo, Ontario, Canada                                                      

4: Dr. L.A. Scott & Associates, Neurodevelopmental Services, Paris, Ontario, Canada                                                

5: Fetal Alcohol Resource Programme, Able2, Ottawa, Ontario, Canada                                                        

6: Associate Professor, Schulich School of Medicine and Dentistry, Western University, London, 

Ontario, Canada.                                                                                                                                                                

7: Anishnawbe Health Toronto, FASD Team, Toronto, Ontario, Canada                                                                         

8: Catholic District School Board of Eastern Ontario, Kemptville, Ontario, Canada 

Background: New clinics were recently sporadically funded in Ontario, some in areas with limited 

FASD experience. As a group of experienced FASD diagnostic clinicians we sought to assist our new 

colleagues. 
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Aim of the Study: Objectives: 1) provide functional training building on the content of the currently 

available training: 4 Digit Code (U. of Washington) and Canadian Guidelines (CanFASD); 2) ensure 

training centred on implementing knowledge for teams of any size and composition; 3) ensure 

training could easily be updated as needed; & 4) ensure training was available at no cost. 

Methods: Based on available training focussed on how to practically implement that knowledge. 

Acknowledging our best teachers had lived experience, reviewed how they informed the growth of 

individual teams. Using our experiences on well-established Teams, traced their development, 

established what worked & filtered that through current literature informed best practice. 

Established baseline to develop separate training modules for each part of multidisciplinary team. As 

funding inconsistently applied across the province included information for teams without full roster 

of professionals. Final module modelled how a Team reviews data to negotiate the relevant 

diagnoses. Added self-refection & test of knowledge questions in modules & final evaluation form. 

Results: Chose reliable platform for training (RISE); received FASD ONE (Ontario Network of 

Expertise) small grant to assist with production costs & agreed to host the completed training on 

their website; collated data as it became available (usage and feedback) as submitted by participants. 

Conclusions: Preliminary data demonstrated clear need for this training and our approach was well 

received and accepted by the various professionals. Our experience in creating this course has 

convinced us that the RISE platform can easily be updated as needed. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 23: In Reach: An Evidence-Based Approach to Full Spectrum FASD 

Programming for Staff and Residents of Justice Facilities 

Angela Kemble1, Donna Kristiansen1, Yvette Kraychy1, Melissa Tremblay2 

1. Northwest Central Alberta FASD Services Network Society, Alberta, Canada                                          

2. University of Alberta, Alberta, Canada 

Background: Given the general lack of FASD awareness and limited FASD supports in 

correctional settings, there is a critical need for improved access to FASD diagnostic 

assessments and FASD education in corrections facilities.  

Aim of Program: The Northwest Central FASD (NWCFASD) Network has developed and 

implemented the In Reach project in Alberta, Canada, with aims to: 1. Provide training for 

corrections staff to increase their FASD knowledge; 2. Provide sharing circles for justice 

facility residents to increase their FASD knowledge; 3. Administer FASD assessments for 

residents and connect their children to FASD Networks; and 4. Offer transitional mentorship 

for residents upon release. 

Methods: We conducted an evaluation of In Reach. Qualitative data consisted of interviews 

with 4 staff and 13 stakeholders. Quantitative data consisted of project statistics (e.g., 

numbers of sharing circles, staff trainings, FASD assessments, children referred to FASD 

services, FASD informed release plans). Forty-two stakeholders completed feedback surveys.   

Results: Twenty annual trainings were delivered to approximately 300 staff; 13 assessments 

were completed with 5 more in progress; and 65 sharing circles were completed with 
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approximately 1500 residents. In addition, strong stakeholder relationships were fostered. 

The project is influencing transformative changes in residents and facilities through elevated 

FASD awareness, knowledge, and connections, thus setting the stage for prevention of FASD 

and recidivism.  

Discussion: There is a clear need for In Reach services based on the perspectives of 

stakeholders and research literature. Moreover, the potential long-term cost savings are 

substantial. Through this presentation, we will discuss areas for project refinement, and 

share learnings for project replication and/or expansion. 

Conclusion: The importance of this work has been established; therefore, continued 

investment in initiatives such as In Reach is logical and imperative.   

--------------------------------------------------------------------------------------------------------------------------- 

      

Poster 24: Specialist Health Care Needs of Children with Fetal Alcohol Spectrum 
Disorder: A Single Centre Case Series Study  
 

Dr Jennifer Shields1 David Zammit2 Fiona McGruer2 Moray Baylis3 

1FAAST Team, School of Health in Social Sciences, University of Edinburgh, Edinburgh, Scotland                   
2FAAST Team, Dept of Community Paediatrics, NHS Ayrshire and Arran, Irvine, Scotland.                                                 
3Dept of Health Economics, Afton House, Ailsa Hospital, Ayr, Scotland.  

Background: Although studies attempting to establish the financial cost of FASD suffer from high levels 

of variability, they consistently conclude that the cost of FASD runs into thousands of dollars per 

diagnosed individual every year. Based on data from the United States, the British Medical Association 

estimate the annual cost of FASD in the United Kingdom to be in excess of £2 billion.  

 

Aim of study: FASD results in highly heterogeneous medical and psychological presentations which 

occur in the context of variable social circumstances.  Individuals with FASD often have variable 

journeys in terms of assessment, diagnosis and intervention.  We aimed to understand this further by 

analysing secondary healthcare needs and associated costs within a small sample of children with 

FASD.  

 

Methods: A case series design was employed with selection based upon stratified sampling to explore 

case histories of two male and two female service users aged 9 to 17.  All secondary care appointments 

were accessed and the financial cost of health input for each child calculated.   

 

Results: All four children with FASD were evidenced to consume a wide variety of specialist secondary 

care services. The level of secondary care use was significantly higher than the average costs reported 

for typical use in childhood: ranging from double to tenfold the cost.  The children who received 

targeted input from secondary health services from a young age had a lower average yearly cost than 

those children who had not been identified early as having neurodevelopmental difficulties / FASD.    
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Conclusions:  Analysis of the health care journey for each individual indicates a significant proportion 

of potentially ineffective treatments prior to the point of diagnosis.  Late diagnosis appears to co-occur 

with a higher degree of mental health need for these patients.  In contrast, early identification of 

difficulties appears to be associated with reduced overall health care costs. 

 

------------------------------------------------------------------------------------------------------------------------------------    

 

Tuesday September 13th 

Category/area: Intervention 

Poster 25: Do children with FASD need special protection?                                        

Heike Hoff-Emden 

Social Pediatric Centre (SPZ) Leipzig, Germany 

 

Background: Children and adolescents with FASD commonly exhibit impulsive provocative behavior 

due to the disruption of executive functions in combination with early childhood trauma. 

Furthermore, sleep disorders and difficult eating habits pose a particular challenge for the child's 

social surroundings. Considerable behavioral dysfunctions are observable following visits with the 

biological parents. 

Method: Three specialist conferences were held on the subject of FASD with a focus on disruption of 

executive functions, its effects on participation, and the need for specific child protection measures. 

After completion of the training, specially designed internal questionnaire was issued for delivery to 

all participants, with emphasis on: 

Professional background, knowledge / increase in knowledge about FASD, need for special child 

protection, and support for working with FASD sufferers and with fear of retraumatization. 

Results: A total of 185 questionnaires were returned. The central findings revealed: 

Need for special child protection because of: 

• Behavioral problems: 72%                                                                                                                                            

• Fear of retraumatization: 84%                                                                                                                                 

• Social dysfunction: 77%                                                                                                                                                

• Necessary to accompany visiting contact with biological parents: 93.5%                                                                 

• Support from government agencies necessary for prevention: 99% 

Knowledge acquisition after completion of training is assessed positively. 

Institutional support and the number of participating actors is assessed as deficient. 

Conclusions:                                                                                                                                                                

• Knowledge about FASD is the best child protection (network, education about effects of FASD). 

Behavioral problems pose a high risk.                                                                                                                          

• The fear of retraumatization is rated as high; special attention must be paid to structuring contact 

with the biological parents.                                                                                                                                                       
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• Extensive support from child welfare offices and other institutions / support networks / other 

forms or relief are necessary.                                                                                                                                            

• Needed: Dialogue between foster parents and coaching for care professionals so that the 

provocative behavior of the FASD kids does not lead to secondary victimization. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 26: Presentation of a newly developed treatment program based on 

psychoeducation of parents of children and adolescents with Fetal Alcohol 

Spectrum Disorder (FASD).                                                                     

Anne C Tveiten1, Gro C C Løhaugen1, Thorsten Gerstner1, 2, Jon Skranes1,2 

1Department of Pediatrics, Sørlandet Hospital HF, Arendal, Norway.                                                    

2Department of Clinical and Molecular Medicine, Norwegian University of Science and Technology, 

Trondheim, Norway. 

Background: FASD is an umbrella term describing a spectrum of medical, developmental, motor, 

behavioural, and cognitive disabilities in children prenatally exposed to alcohol. In Norway, no 

evidence-based treatment programs exist for this patient group. In this planned PhD project, we 

want to implement and measure effects of the first standardized intervention program in 

Scandinavia for families with children and adolescents with FASD.   

Aim of the study: To collect and analyse data on: (1) family empowerment, parenting skills and 

parental stress before and after participation in the intervention program, (2) the child’s behaviour 

and self-regulation before and after participation, and (3) professionals’ knowledge of FASD before 

and after participation. 

The study hypothesizes that caregivers, who understand and view their children's behaviour from a 

neurodevelopmental perspective, are more likely to feel competent, use antecedent strategies, and 

thereby reduce child problem behaviour and improve functional outcome. We hypothesize that 

participation in this program will improve parental empowerment and child self-regulation and 

behaviour compared with the pre-intervention assessments. 

Methods: In this longitudinal clinical study, we wish to recruit about 100 families with children and 

adolescents aged 2 ½ – 18 years diagnosed with FASD. Participating families will be included at time 

of referral to RK-MR HSØ. The program includes three assessment points: baseline-, pre-intervention-

, and post-intervention assessment. 

The program consists of a standardized manual-based treatment package developed by professionals 

at the RK-MR HSØ.  It includes eight digitally based, interactive psychoeducational sessions. Two of 

these also includes kindergarten/schools and community workers. 

Conclusion: If proven effective, the program could be implemented as a standard treatment option 

in the specialized health services for children and adolescents with FASD and their families. 

-------------------------------------------------------------------------------------------------------------------------------------- 
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Poster 27: The effect of sublingual melatonin on sleep onset latency in children 

with Fetal Alcohol Spectrum Disorder (FASD): study protocol for a double-

blind placebo-controlled crossover trial.                    

Ned Chandler-Mather1, Doug Shelton2, Haydn Till3, Caroline Donovan1, Denise Hatzis1, and 

Sharon Dawe1 

1School of Applied Psychology, Griffith University, Brisbane, Australia                                            
2Women's & Children's Health Services, Gold Coast University Hospital, Australia                                               
3Child Development Service, Gold Coast University Hospital, Australia 

Background: There is growing recognition that sleep can be significantly disrupted in children with 

FASD. Disrupted sleep might be compounding their neurodevelopmental impairments. To date, there 

have been no evaluations of pharmacological interventions to treat sleep problems in children with 

FASD. 

Aims of the study: The objectives of this study were to report a protocol for a clinical trial to evaluate 

the effect of sublingual melatonin on sleep onset latency in children with, or at risk of, FASD. 

Methods: This trial is a double-blind, placebo-controlled, crossover trial of a weight-based dose of 

sublingual melatonin liquid where each child completes a placebo and a melatonin phase. 

Throughout the trial children’s sleep parameters are recorded using a sleep diary and actigraphy 

watches. At the beginning and end of each phase, children also undergo neuropsychological testing 

while wearing heart rate monitors to evaluate changes in neuropsychological and physiological 

functioning across the trial. Qualitative interviews with caregivers at trial exit are also being 

conducted. 

Results: Trial recruitment commenced last year but has been delayed due to the COVID-19 epidemic. 

Qualitative interviews have revealed difficulty in pre-trial sleep behaviour and overall acceptance of 

trial protocols. 

Conclusion: Melatonin is a potential pharmacological treatment for significant sleep dysregulation in 

children with FASD and is currently being evaluated in Australia. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Poster 28: Promoting support of people with FASD and their families: the 

experience of the “Italian Association on Disorders due to Prenatal Exposure 

to Alcohol and/or Drugs”.                                          

Claudio Diaz1, Stefania Bazzo1, Massimo Castrucci1, Enrica Berton1, Alessandra Pisa1, 

Gabriella Calderisi1, Stefania Contu1, Tiziana Arcoraci1, Vera Confalonieri1, Patrizia Riscica1, 

Giuseppe Battistella1 

1Italian Association on Disorders due to Prenatal Exposure to Alcohol and/or Drugs (AIDEFAD 

ETS/APS), Italy 
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Summary: The “Italian Association on Disorders due to Prenatal Exposure to Alcohol and/or Drugs” 

(AIDEFAD – ETS/APS) was born in Treviso (Italy) on September, 9, 2018, on the occasion of the 

International FASD Awareness Day. The Association was founded by an initiative of its current 

president, an adopted man with FASD who discovered only later in adulthood that his disability was 

due to prenatal exposure to alcohol. The Association is the first organization of patients with FASD in 

Italy: it was born thanks to the strong motivation of some family members of adopted people with 

FASD and to the involvement of professionals specialized in FASD, in order to improve the quality of 

life of people living with this permanent disability. 

The aims of the Association are: 

- the implementation of early and correct diagnosis of FASD throughout Italy; 

- the dissemination of correct information on the risk and harm caused by the use of alcohol and 

psychoactive substances during pregnancy; 

- the development of treatment and support strategies for people with FASD and their family 

members; 

- the promotion of actions to avoid stigma against birth mothers and people with FASD. 

Currently AIDEFAD has more than 80 associates, most of them are adoptive families of people with 

FASD. The Association is member of the EUFASD Alliance and is developing a broad network of 

specialists and organizations dealing with the FASD issue in Italy, in order to promote activities 

targeted to people with FASD, families, professionals and the entire community. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

Poster 29: Occupational therapy in the U.S. and youth with FASD: from sensory 

strategies to storytelling                                                                                                                                   

Janis Wan-Lai Yue 

Violence Intervention Program, University of Southern California, Los Angeles, United States 

(U.S.) 

Background: Though various occupational therapy (OT) needs, such as sensory processing 

challenges1,4, have been well-identified within existing literature for youth with fetal alcohol 

spectrum disorder (FASD), OT interventions for this population have not yet been well-defined in the 

U.S.  

Aim of the study: The objectives of this session are as follows: 1) Establish connections between 

needs of youth with FASD and the scope of OT 2) Provide case study examples of both individualized 

OT interventions and adolescent group interventions 3) Present a thematic analysis of qualitative 

data collected from stakeholders about the effectiveness of OT interventions for youth with FASD.   

Methods: Since 2019, the Violence Intervention Program, a community-based mental health agency, 

has been building an OT program to support the existing FASD program. Two case studies will be 

used to highlight OT-specific interventions that have been effective in addressing sensory processing 

and adaptive functioning needs within the population. A thematic analysis of qualitative data 
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collected from clients, caregivers, and interdisciplinary collaborators will be used to describe unique 

benefits and challenges associated with OT involvement in care for youth with FASD.  

Results: Preliminary themes include “Individualized Empowering Strategies,” “Breaking Down 

Activities of Daily Living,” and “Interdisciplinary Benefits.” 

Conclusion: The continued advancement of OT practice demonstrates significant promise in more 

holistically addressing the sensory processing and adaptive functioning needs of youth with FASD. 

1 Fjeldsted, B., & Hanlon-Dearman, A. (2009). Sensory processing and sleep challenges in children with fetal 

alcohol spectrum disorder. Occupational therapy now, 11(5), 26-28.                                                                        
2.Franklin, L., Deitz, J., Jirikowic, T., & Astley, S. (2008). Children with fetal alcohol spectrum disorders: problem 

behaviors and sensory processing. The American journal of Occupational Therapy, 62(3), 265-273. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 30: Ts’iya-i ghuna Everything Lives. The Whitecrow Village Model.                                                                                                                                                                             

Kee Warner, Whitecrow Village FASD Society, Deb Evensen, M.A.  Fetal Alcohol Consultation and 

Training Services  

Background: FASD causes many challenges. We have found ways to alleviate some of them. 

Academic understanding alone does not result in better outcomes. Families and professionals may 

not recognise that maladaptive behaviours are the result of brain differences and not recognize the 

positive aspects and characteristics of those who experience FASD. Extended family and community 

members can misinterpret misunderstanding as defiance or anti-social attitudes and blame 

inadequate parenting. 

The Whitecrow programs were developed to address these misinterpretations.  The Whitecrow 

Village model offers experiential learning in a gathering of people working as equal contributors 

toward common goals. We intentionally shape an environment of safety, respect and fun. 

Methods: We are grass roots, not government sponsored, not adapting to the strictures of 

colonization and the usual obstacles caused by trying to fit into social service systems.  An essential 

part of our model comes from local Indigenous values. FASD is not limited to Indigenous peoples. 

However, addressing FASD through Indigenous perspectives can result in significantly improved 

outcomes for peoples of any background. 

 

Outcomes: Better outcomes occur in many aspects of social life. We see families remaining together, 

adults with FASD attaining a better quality of life, diminished engagement with legal systems, 

professionals achieving work satisfaction, communities becoming healthier and happier. 

Aim of study: Identify those elements of society essential for appropriate support. Identify 

achievable actions to ensure those elements are within access. Develop networks of ongoing 

communication and support. 

Results: A growing network of people with respect and understanding for the contributions of those 

who live with FASD.  

-------------------------------------------------------------------------------------------------------------------------------------- 
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Category/area: Others – Basic research - Epigenetics 

Poster 31: Threat versus deprivation trauma exposure and behavioral 

outcomes in children with fetal alcohol spectrum disorders  

Madeline N. Rockhold, Carson Kautz-Turnbull, Christie L.M. Petrenko 

Mt. Hope Family Center, University of Rochester, Rochester, NY, USA 

 

Background: Exploration of the effects of dual prenatal alcohol and postnatal trauma exposure is an 

understudied but emerging literature within the fetal alcohol spectrum disorder (FASD) field. 

Aim of the Study: This study aims to examine differences in behavioral outcomes for children with 

FASD through the lens of threat versus deprivation trauma exposure. This will be the first exploration 

of its kind looking at trauma in this population through this theoretical framework, which has shown 

unique outcomes in other populations. 

Methods: A convenience sample of 84 children ages 4-12 and their families took part in an emotion 

coaching intervention study. At baseline, caregivers completed the Traumatic Events Screening 

Inventory, Strengths and Difficulties Questionnaire, Dimensions of Temperament–Revised, and the 

Eyberg Child Behavior Inventory.  

Results: One-way ANOVAs examined group differences between 1) those only experiencing 

deprivation (n=26), 2) those experiencing deprivation and threat (n=34), and 3) those experiencing 

neither (n=20). The threat only group was dropped from analyses due to small cell size (n=4). 

Significant group differences were found on measures of distractibility, daily habits, task orientation, 

peer problems, and parents’ endorsement of how problematic behaviors are (F (2, 67) =3.163-4.513, 

p < .05). Those with dual threat and deprivation exposure showed worse outcomes on all measures 

aside from parental ratings of problematic behavior, in which dual exposure indicated less severe 

ratings of problematic behavior.  

Conclusion: Unique patterns of behavior are found in children with FASD when analyzing the impact 

of traumatic experiences through a threat/deprivation lens. The combination of both threat and 

deprivation experiences lends to worse outcomes overall. However, parents perceive child behavior 

as relatively less problematic when children have experienced dual types of trauma. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Category/area: Adults with FASD 

Poster 32: Directions of work and needs of young adults with FASD based on 

the experience of the Gdynia Center for Diagnosis and Therapy FASD. 

Agata Cichoń - Chojnacka, MD, PhD       

DIVISION OF QUALITY OF LIFE RESEARCH, MEDICAL UNIVERSITY OF GDAŃSK 

Background: GCDiT FASD has been operating since 2010 and is the first in Poland to provide 

residents of the commune free support and diagnostics for children with suspected FASD. In recent 
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years, social workers, educators, carers and the young adults themselves from FASD have 

increasingly turned for professional help. 

Aim of the study: Young adults with FASD have been under the care of the center for several years. 

The charges apply for psychiatric and psychological care, assistance in the field of accommodation on 

the labor market and support in the proper relationships shaping. Their guardians are working 

towards independency of the charges. 

Methods: We provide support and training for assistants of adult FASD charges, appropriate 

pharmacological and psychological support. However, the Polish system does not have many 

facilities for such people. We create rules for institutional and substantive support in the field of 

independence from FASD. Due to the difficulties resulting from damage to the CNS, which do not 

disappear with age, the system must protect these people against negative consequences resulting 

from problems in social functioning. 

Results: People working with adults with FASD report the need for support in the field of training and 

supervision of their work, the need for a better understanding of the difficulties resulting from 

damage to the CNS, effective tools for shaping relationships with charges and ways to protect them 

against the negative consequences of adulthood - unwanted loans, toxic relationships, unwanted 

pregnancies, conflicts with the law. 

Conclusions: Support for young adults with FASD must be considered as a holistic process - as well as 

support for children with FASD. Accommodation should be worked on both for the adult himself with 

FASD and for the support system - assistants, carers, employers. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 33: Peer support groups for young FASD Adults                                                          

Sari Somer 

FAIDD, Finnish Association of Intellectual and Developmental Disabilities, Finland  

Background: FAIDD has been steering peer support groups for young adults with FASD since 2009. 

FAIDD has steered five groups and mentored the steering of a sixth group. FAIDD has also trained 

new group leaders for these peer support groups. The trainees basic qualifications have been that 

they are all health care or social care professionals. Some of them also have FASD or are foster 

parents of people with FASD.  

Methods: Young adulthood is an especially challenging phase of life for people with FASD. It holds 

many challenges concerning study and work, independent living and relationships. All foster care 

services in Finland generally end at age 25 (before 2019 they ended at age 21). This, however, is still 

a problem for adults with FASD. Due to their disability, they mature later than their peers. Peer 

support groups have been attended by adults of ages 18-30.     

Results: Young adults with FASD have profited a lot from peer support groups. They have engaged 

well in group activities, gained peer support, explored their life stories together and formed long 

lasting relationships with other group members. Peer support groups have helped adults with FASD 

move on with their lives, look to the future, face adulthood challenges and reach their dreams.    
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Conclusion: Because of these excellent results, we are aiming for peer support groups for young 

FASD adults to be a permanent part of the foster care system in the future. While more intervention 

research is needed to show effectiveness, support groups have already shown all of us (group 

members, their carers and group leaders) that a small, effective intervention at the right time in life 

can make a huge difference in the life of  young FASD adults. In 2013, the sponsor of FAIDD (Finland´s 

Slot Machine Association) assigned us a recognition award for the effectiveness of peer support 

groups for young FASD adults. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Category/area: Professionals / Carers 

Poster 34: Problems in eating and swallowing in children with FASD. 

Manon Spruit 

Center of expertise in FASD and Speech and Language, Germany, The Netherlands 

Background: Preliminary results of observations and assessment of children with FASD that show 

problems in eating and swallowing and/or chewing. 

Aim of the study: The objectives of the study are to determine what kind of problems result in poor 

eating, problems with different textures and difficulty swallowing. 

Methods: Parents of children with FASD often mention their children show problems in eating and 

swallowing. The parents that contact the center of expertise in FASD and Speech and Language are 

assessed by a Speech and Language Pathologist (SLP) that is specialized in FASD and also a mother of 

2 children with FASD. The difficulties the children show in daily life are described by the parents and 

eating and swallwoing is closely observed by the SLP 

Preliminary Results: A lot of children with FASD have problems in this area. The children often have a 

high palate and problems with the lifting oft he tongue. The sensibiltiy in the oral area differs from 

normally developing children, which cause them to have a different perception in this area. The 

author describes which processes differ from those of normally-developing peers and will explain 

what a Speech therapist and the parents can do to help. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 35: Speech and Language development in Children with FASD 

Manon Spruit 

Center of expertise in FASD and Speech and Language, Germany, The Netherlands 

Background: Children with FASD show differences in Language development and comprehension, as 

well as a delayed and deviant development of speech production. 

Aim of the study: determining what factors of speech and language development are different 

and/or delayed compared to normally developing peers. 
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Methods: Children with FASD were assessed for their abilities and capacities regarding speech 

production and language comprehension. A literature study showed what is different in children with 

FASD when they develop language. 

Preliminary Results: Parents often notice that their child with FASD does not use language the way 

other children do. The environment though, sees this differently, because these children „speak so 

well“. This (literature) research shows that their are problems in language comprehension and a 

delayed and deviant development oft he speechproduction. Planning and programming the 

production of speech is shown to be more difficult fort his group. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 36: “We just get forgotten about.” The wellbeing needs of adoptive 

caregivers to children with Foetal Alcohol Spectrum Disorder. 

Anna Webster, MSc 

Manchester Metropolitan University, Manchester, England 

 

Background: Foetal Alcohol Spectrum Disorder (FASD) is a hidden epidemic (Onkar et al.,2019; May 

et al., 2009) and a significant global public health issue (May et al., 2018; Popova et al., 2019). 

Caregivers to children with this challenging disorder demonstrate clinically significant levels of stress 

(Mohamed et al., 2020; Olson et al., 2009). Despite this, there is limited research on caregivers to 

children with FASD and none that specifically investigates their wellbeing needs.  

Aim of the study: This paper addresses this gap by identifying the wellbeing needs of adoptive 

caregivers to children with FASD.  

Methods: Six adoptive caregivers of children aged 5 – 12 with diagnosed or suspected FASD in the UK 

participated in in-depth semi-structured interviews which were analysed using reflexive thematic 

analysis and self-determination theory.  

Results: Three themes and one subtheme were identified: 1) preventing the subordination of 

caregiver well-being needs; 2) being listened to, understood, and supported mentally and 

emotionally; 3) responsive FASD knowledgeable services and 3a) a subtheme of respite from FASD 

trained professionals.  

Conclusion: FASD caregivers need help to attune to, identify and assert their wellbeing needs. 

However, identification of needs can be challenging due to the thwarting of basic psychological 

needs that accompanies FASD caregiving. Two developments could help satisfy basic psychological 

needs which could improve wellbeing and in turn also facilitate the identification of wellbeing needs 

and their fulfilment. Firstly, FASD caregivers need to be listened to and understood, through FASD 

attuned interpersonal relationships and caregiver centred therapies. Secondly FASD knowledgeable 

services are needed, particularly respite. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 37: Understanding the determinants of resilience in families impacted 

by Fetal Alcohol Spectrum Disorder 

Samantha Francis (1), Dr Edward Sosu (1), Prof Marion Henderson (1), Aliy Brown (2) 
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(1) The University of Strathclyde, Glasgow, Scotland. 

(2) FASD Hub Scotland – managed by Adoption UK Scotland. 

Background: The behavioural, social, and cognitive consequences of Prenatal Alcohol Exposure (PAE) 

can also impact on secondary areas such as educational attainment and involvement in criminal or 

risky behaviours. Together these challenges have the potential to introduce considerable risk of 

family breakdown or, in the case of foster care, placement disruption. This is particularly concerning 

given that home stability has been identified as a key protective factor for children with Fetal Alcohol 

Spectrum Disorder (FASD) and is strongly correlated with positive outcomes for children in the care 

system. However, not all families raising a child with FASD experience family breakdown or lowered 

wellbeing.  

Aim of the Study: This research project aims to understand how and why some families impacted by 

FASD can be resilient despite still experiencing the challenges associated with caring for a child with 

disabilities. The objective is to design and test a new model of individual and structural determinants 

of resilience in families with FASD.  

Methods: This two-phase project has a strength based mixed method approach. Firstly, twenty 

participants who have a parental role of caring for a child, with either a diagnosis of FASD or a history 

of prenatal alcohol exposure, will undertake semi structured interviews via video conferencing. 

When thematically analysed, the findings will inform the design of the questionnaire for the second 

phase quantitative study.  

Results: This study is currently underway; therefore, no results are available at the time of writing. 

Preliminary findings from the qualitative interviews will be included within the presentation. 

Conclusion: This project is ideally situated to inform both policy and practitioners regarding the long-

term impact of both FASD and early childhood trauma whilst providing a model of FASD family 

resilience that will be a valuable guide to forming interventions and placing vital support structures in 

place. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Category/area: What is happening in my country? 

Poster 38: Assessment of young children with prenatal exposure: Knowledge 

gained and challenges ahead 

Sharon Dawe1, Elizabeth Eggins1, Joseph Lee Betts1, Heidi Webster, Denise Hatzis1, Tania Pomario1, 

Hayden Tills3, Ned Chandler-Mather1, Doug Shelton2 

1School of Applied Psychology, Griffith University, Brisbane                                                               
2Women's & Children's Health Services, Gold Coast University Hospital                                                           
3Child Development Service, Gold Coast University Hospital  

Background: There is a widespread view that assessing young children for FASD is not possible due to 

challenges in assessing domains of impairment. However, failure to do so, will potentially miss 

opportunities for early intervention.  

Aim of the study: The current project aimed to develop a diagnosis process for young children (aged 

3 – 7 years) based on the Australian Guide to the Diagnosis of FASD.  
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Results: Data on the first 90 children will be presented. The majority met diagnosis for FASD, either 

with 3 sentinel facial features, FASD with < 3 sentinel facial features, or considered at risk of FASD.  

High rates of comorbidity were found; impairment on multiple domains of functioning were 

observed (45% had impairment on four or more domains). The pattern of impairment indicated most 

scored severe in EF, motor and/or attention domains.  

Conclusion: The developed protocol provides a strong basis for the diagnostic process in young 

children. Mmultiple impairments across ten domains and high comorbidity were found. These raise 

challenges for the diagnostic process, and potentially increase the risk of a false positive diagnosis. 

Further refinement of the Australian Guide needs to consider this challenge.  

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 39: Standing on the Shoulders of Giants: Scotland’s Story of Strategic 

Change in FASD                                                                                                          

Dr Jennifer Shields1, Dr Suzanne O’Rourke1, Dr Sarah Brown2    

1FAAST Team, School of Health in Social Sciences, University of Edinburgh, Edinburgh, Scotland                                
2FAAST Team, Department of Community Paediatrics, NHS Ayrshire and Arran, Irvine, Scotland 

Background: Scotland’s first FASD diagnostic training took place in 2012 and led to the formation of 

the country’s first pilot diagnostic clinic and multidisciplinary service:  The Fetal Alcohol Advisory, 

Support and Training (FAAST) Team.  The FAAST Team has continued to evolve as a national resource; 

learning and working strategically towards a vision for service improvement for FASD in Scotland. This 

work includes increasing capacity in diagnostic assessment, resource development and the provision 

of consultancy, training and research. 

Aim of the Study: This presentation aims to provide a reflective overview of Scotland’s journey in FASD; 

sharing key milestones, successes and challenges in the development of applied clinical knowledge, 

training and research in FASD. 

Methods: The FAAST Team pilot service evaluation and subsequent national work has relied upon 

continuous data collection and application of quality improvement and evaluation methodologies to 

collate activity and demonstrate outputs. Data and outcomes from both the pilot clinic and national 

work-streams (spanning training, diagnostics and research) are presented in a timeline format to 

facilitate reflective discussion of the actions and outcomes which have precipitated change in how 

FASD services are provided in Scotland. 

Results:  The FAAST Team have utilised data from Scotland and the International FASD community to 

push key drivers of transformational change both in government policy and clinical practice in FASD. 

Highlights are 1) the Scottish Government’s commitment that FASD will be assessed within mainstream 

neurodevelopmental clinics across our National Health Service and 2) the formation of Scotland’s first 

FASD centre of research, training and consultancy within the University of Edinburgh.    

Conclusion:  The Fetal Alcohol Advisory, Support and Training (FAAST) Team are a Scottish 

Government funded resource who continue to pursue equality of care and improved outcomes for 

those affected by FASD. 

-------------------------------------------------------------------------------------------------------------------------------------- 
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Poster 40: FASD: What is happening in France? 

Catherine Metelski  

Association “Vivre avec le SAF”, FRANCE 

Up to 2018, FASD remained largely unknown in France, even among health professionals. The 

mobilization of associations and specialized physicians has improved the situation, with the advent of 

2 national health plans, and 3 FASD resource centers. 

Two National Health Plans 

National Strategy for Autism and Neuro-Developmental Diseases (NDDs), 2018-2022  

It now includes all NDDs, and explicitly mentions FASD, which helps early interventions. 

National Plan Against Addictions, 2018-2022  

“Protecting the future child from exposure to psycho-active substances during pregnancy” is now 

mentioned as a national priority. The National Health Insurance Authority (CNAM) has launched a call 

for projects on prevention of addictions, including FASD, at local level (Départements).  

Three Resource and Skill Centers 

France has three skill centers on FASD, but they are very different from each other  

1. The FASD Resource Center (Centre Ressources TSAF) in “La Réunion” Island is the most 

comprehensive and the most specific institution. It handles screening, diagnosis, interventions 

and long term monitoring, as well as a comprehensive information program for all local 

professionals. 

2. The COREADD is the Aquitaine Region Coordination on Addictions. It is very active  on 

prevention, education of professionals, but they do not handle diagnosis of children. Our  

Association partners with them on an ambitious project, to educate Justice profesionals on FASD 

consequences. 

3. The NDD Knowledge Center of the Paris Region (Pôle d'Excellence TND d'Île-de-France). It is 

coordinated by an excellent clinical and scientific team of the Robert-Debré Hospital. FASD 

diagnosis is available. 

 

However, weak points remain: screening, diagnosis and interventions for adults barely exist, especially 

in psychiatry. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 41: TSAF-R, a multidisciplinary networking action to boost French 

scientific research on the consequences of prenatal alcohol exposure.                                                                           

Justine Fraize 1,2, Henri-Jean Aubin 3, Corinne Chanal 4, Bérénice Doray 5, Pascal Dournaud 6, 
Bruno Gonzales 7, Stéphane Marret 7,8, Valérie Mezger 9, Michel Paques 10, Olivier Pierrefiche 
11, Nolwenn Regnault 12, Stéphanie Toutain 13, Groupe étude grossesse et addictions 4, Vivre 
avec le SAF 14, GIS Autisme et TND 15, David Germanaud 1,2,16 
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1 InDev Team 'Imaging Neurodevelopmental Phenotypes', Inserm UMR1141 NeuroDiderot, University 
of Paris, Paris, France 
2 UNIACT, Joliot Institute, NeuroSpin, CEA Paris-Saclay, Gif sur Yvette, France  
3 Centre de Recherche en Epidémiologie et Santé des Populations, Inserm UMR 1018, Paris, France 
4 Groupe d’Etudes Grossesse et Addictions (GEGA), France 
5 Service de Génétique, CH Félix Guyon, CHU de La Réunion, Saint-Denis, La Réunion, France 
6 NeuroKines Team, Inserm UMR1141 NeuroDiderot, University of Paris, Paris, France 
7 NeoVasc 4309, Laboratory of Microvascular Endothelium and Neonate Brain Lesions, Rouen Institute 
for Biomedical Research, European Institute for Peptide Research (IFR 23), University of Rouen, Rouen, 
France 
8 Department of Neonatal Medicine and Centre of Child Functional Education, Rouen University 
Hospital, Rouen, France 
9 CNRS, UMR7216, Épigénétique et Destin Cellulaire, Paris, France 
10 NSERM, Paris, France UPMC Univ Paris 06 UMR_S 968 Institut de la Vision, Paris, France Centre 
Hospitalier National d'Ophtalmologie des Quinze-Vingts INSERM-DHOS CIC 503, Paris, France 
11 UPJV, INSERM UMR 1247 GRAP, Groupe de Recherche sur l'Alcool et les Pharmacodépendances, 
Centre Universitaire de Recherche en Santé (CURS), Amiens Cedex 1, France 
12 Santé Publique France, French National Public Health Agency, Saint-Maurice, France 
13 Centre de Recherche Médecine, Sciences, Santé, Santé Mentale et Société (CERMES3), UMR CNRS 
8211, INSERM U988, EHESS, 75006, Paris, France 
14 “Vivre avec le SAF”, French association for the support of families affected by FASD, France 
15 Groupement d’intérêt scientifique Autisme et Troubles du neurodéveloppement, France 
16 Centre de Référence Déficiences Intellectuelles de Causes Rares, filière DéfiScience, InovAND, 
Robert-Debré Hospital, AP-HP, Paris, France 
 
Summary: TSAF-R is a transversal scientific action project aimed at boosting French scientific 

research on the consequences of prenatal alcohol exposure through the creation of a network of 

teams and groups around collaborative objectives, promoting synergy between approaches and 

translation between programs. This project is supported by the French scientific interest group on 

neurodevelopmental disorders “GIS autisme et troubles du neurodéveloppment”. 

Eight research teams and several associations are partners of the TSAF-R network, covering a large 

spectrum of scientific fields from molecular biology to human science, from animal models to 

developmental neuroimaging. Participants include physician-scientists (pediatricians, child 

neurologists, child psychiatrists, addictologists, midwives…), scientists (biologists, engineers, 

epidemiologists), and representatives of patient associations. 

This action begun by setting up 4 working groups on: 

(1) Harmonization and standardization of data from the French clinical series of Fetal Alcohol 

Spectrum Disorder (FASD) or prenatal alcohol exposure (high-risk pregnancy and child).                                 

(2) Interest, complementarity and compatibility of preclinical models, specific relevance and 

convergence                                                                                                                                                                

(3) Possible candidates, combinations and clinical validation studies for new diagnostic and 

prognostic markers (biochemical, epigenetic, imaging…)                                                                                            

(4) Linking institutional research and community research with associations for a better knowledge of 

epidemiology and life courses 

The first 2021 session was a virtual seminar-workshop devoted to collaboration and translation in 

French research on FASD. The second edition will take place in Paris in May 2022. The third one will 
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seek opening to European partners to enrich discussion and perspectives, wishfully under the 

auspices of the European Alliance EUFASD. 

https://tsafr.wordpress.com/ 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 42: Identifying use of alcohol and other substances during pregnancy – A 

Nordic overview.          

Nadja Frederiksen1, Niina-Maria Nissinen2 

1 (MScPH). Senior Advisor at the Nordic Welfare Centre, Helsinki, Finland                                                         
2 (MPH, MSc). Doctoral Student at Folkhälsan Research Center, Helsinki, Finland and Tampere 

University, Finland  

Background: Most women stop using alcohol after pregnancy recognition. However, a relatively high 

proportion (7-23%) of pregnant women in the Nordic countries continue to drink alcohol during 

pregnancy, imposing a significant risk for foetal development. As a part of the project “Use of alcohol 

and other substances during pregnancy - in a Nordic perspective” The Nordic Welfare Centre 

published the report “Identifying use of alcohol and other substances during pregnancy – A Nordic 

overview” in March 2020. The report focuses on the use of alcohol and other substances during 

pregnancy and the damage it can cause to the foetus, but also on how to prevent the damage during 

antenatal care, in the Nordic countries. 

Aim: The aim of the report is to provide an insight into the national guidelines and practices the 

Nordic countries have in connection with alcohol consumption during pregnancy: what screening 

instruments are used in antenatal care to identify alcohol use among pregnant women and what 

interventions are available for pregnant women with alcohol use. 

 

Method: The report includes knowledge (research, guidelines etc.) from across the Nordic countries. 

FASD experts from Nordic countries have also contributed to the work. 

Result: A report on “Identifying use of alcohol and other substances during pregnancy in a Nordic 

perspective". 

Conclusion: In this poster presentation, we present an overview of the practices (guidelines, 

screening tools etc.) related to identifying the use of alcohol and other substances at the antenatal 

care in the Nordic countries, and we highlight the gaps in the FASD field that needs to be acted upon. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 43: What’s happening in the Netherlands?                                                                        

https://tsafr.wordpress.com/
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Martha Krijgsheld, Chairperson of the FAS Foundation of the Netherlands 

Summary: This year marks the 20th anniversary of the foundation of the FAS Stichting (FAS 

Foundation of the Netherlands). Twenty years ago, little was known about alcohol and pregnancy in 

the Netherlands. Now, partly due to the activism of the FAS Foundation, the situation has improved 

greatly. 

The FAS Foundation itself continues to engage in educational and supportive activities. During the 

last two years of corona lockdowns, we have organized online meetings for parents; trainings have 

been held via internet for numerous professional groups such as addiction workers; the website has 

been completely renewed. We continue to support a group of adults with FASD and a group for birth 

mothers. 

There are several other clinics and organizations concerned with FASD, too. Three policlinics provide 

diagnostic services. In addition, FASD Support offers counseling and education for parents/carers of 

children with FASD and adults with FASD, as well as an accredited online course for social workers 

and healthcare professionals. Furthermore, the first Center of Expertise in FASD and Speech and 

Language was founded to help parents, Speech and Language Therapists, social workers, 

pediatricians and others to better understand the problems in speech, language, and swallowing and 

eating. An online workshop was developed in German and in Dutch; English is in preparation.  

The Trimbos Institute, the national institute concerned with drugs, alcohol, and mental health, 

created a Taskforce Alcohol-free Start, which aims to improve early detection of alcohol-related 

damage to infants, within the whole care chain around pregnancy and birth.  

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 44: The work on FASD in Sweden, 20 years with FAS-föreningen.   

Katarina Wittgard, Theresa Millqvist                          

Background: FAS-föreningen is the only Swedish organization on alcohol-related birth defects. It was 

founded in 2000 by Katarina Wittgard, herself an adoptive parent of a son with FAS.  

The purpose: Purpose of this evaluation is to illuminate what a small nonprofit organization can 

accomplish and what kind of extended support/responsibility is needed. In the beginning FAS-

föreningen mainly supported families. Over the years focus on professionals has increased. A unique 

FASD web portal was launched in 2016 and since 2019 the information campaign 1av100.se is 

spread. In 2022, the association will make the largest effort ever to train pediatricians increase their 

knowledge of FASD and arouse interest in research on FASD.  

Method: A retrospective overview of FAS-föreningen activities.  
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Results: Authorities and organizations refer to FAS-föreningen as a mediator of reliable information 

about alcohol-related birth defects. Collaborations with authorities and organizations have given the 

association legitimacy in society. NGO:s are an important part of Sweden's welfare system. In 2022, 

the Swedish Government gave 12.5 million EUR to NGO:s in the social field. FAS-föreningen receives 

less than EUR 100,000 per year to run the entire organization.  

Conclusion: The financial support from the government has contributed to the work by 

FASföreningen, but it is not enough. The knowledge and expertise about FASD is still deficient in 

Sweden, especially among doctors. The main responsibility for FASD must be transferred to the 

public health service, not rely entirely on FAS-föreningen. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 45: A Prevention Project Within a Prevention Project: 

#dukennstdieantwort# (you know the answer)  

Gisela Michalowski, Alison Frieling    

FASD Deutschland e.V., Lingen, Germany  

Background: FASD Deutschland e.V. is a non-profit volunteer organisation committed to improving 

the lives of individuals with Fetal Alcohol Spectrum Disorder (FASD) and their families.  Other mains 

aim are to raise awareness about FASD and to sensitise people to the risks associated with alcohol 

consumption during pregnancy.   

Aim: To develop an FASD awareness and prevention campaign targeting both the general public and 

professionals.      

Methods: A scholarship won with startsocial e.V. provided access to professional coaching. Over a 

period of 3 months, ideas for an FASD awareness and prevention campaign were developed. A three-

pronged approach was chosen to target specific groups using the most effective channels for each 

group: women of child-bearing age, professionals from relevant fields of work and the general public. 

The final report was presented to the jury for evaluation (result outstanding). A new idea evolved 

from the initial project: a national FASD awareness and prevention campaign specifically targeting 

women (and teenage girls) and their partners.  

Results: In addition to the original slogan, a hashtag #dukennstdieantwort# (you know the answer), a 

poster in 2 variations and a website were created.  www.dukennstdieantwort.de went online mid-

February 2022. Information about FASD and the risks of alcohol consumption during pregnancy is 

provided for 3 different age groups: children, youth and adults using appropriate language styles. 

Sponsors were found to finance billboard and newspaper advertising. For 10 days in February 2022, 

100 posters were displayed on billboards in major German cities.  An extremely positive response has 

been monitored.    

Conclusion: The socialstart e.V. scholarship was the perfect opportunity to develop a professional 

campaign. Whilst the initial response has been overwhelming, we understand that we must continue 

our efforts on all levels to promote awareness and help reduce the risk of babies being born with 

FASD.  
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-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 46: A Tameside locality perspective: A Greater Manchester approach to 

preventing alcohol exposed pregnancy.                                                                         

Sophie Quinn, Kate Benson 

Background: The Tameside Metropolitan Borough Council Alcohol Exposed Pregnancy (TMBC AEP) 

programme commenced delivery in 2019 as one of the four localities in the Greater Manchester 

Health and Social Care Partnership initial ‘proof-of-concept’ programme to reduce alcohol-exposed 

pregnancies. The TMBC AEP programme delivered all aspects of the pilot with standout success in 

the delivery, development and sustainability of the brief advice and interventions for women beyond 

the life of the pilot.   

Aim of the study: To reduce alcohol-exposed pregnancies and reduce the number of new FASD cases 

in Tameside by:  

(1) Developing and delivering brief advice and intervention (BI) for non-pregnant women  

(2) Universal training for the wider health and social care workforce, third sector and local 

population on the harms of alcohol exposure during pregnancy and steps to prevent this 

(3) Enhancing the existing alcohol consumption screening pathway provided in local maternity 

services  

(4) Developing innovative approaches to support individuals with FASD 

Methods:  

(1) Tailoring the pilot delivery model to deliver tiered BI to all women accessing the service 

(2) Educational workshops delivered to a range of local organisations to increase awareness and 

understanding of alcohol harms during pregnancy, FASD and local offer involvement  

(3) Close collaboration with local maternity services 

(4) Local community led support group for families with lived experience and creation of the 

preventing AEP local partnership to implement change and developments for support and 

diagnosis  

Results:  

(1) Over 500 women have received AEP BI sessions, which is now routine delivery in 

commissioned substance misuse services and services for women, children and families with 

service specific pathways. A children and young people substance misuse services AEP has 

been developed 

(2) Over 600 professionals trained with uptake of ‘AEP pilots’ in new services  

(3) A robust alcohol screening pathway is now in place and routinely implemented across 

maternity services 

(4) Established support groups for local families and development of an FASD clinical network 

Conclusion: The TMBC AEP programme has been pivotal in the success of the pilot Greater 

Manchester programme due to the exceptional success of integration into local services. This 

integration has allowed local women to make informed choices regarding alcohol use in pregnancy 

and raised the profile of FASD at a professional and public level. The TMBC AEP programme 

continues to build on the development of resources to support individuals with FASD. 
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--------------------------------------------------------------------------------------------------------------------------------------    

Poster 47: The founding of the organization FASD Norge   

Silje Lunderød, Sara Greger, Gislaug Søyland Sele, Linda Jensen, Elise Hærem. 

Lillesand, Norway. 

Background: Until 2021 there was no organization for people with FASD in Norway. As both 

caregivers and professionals we were missing a place to seek knowledge and a deeper understanding 

of the FASD spectrum and to find understanding, community and hope.  

Aim of the study: raise public awareness, knowledge and understanding of FASD. 

Methods:  raise the issue of the lack of an interest organization where relevant, to investigate the 

need and interest of an organization. Through communication with schools, kindergartens, parents 

of children with FASD and professionals.  

Result: We found the need of a Norwegian FASD organization urgent. The lack of knowledge and 

support to families affected by FASD is high. March 7th 2022 the organization FASDNorge was 

founded and we started working for a more informed society.  

Conclusion: In we registered FASD Norway, and the organization committed to increase public 

awareness of FASD, supporting individuals, families and their communities through support groups, 

parenting support, educational programs for kindergartens/schools/caregivers/child protective 

services and information through our database, newsletters and brochures. We wish to stand 

together with people's needs through being engaged in political matters that are relevant.   We have 

plans to make products to help individuals and people around them like; information folders, 

children's books and more. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 48: Project "Prevention, early diagnosis and targeted treatment of Fetal 
Alcohol Spectrum Disorders (FASD) and Fetal Alcohol Syndrome (FAS)” (Italy) 

Adele Minutilloa*, Paolo Berrettaa*, Simona Pichinia, Claudio Diazb, Patrizia Riscicab, Stefania 
Bazzob  

*both authors equally contributed 

a National Center on Addictions and Doping. Italian National Institute of Health, Italy                                                                                                                                                                              
b Italian Association on Disorders due to Prenatal Exposure to Alcohol and/or Drugs (AIDEFAD 
Ets/Aps), Italy  

 
Summary: In 2019 the National Center on Addictions and Doping of the Italian National Institute of 

Health launched the project "Prevention, early diagnosis and targeted treatment of Fetal Alcohol 

Spectrum Disorders (FASD) and Fetal Alcohol Syndrome (FAS)”. This project was funded by 

the National Centre for Disease Prevention and Control of the National Ministry of Health. The 

principal aim of the project was to promote knowledge on the risks of alcohol consumption during 

pregnancy, FAS and FASD in Italy. The project had several specific aims, two of which were: 1) to 

produce and disseminate information and operational materials throughout the country to increase 

awareness of FASD; 2) to train health care professionals and social workers on diagnosis, treatment, 



 

146 
 

support and prevention of alcohol consumption during pregnancy and FASD. The information and 

training activities promoted by the project were carried out in collaboration with the Italian 

Association on Disorders due to Prenatal Exposure to Alcohol and/or Drugs. Overall, six online 

courses were held (three of them are still ongoing until September 2022) and nine publications were 

produced. On line courses were available in the entire Italian territory. Until now, about 30,000 

health professionals and social workers have attended the courses. Among those who completed the 

training, many expressed a positive opinion on the competence of the trainers and on the contents 

of the courses. 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 49: Developmental pluripotency associated factor 4 (DPPA4) is a 
candidate gene for alcohol-induced developmental disorders 
 

Pauliina Auvinen1, Jussi Vehviläinen1, Heidi Marjonen1, Vijayachitra Modhukur2,3, Joonas 
Sokka4, Essi Wallén1, Karita Rämö1, Laura Ahola1, Andres Salumets2,3,5, Timo Otonkoski4,6, Heli 
Skottman7, Miina Ollikainen8, Ras Trokovic4, Hanna Kahila9, and Nina Kaminen-Ahola1 

 

1. Department of Medical and Clinical Genetics, Medicum, University of Helsinki, Helsinki 00290, Finland 
2. Department of Obstetrics and Gynaecology, Institute of Clinical Medicine, University of Tartu, Tartu 50406, 
Estonia 
3. Competence Centre on Health Technologies, Tartu 50411, Estonia 
4. Research Programs Unit, Stem cells and Metabolism and Biomedicum Stem Cell Centre, Faculty of Medicine, 
University of Helsinki, Helsinki 00014, Finland 
5. Division of Obstetrics and Gynaecology, Department of Clinical Science, Intervention and Technology (CLINTEC), 
Karolinska Institutet, S-171 76, Stockholm, Sweden 
6. Children’s Hospital, Helsinki University Central Hospital, University of Helsinki, Helsinki 00290, Finland. 
7. Faculty of Medicine and Health Technology, Tampere University, Tampere 33520, Finland 
8. Institute for Molecular Medicine, Finland, FIMM, HiLIFE, University of Helsinki, Helsinki 00290, Finland 
9. Obstetrics and Gynecology, Helsinki University Hospital, University of Helsinki, Helsinki 00290, Finland 
 

Background: Prenatal alcohol exposure (PAE) affects embryonic development causing a variable fetal 

alcohol spectrum disorder (FASD) phenotype with neuronal disorders and birth defects. In the 

beginning of pregnancy, the embryo appears to be particularly vulnerable. This is a dynamic period of 

cell divisions and DNA replication, in which epigenetic marks for adequate gene regulation are formed. 

DNA methylation, the attachment of a methyl group to DNA strand, is the most studied epigenetic 

mark. Previously, alcohol-associated changes in DNA methylation have been observed in human 

embryonic stem cells (hESCs) and in children with FASD. However, the role of these changes in the 

etiology of FASD is still unclear. 

Aim of the study: We aim to understand the etiology of FASD by revealing the early effects of alcohol 

exposure on DNA methylation of placenta and hESCs.  

Methods: We collected an exceptional epiFASD cohort of 80 alcohol-exposed and 100 control 

newborns and performed genome-wide DNA methylation analyses of placentas by microarrays (EPIC, 

Illumina).  To explore the effects of early PAE, we selected 28 newborns who were exposed to alcohol 

up to GW seven to the separate analyses. Changes observed in vivo were confirmed by in vitro cultured 

and alcohol-exposed hESCs. 

Results: The DNA methylation of developmental pluripotency associated factor 4 (DPPA4) was 

significantly decreased in PAE placentas - particularly in the early PAE placentas. Similar alcohol-

induced decreased methylation was observed when hESCs were in vitro differentiated mesodermal 

and ectodermal cells. DPPA4 facilitates cell differentiation, and it is expressed only shortly in the 



 

147 
 

beginning of embryonic development, which makes it plausible candidate gene for developmental 

disorders. 

Conclusion: Altered regulation of DPPA4 during a critical period of development can disturb the timing 

and efficiency of developmental programming. This could explain the wide spectrum of disorders in 

the FASD phenotype. 

-------------------------------------------------------------------------------------------------------------------------------------- 

 

 

Poster 50: A Management Program for Children and Adolescents with Fetal 

Alcohol Spectrum Disorders in the Netherlands: a Research Proposal 

Froukje Wielenga 
 

Sherpa, Baarn The Netherlands; Inholland University of Applied Sciences, Research Group Mental 

Health Nursing, Amsterdam The Netherlands. 

 

Background: Children and adolescents with Fetal Alcohol Spectrum Disorder (FASD) form a highly 

vulnerable, often invisible target group in the Netherlands. To prevent secondary problems, 

appropriate management is crucial. In contrast to some other countries, however, there are no 

known studies in the Netherlands on the management of children and adolescents with FASD, the 

bottlenecks and success factors, or what is needed to match the care to the support needs.  

The aim of the study: The aim of this study is to develop a support program that meets the support 

needs of children and adolescents with FASD in the Netherlands as expressed by people with FASD, 

foster or adoptive parents, social workers, and other experts.  

Methods: The first step of this project will be a literature review of the national and international 

state of the art in the field of support for children and adolescents with FASD. In addition, we will 

inventory bottlenecks and success factors in the support of children and adolescents with FASD from 

the perspective of foster and adoptive parents, adults with FASD and professionals by means of a 

survey and interviews. Based on the results, we will design a management program which describes 

the possible risks, success factors, points of attention and steps to be taken for each age group with 

regard to diagnostics, referral, treatment and support, cooperation with the network and other 

disciplines. The program will be assessed in three rounds by people with FASD, foster or adoptive 

parents, professionals and other experts in a Delphi study. 

 

-------------------------------------------------------------------------------------------------------------------------------------- 

Poster 51: Experiences of young people with Fetal Alcohol Spectrum Disorder: a 
photovoice study  

Miranda Eodanable, Sinead M Rhodes, Katie Cebula.  

University of Edinburgh 
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Background: Low diagnostic rates of FASD in the UK are associated with multiple factors: health 

professionals’ confidence to diagnose; the negative discourse of stigma towards biological mothers; 

and the perception of limited value of a diagnosis for individuals with FASD. 

Aim of study: This study aimed to explore the views and experiences of young people with FASD 

regarding disability identity development and post diagnostic supports. 

Methods: A Photovoice study was conducted online with 8 young people (age 12-19 years; 2 female, 

6 male) in the UK. Parents (n=7: 4 adoptive, 2 foster carers and 1 birth parent) completed a screening 

measure of Intellectual Disability and a background questionnaire regarding their children’s FASD 

assessment. The Photovoice procedure included group training followed by episodes of photo-taking. 

Individual interviews with young people included: home, school and community activities; views of 

FASD diagnosis and support; their photos; and concluded with a group interview.  

Results: Parents provide a key role in the explanations of FASD to their child, which relies on self-

research and support groups. Participant-led analysis of photos suggested the significance of adult 

relationships in terms of nurture, support, and daily living activities, and a continuous need for 

reasonable adjustments across settings. Preliminary findings from researcher-led analysis indicates 

distinct phases of disability identity development for young people with FASD. Young people 

described prenatal alcohol exposure as a cause of FASD and did not offer any views on biological 

maternal consumption. They also reported that discussion of FASD was rarely provided in the context 

of school, community and health appointments. 

Conclusion: Young people can express their experiences and views of FASD and should be actively 

involved in self-advocacy and to contribute to a wider academic, public, and professional 

understanding of FASD as a disability. 

--------------------------------------------------------------------------------------------------------------------------------------  
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