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Objectives FAR SEAS:
* Promote regional strategies to reduce and prevent fetal alcohol syndrome and fetal alcohol

spectrum disorder (FASD)
* knowledge exchange and capacity building among EU Member States
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¢ The FAR SEAS project

Joan Colom, Subdirectorate General on Addictions, HIV, STI and Viral Hepatitis

¢ Inventory and guidelines to reduce alcohol consumption in women of child-bearing age

Carla Bruguera, Subdirectorate General on Addictions, HIV, STl and Viral Hepatitis

*» Training package for professionals

Lidia Segura, Subdirectorate General on Addictions, HIV, STI and Viral Hepatitis

+* The pilot study findings
Katarzyna Okulicz-Kozaryn, Institute of Mother and Child
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(the fetus is vulnerable

to the teratogenic effects of
alcohol for the whole

- gestational period)|9]
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FASD

Fetal Alcohol
Spectrum Disorders

Fetal Alcohol Syndrome (FAS)

Alcohol-related neuro-developmental .
Partial Fetal Alcohol Syndrome (PFAS)

disorders
Alcohol-related birth defects

 FASD is NOT a diagnostic category but an umbrella term describing a range of birth
defects and neuro-developmental disorders related to prenatal alcohol exposure
* Fetal alcohol syndrome (FAS) is the most severe form of alcohol related harm to the fetus

Source: Supporting Change: preventing and addressing alcohol use in pregnancy. Ontario’s Maternal, Newborn 6
and Early Child Development Resouce Center



FASD

* Growth problems

* Growth: height
and/or weight
significantly below
average

e Growth deficiencies
can occur during
pregnancy (small for
gestational age), at
birth, or at any time

Central nervous system deficits

Structural: Observable physical damage to the
brain or brain structures

Neurological: assessed when structural
impairments are not observable or do not exist

Functional: Deficits, problems, delays or
abnormalities:

o Decreased IQ

o Specific learning problems, reading, spelling
and/or math

> Fine or gross motor problems
o Communication or social interaction problems
o Attention problems and/or hyperactivity
> Memory deficits

o Executive functioning



FAS

To be diagnosed with FAS, an
individual must have 3 dysmorphic
facial features:

Smooth philtrum: flattened or
absent groove between the nose
and upper lip

Thin vermillion: thin upper lip
Small palpebral fissures: decreased
eye width

Discriminating
Features

Short palpebral
fissures )

Flat midface

Shortnose

Indistinct phittrum

Thin upper lip

Associated
Features

- Epicanthal folds

" Low nasal bridge

"~ Minor ear anomalies

_Micrognathia

Figure 1: Characteristic Facial Features of Fetal Alcohol

Syndrome (FAS)



FASD long term effects and consequences

Secondary
disabilities of
FAS develop
later in life,
as a result of
CNS damage.

These can be
reduced with
early
intervention
and appropriate
support
services.
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» Global prevalence ->
7.7 per 1000
population (95% Cl,
4.9-11.7 per 1000
population).

» The WHO European

B :200 . _ _

Il 15.0t0<20.0 ) | Region -> 19.8 per
Bow<so | Global Prevalence of Fetal Alcohol Spectrum 1000 population;
8:3:;050 Disorder Among Children and Youth in the General 95% Cl, 14.1-28.0 per
2500 | Population in 2012 1000 population)
[Josto<25 Data are expressed as number per 1000 population.

[]<0.5

("] No data Lange, et al. 2017
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Alcohol industry strategies

* The alcohol industry increasingly targets women by:

* New alcohol products e.g. fruit-flavoured beers, low-calorie
(light) beverages, alcopops

* Portraying those drinks as glamorous and aligning them with
women’s empowerment and female friendship

11
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Alcohol industry and pregnancy

* Big Alcohol and bodies funded by the alcohol industry are:

* Providing health information to appear as “part of the solution”
and play a greater role in regulation

* Encouraging women to keep using alcohol in pregnancy

e Publishing false and misleading information:

“light alcohol use in pregnancy is safe” (Drinkaware (UK)
“risk to the fetus is reduced considerably if you have only one drink every now and

then” (Educ’alcool Canada)

* Using strategic ambiguity and other tactics to “nudge” women to continue drinking in
pregnancy to protect the female market

* The alcohol industry poses a potential risk to public health, specifically to pregnant
women and unborn children, and should have no role in disseminating health

information
Source: The Guardian, 2019, Lim AWY et al, 2019, Movendi, 2019

12
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FETAL ALCOHOL REDUCTION &
EU KNOWLEDGE EXCHANGE AFTER SEAS

Inventory and guidelines to reduce alcohol consumption in
women of child-bearing age

Carla Bruguera

S Acknowledgement: The FAR SEAS project has been funded by the EU Health Programme 2014-2020 under a service contract 20187106 with the

S Health and Digital Executive Agency (HaDEA) acting under the mandate from the European Commission (DG SANTE). Disclaimer: Views
e expressed in this presentation does not necessarily reflect the views of the Commission and/or HaDEA or any other body of the European Union.



FAR SEAS @ Good and best practices in Europe

PUBLIC HEALTH

Goal: to inform 1) the Guidelines to reduce alcohol consumption in women of child-

bearing age and 2) the pilot study.

Relevant evidence-based practices were collected using three strategies (November

2019 — February 2020) :

* A literature review of 19 open access database. Practices from 2010 onwards I T

* A review of relevant repositories of grey literature, such as the EC Best practice

Portal, EMCDDA

* A consultation with key European and international informants:

- 6 expert networks (EUFAS, EUFASD, INEBRIA, APN, RED SAMID, RARHA)

- 3 organizations (EMCDDA, WHO, CHAFEA)

- And additional key informants to reach the 27 EU countries plus 7 countries
from the rest of Europe.

We received an
answer from 23 of
all EU member
countries + 5
countries of the rest
of Europe

.....

Can you identify good and best practices in your national/regional/local context to
reduce alcohol related harm, including the prevention of FASD, in women of child-
bearing age, and in pregnant women in particular?
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Methods

Literature review Key informant Grey literature and Final analysis according to EC
consultation rep05|tor|es . .
best practice portal exclusion
e o criteria (relevance, intervention
characteristics, evidence and
Abstract assessment 1 theory based and ethical aspects)
‘ ‘ + some type of evaluation

Step 1: Practice collection
(records collected)

1st full-text screening Initial assessment

Could not consider (gaps
information):

Step 2: Eligibility screens
(records after eligibility screen)

2nd full-text screening | | o Core criteria (effectiveness
and efficiency of the
3rd full-text screening intervention, and equity)

o Qualifier criteria
(transferability, sustainability,
intersectorial coordination and
participation).

Step 3: Harmonising records (Total
practices included in the final analysis)

Step 4: Final analysis
(Practices included in the inventory)




Aims
Annual campaigns to inform about ject,
the risks of alcohol in Pregnancy
Alcohol free pregnancy (Norway)
Sm/f@lm/dm.
GENERAL INFORMATION f””"’fi/em,,’”
Country Metherlands layic Modey
N Alcoholvrije Zwanger (in English: Alcohol-free Pregnancy) b Ei‘s"?ierp;
s
Maanden Niet (In English: Nine Months Zera) pl‘?/?niﬂ
Abstract The intervention is an online computer tailored intervention a’ g
use during pregnancy. This intervention is for all pregnant wc
are using alcohol during their pregnancy. The course consistr X
the three trimesters of pregnancy. During these sessions, Imeﬁ‘rﬂne
questions and receive tailored feedback about their alcc ral’ygtg‘ma
pregnancy; knowledge of the harmful effects of alcohol t Pis)
perception, attitude and social influence on alcohol ¢ Om”’f/ﬂirap,b”
intention, action and coping plans regarding quitting “ "annes
recruited through midwives or directed through pre, N
websites, ‘ - Compo”e"fs SC'entiﬁC DUbliCat:E ; rESﬂeaﬂ
A total of 60 Dutch midwifery practices, randomly a: Yes ° s/coll ; ir’ we,
recruited 135 health counseling, 116 computer te ore ol’ﬁz'il‘ies bi; /nformat- b nica, E-may
respondents from February to September 2011. Afte Trainin N fon; g“fdellnES.
the effect of the interventions on alcohol use. Aaj"ﬂfe‘s Wofkers e rainj, ! ’
Results showed that computer-tailoring responder des“’fbbbn he intap ent; Nitiay, - terials {web,
often compared to usual care respondents 6 mont Se d“ﬁng io ia e Sites, eaf/ets, etej,
51/93, 55%; P=.04). are Using o an, - “tErtailore . OCial ang hegj ;
Alcohol-free Pregnancy is the updated version of Nu.. he threg ! dur, g . < i for ter entio, th
were mainly textual, visual and with additions of tips and knowledge w.._ que_;ﬁons s Ster, of pre Pry T Sgnan; uce 41
literature. Since the underpinnings and concepts are still the same as Nine Montns = 20d reCejy, tai Nan, iy s Consjg;. Sardles, ; ohol
Zero, it is likely that Alcohol-free Pregnancy will be just as effective. There is a desire Horeq 3 - 5@ sag ns 5i0n5, *Sifth
to investigate the effectiveness in the future. t thejr " ‘BNany Wom, :a’?n”’
Source Grey literature; Systematic review; Key informant con, Ption a ﬁl_’ in
Funding Institution of education, public health and/or research rin,

Level

Mational Context E-health; Health centre
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Good and best practices in Europe
Products

Sections Fields Categories/values
General information Country In-depth details
Mame In-depth details
Abstract In-depth details
Source Systematic review; key informant; grey literature
Funding National/regional/local government; Institution of education, public health and/or
research; Non-governmental organization; Private sector company/organization; Alcohol
industry; Other
Level National; regional; local
Context Community; health centre; e-health; Other

Aims and objectives

in-depth details

Development Stakeholder involvement

Target groups; Intermediate target groups (health professionals, management of health
centres, etc.); Economic operators; Government (national, regional, local); Funders;
Researchers; Representatives of civil society (NGOs); other

Logic model

in-depth details

Elements of planning

Literature review; Needs assessment; Detailed plan of action; Financial plan; Human
resource management plan; Time schedule; Partners agreement; Communication plan;
Evaluation plan; Other

Implementation Time frame

Continuous; Periedic; single or non-recurring

Target group(s)

General population; Pregnant women; Child-bearing age women; Women with
Alcohol/drug related disorders; women; partner; parents; families; health professionals;
society; other

Communication channels

TV; Radio; Newspapers and magazines; Billboards; Brochures/leaflets; Telephone/maobile;
Social media; Website; E-mail: Meetings/conferences with experts/colleagues; Direct
communication; Guidelines; Scientific publications; other

Components

Multicompeonent; Single

Core activities

Face-to-face Screening and Brief Interventions; Face-to-face extended interventions;
Online interventions; Improving treatment referral pathways; Social and health support

measures (i.e. home visits, parental care training, housing, gig); communication actions to

raise awareness and promote of behaviour change; Information and psychoeducation tooals

and materials (websites, leaflets, etc.); Group and mutual help initiatives; Training package
and training initiatives specially addressed to social and health workers; Other (describe)

Activities description

in-depth details

Evaluation Responsibility

External; Internal

Type

RCT; Cohort study; Pre-post study; Cross-sectional; Qualitative; Other

Methods and results

ils

In-depth de

Qutcomes Stakeholders and/or target population acceptability; Changes in alcohol health literacy;
Changes in alcohol consumption; Changes in centraception use; Changes in pregnant
women social network; Changes in professionals practice; other (please describe)
Follow up Yes (description); no
Additional information References In-depth details
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Best practices results

e In general, practices were funded by governments or public institutions
e Almost half of practices were implemented at regional level

e The majority of practices took place in health services

e In general, practices were single component

e The most common aim was to raise awareness of the dangers of drinking during pregnancy

?r‘fr.m_;
R
20; 45%
= National = Regional = Local -
® Integrated in the system
® Periodic
/

; ; /
Single or not recurring

m EU countries = Europe not EU = other

P ™
{
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Best practices results

e Half of the practices targeted pregnant women and a quarter child-bearing age women

e Most common element was training (addressed to midwives), covering the use of screening tools, and
behaviour change techniques and were delivered in order to implement an intervention targeting
pregnant women or women of child-bearing age.

e However, combining “Face-to-face screening and Brief Interventions”, “Online interventions”, and “Face-
to-face extended interventions” into one component, would make this the most frequently

implemented core activity
Training package and training initiatives || | N NN R 17; 33.6%

Communication actions to raise awareness || EKGTczcGEGEININN:E:E 1:; 31,83

Pregnant women | 24; 54,5%
Information and psychoeducation tools and materials || NN 12;27.3%

Child-bearing age women | 11; 25,0% Face-to-face Screening and Brief Interventions || N NN 11 25,0%

Women with Alcohol/drug related disorders | N RREREREEEEE 1/; 31,8% Online Interventions | 11; 25,0%
) Face-to-face extended interventions || NN 10; 22,7%
Health professionals | NNEEEEEEEEN 12; 27,3%

Improving treatment referral pathways || NN NN o; 20,5%
General population | 3;6,8%
Social and health support measures | N NNEEEIE s; 13,6%

Other NN 7;15,9%

Group and mutual help initiatives [l 1;2,3%

0,0% 10,0% 20,0% 30,0% 40,0% 50,0% 60,0% 0,0% 10,0%  20,0%  30,0%  40,0%  50,0%
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Conclusions

Missed opportunities

e Lack of multicomponent national practices

e Shortfall of institutionally anchored practices

e Lack of consistency in evaluation ( and several had used outcome variables that don’t allow for showing
effectiveness.

e No evidence based guidance to prevent alcohol exposed pregnancies at european level

e Lack of tools and resources for professionals

Recommendations

e At European level it could be useful to provide evidence based guidance on practices to prevent FAS/FASD.

e At local level: design, evaluate and anchor multicomponent practices tailoring international guidelines to the local
context

Strengths

e combination of the search strategies which allowing for a wider range of practices to be identified from a large
number of countries. The key informant consultation allowed going beyond the type of practices that arise from
tipical literature reviews.

Limitations

e However, the scarce information available on them made it impossible to assess all practices using the whole set
of criteria proposed by the EU Best Practice Portal and the strict criteria brought us to exclude most of them,
specially in the community ecosystem.
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Guidelines to reduce alcohol consumption in women of child-bearing age,

particularly in pregnant women

Methods

e Literature research: Mixed methods compilation strategy —literature reviews, grey literature
and repositories reviews and experts and key informants consultation

* Inclusion criteria: From 2010; All geographical areas; All languages; Evaluated; Equity and
bioethical principles

e Evidence analysis: Performed by two researchers

* Guidelines: Rigour of Development criteria section of the AGREE Il instrument. Inclusion =
Score >70%

* RCT: ROB2 (Cochrane). Inclusion = 0 high-risk domain
* Systematic reviews: AMSTAR. Inclusion = Score > 4

e Experts consensus on the guidelines topics and questions and recommendations
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Guidelines to reduce alcohol consumption in women of child-bearing age,

particularly in pregnant women

CHerafure review Key lnforn}ant Grey Ilter.atu.re and Additional guudelmes Gu:delmgs experts and
consultation repositories review key informants
Records identified Identified practices Records identified Records identified
[ (n = 1.940) (n = 51) (nm21) - | : (n = 524) (n = 53) st e <
85

................................... v Records xcluded after]
i Dupl 1 i
--------------- » ?;“_‘%‘1‘5)‘ ey excluded not Assessment |
v IR Becirr LT H | @ benaficial (n = 14)

ecords after Praclices after practice ecords afier | SOOI
duplicates removed duplicates removed (n=1) | duplicates removed
(n = 1.330) O (n=44)  JINRRREREEEEE B e e et (n = 459)

< <
<

Records Excluded not L A et daraaninn
i ! 1at screening |
............... o pivisd | preventiing e =382
----------------- V T
Resuiting records Records screening
(n = 42) (n=77) T )
Pl (ot svidance | | S |
eaxrél'sldeesd ............... » baged { 1 e » excluded 2nd |
(n = 88) (n=1) | screening |
v - { (n = 08) {
uifextaricies. N B I I Sesteesmeteend
assessed for
eligibility
(n =92)
{ Studies H
aexcluded H
v i (n=38)
Studies included T
(n o 53) , excluded for |
H Various H
Y
Studies included Practices included Practices included
for final analysis for final analysis for final analysis
(n = 34) (n = 41) (n = 20)
"""""""""" *Duplicates excluded|
| - o i
Triangulation
(n=77) JR— ,
___________________ | Excluded sfter |
t jassesament (n = 80);
Records included in N B Records included in Records included in
the guideline the guideline the guideline
(n=17) (n=9 (n = 39)
1

Total records included in the guideline Secondary source
(n =102) (=37




FAR SEAS @ Experts consultations
Name and surare

Diane Blac EUFASD
Lana Popova Centre for Addiction and Mental Health, Canada

Lisa Schalin Independent researcher, part of the UK FASD Research Collaboration, UK

Sylvia Roozen Maastricht University, Neetherlands

The council of choices in health care, the Ministry of Social Welfare and Health,
Finland

Medical University of Warsaw, Poland

EEVICAELEC I Consorci Sanitari del Maresme, Spain

J Steve Ondersma Michigan State University, United States

N Lesley Smith University of Hull

Thierry Maillard SAF Ocean Indien
B ERT WE M E 16 FASD-Fachzentrum Sonnenhof
Teresa Jadczak-Szumito Fundation Rodzina od A do Z

Resource Center FASD Reunion Island
FAS Steunpunt
Martha Krijgsheld Fasstichting Nederland (fasfoundation netherlands) |

llona Autti-Ramo
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TOPIC 1) and 7) Organizational, strategic and policy changes

* Legislation should aim to: guarantee access to prevention, treatment and continuity
of care respecting patient’s autonomy, and limit criminal prosecution

* Policies must be comprehensive, multi-level and allow tailoring to the needs of
women at differing levels of risk

* Organizational environments and resources must be enhanced to foster preventive
activities including training, tools and care pathways.

* Health professionals barriers should be identified and targeted

* Programmes should be consistently evaluated
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TOPIC 2) Strategies and good practices for promoting and raising awareness of the

risks of drinking alcohol during pregnancy

* Broad awareness raising and public health education campaigns using various
media should be comprehensively tested on different audiences and created in

collaboration with relevant target groups to avoid stigmatization.

* Public health campaign messages targeting FAS/FASD prevention should
combine information on the risks of alcohol use during pregnancy combined
with self-efficacy messages focusing on one’s ability to a adopt behaviour

change taking care to avoid stigma and respect women’s autonomy.
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TOPIC 3) Validated tools to screen alcohol use and maternal risk factors and further
assess alcohol-related problems among pregnant women and women of child-

bearing age in health and social care settings

* Healthcare providers should ask all women of child-bearing age, especially
those who are pregnant, about their alcohol use using a validated screening
instrument.

* Health professionals should screen all pregnant women for psychosocial risks
given the correlation between alcohol misuse and other complex problems that

can have a negative impact on the woman, birth outcomes, and on the fetus and

child.
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Considerations:

BT ALCOHOL SeREEE 1001 e Universal screening helps avoiding subjectivity, discomfort, and bias (Breen,
= = Awbery & Burns, 2014).

Y @ *° Y
e ) l e Screening in a health setting might reduce stigma as it is considered the best
e AN R context to express concern for the health of the mother and baby (Breen,

Cotons — Awbery & Burns, 2014).

2-4 2-3 44
How often do you have a drink containing Never Monthly  times times times

== T - e |deally screening should be performed at every encounter and by a

How many units of aicohol do you drink on a

The following drinks have more thaa or

i b professional with an ongoing relationship with the woman, in order to
female, or 8 or more if male, on a single Never than  Monthly  Weekly alv::n(

j';jj;;;'j;;;ng;;;';;m,,m_m,m = facilitate the disclosure of sensitive information (WHO, 2014; Breen, Awbery &
T T S Burns, 2014).

G I o St e R v e Screening should be performed in an empathetic, non-judgemental and
i o g o o e gt N D Monay Voo o supportive way. It is important to consider women’s needs and situation, their
(e ot s e | e e o o alcohol consumption might not be their most important priority (Graves,
ik el e “M : 2020; Breen, Awbery & Burns, 2014).

T s o Yo b | e W& e The results should be appropriately recorded in the woman’s health record,

& and also in the child’s record if an alcohol use disorder is identified (Breen,
Awbery & Burns, 2014).
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TOPIC 4) Preventive interventions for pregnant women and women of child-

bearing age at risk of having alcohol related problems

* Child-bearing age and pregnant women at risk of having an exposed pregnancy

should be offered tailored brief intervention (BI).

* Bl should include: Assessment of readiness for change; Advice on strategies for
stopping use (specially on abstinence as a goal); Assistance eliciting ideas about

change strategies and/or referrals to support services.

e Deliver synchronised interventions to partners (after asking for women’s

consent)
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https://www.cdc.gov/ncbddd/fasd/choices-
implementing-choices.html

WHAT IS CHOICES?

What is CHOICES?

CHOICES is a program for women about choosing
healthy behaviors. The Centers for Disease Control
and Prevention developed it to help prevent alcohol-
exposed pregnancies (which we will refer to as AEP).
An AEP can result in a broad range of birth defects
and disabilities, including babies born with Fetal
Alcohol Syndrome (FAS), Fetal Alcohol Spectrum
Disorders (FASD), or other adverse outcomes.

Who is CHOICES for?

CHOICES is designed to help women like you —
nonpregnant women of childbearing age — reduce
the risk of an AEP. To reduce your risk of an AEP,
CHOICES will provide you with information on how
to make the choice that is best for you: reduce your
drinking and/or increase vour use of birth control.

How does CHOICES work?
CHOICES is a four-session program, plus a birth
control visit, that:

* Assesses potentially risky drinking behavior (more
than seven standard drinks per week, or more than
three drinks on any one occasion) and ineffective
contraceplive use

Provides you with new information o assess your
current level of risk for an AEP

Is tailored to meet your level of readiness to change
alcohol use and contraceptive behaviors

* Focuses on lowering the risk of an AEP

What are the positive outcomes of CHOICES?

* Reduced risk of AEP: Using effective contraception
or drinking below risky levels

* Effective contraception: Using an accepted method
of contraception as directed

* Below risky drinking levels: Drinking seven or fewer
drinks per week and three or fewer drinks on any
one occasion
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TOPIC 5) Treatment interventions and TOPIC 6) Social services

* Individualized psychosocial support, if required (after assessment of
withdrawal symptoms), short-term use of a long-acting benzodiazepines.
* If abstinence cannot be achieved, harm reduction strategies should be

encouraged.

 Continuity of care needs to be provided: A coordinated multidisciplinary
approach; Clear referral pathways should be established; follow-up post birth.

« Women with AUD should be provided with holistic support considering complex
situations including poverty, lack of social support domestic violence among

others.




FAR SEAS 9

HoLDING TIGHT TRE

For substance-abusing pregnant women
and familses with infants

Holding Tight Treatment System, Finland

O O O O VY

Mother-and-child homes during pregnancy for women with
substance use disorders

Goal -> supporting 1) the mother's relationship with her
child 2) efforts toward abstinence

Combination approaches from child psychiatry and
addiction research, while the social work system also
supports early interaction and parenting.

Different interventions are included in the model such as:
individual counselling,

group meetings on parenting and relapse issues,

support for changing social networks,

encouragement to participate in mental health treatment
and/or substance detox and other treatment facilities
outside the unit.
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FETAL ALCOHOL REDUCTION &
EU KNOWLEDGE EXCHANGE AFTER SEAS

Training of trainers package on FAS/FASD prevention

Lidia Segura
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e expressed in this presentation does not necessarily reflect the views of the Commission and/or HaDEA or any other body of the European Union.



FAR SEAS (D))
Methods

Evidence-based
Adapted from CDC curriculum and relevant training packages
Organized following the presentation, application and feedback (PAF) Model

Aimed at motivating and promoting professional behaviour change in daily
practice (intervention) — using key principles, processes and techniques of
motivational interviewing

Targeted to health and social providers from Primary Care, Mental Health
and Addiction, Maternal, Sexual and Child Health and others with a role in
the prevention of alcohol-exposed pregnancies

Flexible (basic and additional contents)




FAR SEAS (D))
Methods

Three-fold strategy: revision of existing training packages, expert
consensus, and testing a pilot in Poland

Training of trainers model:

Trainers: Any professional with interest in the prevention of AEPs or
with enough background training in the key areas of alcohol, pregnancy,
brief interventions and motivational interviewing.

Target audience: Professionals from a variety of areas including
gynaecology, primary health care, paediatrics, nursing, midwifery, and
social work.

Training Package elements: manuals, slides, clinical cases, FAQs, know
more documents, materials for professional practice
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To provide professionals with:

Knowledge about the importance of preventing alcohol-exposed
pregnancies

Knowledge about the main health and social harms related to alcohol
consumption that women experience, especially during pregnancy

Skills to screen alcohol use and other risk factors, deliver brief
interventions, refer to treatment and treat when needed.

Tools to improve case management and improve adherence to treatment
for those women at risk of alcohol-exposed pregnancies
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Contents and structure

Introduction and main aims and objectives
Importance of preventing alcohol-exposed pregnancies and effective interventions
Gender-specific aspects and factors
What to do? Effective interventions
How to do it?
Part I. Ask, Assess & Provide Feedback
Part Il. Advise and Assist
Part Ill. Arrange and Follow-up

Recruitment, intervention and registration. Tools for pilot implementation,
monitoring and evaluation.

Post-training evaluation and closing




Introduction
Ice-breaking activity

* Tell the group your name, your profession and workplace
* What does being a mother/father mean for you?
 How important is preventing alcohol-exposed pregnancies (from 1 to 10)?

* How ready/capable do you feel to prevent alcohol-exposed pregnancies
(from 1 to 10)?
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Importance of preventing alcohol-exposed pregnancies

Birth rates in Europe
Prevalence of unplanned pregnancy and contraception

measures
Prevalence and pattern of alcohol use during pregnancy

Mechanism of fetal harm pasaE RS
Effects of alcohol on the embryo and fetus -7 e —
FASD Conseqguences at family, community and social IH |

level " | HH”””””‘IIIIIIH

FASD/FAS prevalence globally and by WHO region
FASD early identification and diagnosis




& Importance of preventing AEP

1 . |
. Activity - Julia, Ana and Lena’s cases
- i@

Brief introduction 17 years, not using contraception, risky alcohol use. Low awareness of related risks.

Entry point Visit to primary health care centre for a dermatological problem and the nurse undertakes an opportunistic
general health review

el Mother in remission from alcohol use disorder, treated during pregnancy. Affective anxiety disorders.
No relevant history for father, but little involvement

Episodic heavy drinking (binge drinking >5 SDUs/day once or twice per week)

01 G EVE R ADHD diagnosis

issues Sporadic cannabis use

STl infection (chlamydia, gonorrhoea, etc.)

M Learning difficulties since primary school. Did not complete secondary school.
Living situation Lives with mother and a brother (11 years)
Social situation Medium-low socioeconomic level

Cognitive, Learning and attention difficulties

behavioural and High impulsivity which increases with alcohol use leading to risky behaviours (not using protection during sex,
Sl leaile =1l S aggression when intoxicated)

Binge drinking which has required treatment in emergency (alcohol poisoning)

Low risk awareness
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Importance of preventing AEP

Activity - Julia, Ana and Lena’s cases
. lAma

Sl eletaiteny o 35 years, 12 weeks pregnant with serious alcohol use disorder. Drinks at home and secretly at work. Has a 4-year-
old child from a previous relationship. Wants to continue the pregnancy and requests help from the social worker
who is working with her

Social services and child protection are following the family for a 4 year old child

Family Father with affective anxiety disorders. No other relevant history. Despite his problems, he maintains a
antecedents relationship with them helps with the child.

Alcohol Continuous and regular high use of alcohol. With her first child was able to considerably reduce alcohol
consumption consumption (child not diagnosed with FASD), but has worsened.
Other health Depressive disorder. Intimate partner violence with current partner. Has not asked for help.

Issues

m Secondary studies. Professional training as lab technician

Living situation Current partner uses alcohol and cocaine. Uses cocaine mostly away from the home but there is alcohol
consumption at home in the presence of the child. Has never been evaluated or diagnosed. One child of 4 years.

Social situation At risk of social exclusion. Follow up by child protection services.

el e B H Y Alcohol related disorder

018 el S Moderate depressive symptomology.Hesitant to accept assistance from specialist drug dependence services for
fear of losing her child; very negative attitude at first visit (“forced to come”)
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& Importance of preventing AEP
Activity - Julia, Ana and Lena’s cases

 ltema

St ieadde - 30 years, 8 weeks pregnant, risky alcohol use, smoker (6-8 cigarettes/day), no other risk factors.
Completely unaware of the risks associated with alcohol use. Very eager to have a child.

Request an appointment to monitor the pregnancy at a sexual and reproductive health centre
Entry point Sexual and reproductive health centre. Appointment made with the midwife for the first antenatal visit

No relevant history

Mother and father working. They maintain contact and a good relationship with her and her partner
Regular consumption of 1 or 2 glasses of wine with meals (lunch and dinner) and 2-3 beers after work
consumption with colleagues on Thursdays and Fridays.

Other relevant No relevant history, although elevated stress levels associated with more alcohol consumption (more lack
health issues of control) than she would like

m University education. Lawyer.
Living situation Living with partner for 4 years. No children

Social situation Medium-high socioeconomic level

Hintle Byl Risky alcohol consumption. Uses tobacco

Other problems Moderate-high work-related stress



Importance of preventing AEP
Act|V|ty Julia, Ana and Lena’s cases

 How would you assess the risk of AEP in the three cases?
 Who is at most risk of an AEP?



Importance of preventing AEP
A shared duty

Women Government actions should focus on:

« Avoid high-risk drinking, or abstain ° Providing consistent information about risks of
alcohol use during pregnancy

* Access to reliable contraceptives

* Use birth control effectively * Help to deal with addiction and abstinence from

alcohol during pregnancy (timely, compassionate,

and competent prenatal care)

and/or

Many women choose to do both

* Policies related to the social determinants of health
The responsibility for prevention should explicitly address FASD, its implications for

of fetal alcohol spectrum disorder individuals, families and society, and how it can be

should not be placed on women prevented.
alone. * Prevention of FASD should be given a larger role in

the development of alcohol policies

46
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Gender Specific Factors

Gender socialization processes and roles

Alcohol industry strategies

Women’s use of alcohol and alcohol-harm

Effects of alcohol on fertility

Risk factors for drinking in pregnancy

Maternal risk factors for FASD

Women with AUD: High risk group during pregnancy
Consequences of professionals’ prejudices

The Four Principles




'? Gender specific factors
= Activity - Julia, Ana and Lena’s cases

 What social determinants and gender specific factors affect their
alcohol use?

e Are there differences between women’s and men’s alcohol
consumption patterns? Explain.

 Does the harm caused by alcohol differ in men and women?
Why?

* Are the social consequences different for men and women?



Gender specific factors
Gender socialization processes

e Men and women build their conception of themselves and the
world according to assigned gender roles

 The female role is seen as related to reproduction, caring and
nurturing

* The male role is seen as related to production, less emotional and
more aggressive and competitive

* Women = Reproductive. Men = productive

 These roles influence behaviours including alcohol consumption
and drinking patterns
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What has to be done?

WHO governing principles

Raising awareness in general population
Policies and Organization

Training for professionals

Consider women’s needs

Implementation and evaluation

Screening, assessment and Brief Interventions
Treatment

Social interventions
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How to do it? — Ask and Assess (part |)

Motivational interviewing (Ml)

MI Spirit

MI OARS Techniques

MI principles

Early identification of alcohol use problems
2. Assess for Alcohol use disorders (AUD)

2. Assess for signs or symptoms

2. Assess for other psychosocial risks

3. Provide feedback




‘r) How to do it?
= Activity - Julia, Ana and Lena’s cases

* What are the usual difficulties you encounter when intervening such
women?

* What skills do you need?



What has to be done?
Screening and Brief Interventions

1. Ask about risk factors
T 2. Assess further risk factors and awareness (importance)
O 3. Provide feedback, asking for permission, on health
communicate“ status and risks “ To prorpote
4. Give advice asking for permission and assessing self-efficacy

empathy

readiness to change

5. Assist by negotiating goals (confidence and pros/cons)
and strategies (menu with options) to address risk
factors

6. Arrange follow-up and monitor progress

Emphasize responsibility



ow to do it
1. Ask — Engaging (relational foundation)

Establish a trusting therapeutic relationship with the woman (and partner)

* Be empathic and respectful, listen actively to fully understand from the client’s
perspective without agenda (person-centered approach)

e Address confidentiality (remind that your conversation is confidential)

* Avoid stigmatizing, use person-centered language e.g. “Mary has a disability”
vs. “Mary is disabled”. Avoid terms such as “drunk” or “alcoholic”

 Use a warm, open tone, and calm voice, avoid judgements about habits or
lifestyle

» Affirm positive aspects of behaviours, focus on the woman’s and partner’s
needs

* Normalize asking about alcohol use as a routine in your clinical setting

* Ask when asking about lifestyle, medication and environmental toxins

* Ask all women, do not prejudge (e.g. based on age, cultural origin, appearance)



How to do it
MI Spirit

(versus confrontation)

Form an alliance with the woman

The counsellor:
Avoids an expert/authority role
Seeks to create a positive atmosphere conducive

to change

(versus education)

The woman can think of her own solutions

The counsellor:
Does not provide wisdom or insight
Elicits or finds things within the woman and draws
them out through skilled listening and responding
Allows the woman to present her arguments for

change

(versus indifference)

Interest in promoting the woman’s well-being

The counsellor:
Shows genuine interest in understanding and

helping the woman

(versus imposition)

The woman is responsible for her own change and
free to make the final decision.

The counsellor:
Acknowledges the patient's proposals
Shows respect for the individual’s autonomy.
Supports the woman’s choices and promotes her

confidence.



How to do it?
1. Ask — Focusing on a target behavior

* Ask permission to address several important issues

* e.g. Itis ok for you? Do you mind if | ask some questions on important
health issues?

Women of child-bearing age Alcohol Reliable Unreliable Planning a | Pregnant
*Alcohol use (quantity and frequency) use contraception contraception | pregnancy

*Sexual behaviour and contraceptive use 0-2 AUDIT- Low risk Low risk Risk Risk
*Pregnancy plans C
Pregnant women 3ormore  Low risk Risk Risk Risk
*Alcohol use (quantity and frequency) ~ AUPITC
eAwareness of harms 8 or more  Low risk High risk High risk High risk
AUDIT-C

Helping women identify a target area about which she is ambivalent or struggling to
make a change.



How to do it?
1. Ask — Focusing on a target behavior

Julia

Ana

Lena

Episodic heavy drinking (binge
drinking >5 SDUs/day once or
twice per week)

Continuous and regular high use of
alcohol. With her first child was
able to considerably reduce alcohol
consumption (child not diagnosed
with FASD), but has worsened.

Regular consumption of 1 or 2 glasses
of wine with meals (lunch and dinner)
and 2-3 beers after work with
colleagues on Thursdays and Fridays.

1. How often do you have a

drink containing alcohol?

2. How many drinks
containing alcohol do you
have on a typical day when
you are drinking?

3. How often do you have
six or more drinks on one
occasion?

Monthlyor 2 to 4 times a 2-3 times a
Never
less month week
7,80r9
1-2 drinks  3-4 drinks 5-6 drinks e or
drinks
L h
Never ess than Monthly Weekly
monthly

4 or more
times a
week

10 or more

Daily or
almost
daily



How to do it?
2. Assess for signs or symptoms

Physical Findings Psychological Findings Red flags

Scars, injuries Memory loss Repeat injuries History of physical or
emotional
abuse by partner

Hypertension Depression Numerous emergency room Family history of
visits substance abuse
Symptoms of withdrawal Anxiety Late entry to prenatal care STls (including AIDS)
Tachycardia Panic Missed appointments Compliance problems
Tremors Paranoia Previous child with FAS

Slurred speech Unexplained mood swings Extramural delivery

58



How to do it?
2. Risk assessment

Alcohol use Reliable Unreliable Planning a Pregnant
contraception contraception pregnancy

0-2 Low risk Low risk Risk Risk
AUDIT-C

3 or more Low risk Risk (Julia) Risk Risk (Lena)
AUDIT-C

8 or more Low risk High risk High risk High risk

AUDIT-C (Ana)
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How to do it? — Advise and assist (part Il)

How to do it? ‘D FAR SEAS
5. ASSIST

* Readiness to change

* Evoke women’s intrinsic motivation (importance for change/readiness for change)

@ Confro nt With OWﬂ diSCre pancy and their own ideas and reasons for change

* Examine pros and cons: help her identify problem area(s). Start with her ideas about
the good things about current behaviour; then ask about less good things. Reflect her

*  Roll with resistance veasons for-change

e.g. What would you like to do? What makes this change important to you? What
makes you confident you can do it?

° Wh at iS Ch a nge ta | k? > On a scale of 1-10, how important for you is it to change [insert behaviour]?

> On a scale of 1-10, how ready are you to change [insert behaviour]?

1 2 3 a 5 6 7 8 -] ’10

* Eliciting change talk

Not important at all Extremely important to change
Not ready at all Extremely ready to change
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* Activity - Julia, Ana and Lena’s cases

* Julia explains, “I like to go out with my friends and have fun. Of course | drink
some alcohol, everybody does and yes (....) | do not want to get pregnant but |
think that the probabilities are very low”.

What would you reflect to her to show empathy?
What would you ask her (open question)?

* How can you affirm her?

Can you help highlight discrepancy?

 How can you respond to support self-efficacy?

* Can you prepare a summary of what she said?



ow to do it

Scripts

INTERVENTION

WHAT DO WE SAY?

HOW DO WE SAY IT

Julia

Ana

Lena

Ask - Engaging

Glad to meet you. How can | help you?

Thanks for your visit. How are you doing?/How can | help you?

Be empathic and respectful, ask open questions,
listen actively to fully understand from the
patient’s perspective without an ogenda (person-

Julia, it is great that you
came and that you want
to take care of this
dermatological issue.

Ana, | am glad to see how
important it is for you to
continue with your
pregnancy.

How does your partner
feel about it?

Lena, it is wonderful that
you came for your antenatal
visit. How do you feel about
being pregnant? / What
does it mean for you to be
pregnant?

How does your partner feel
about it?

centered approach)

Use a warm, open tone, and calm voice, avoid
Jjudgements about habits or lifestyle

Affirm positive aspects of behaviours, focus on
the woman’s and partner’s needs
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Scripts

Ask - Focusing on o
target behavior

Is there anything else that
waorries you?

Is it okay with you/ Do
you mind if | ask some
important questions
about your health
behaviours/lifestyle?

Ask AUDIT-C questions
embedded in a broader
lifestyle questionnaire.

About your sexual
behaviour, are you
planning pregnancy? how
often do you have sexual
relations? What
contraceptive measures
do you use?

If you do not mind, it is be
important that we talk
about some important
issues to make sure the
pregnancy goes well,.

How have you been
feeling lately?

Is there anything in
particular that worries
you?

How have you been doing
lately about your alcohol
dependence? What do
yvou know about the risks
of alcohol consumption
during pregnancy?

Please, tell me if there is
anything especial that you
would like to change in
order to have a better
pregnancy / Is there
anything that worries you? /
What would you like to
know/need to know about a
healthy pregnancy?

Is it okay with you/ Do you
mind if I ask some important
questions about your health
behaviours/lifestyle?

How hawve you been feeling
lately?

Ask AUDIT-C questions
embedded in a broader
lifestyle questionnaire.

Ask permission to address several important
issues

Helping women identify a target area about
which she is ambivalent or struggling to make ¢
change (evocation)

Women of child-bearing age

»  Alcohol use (quantity and
frequency)

»  Sexual behaviour and
contraceptive use

*  Pregnancy plans
Pregnant women

*  Alcohol use (quantity and
frequency)

»  Awareness of harms




FAR SEAS

How to do it - Arrange referral and follow-up (part Ill)

* Assess social and family support

* Arrange preconception counselling

* Arrange visit for AUD treatment

* Arrange referral to obstetric antenatal care in a
high-risk pregnancy unit

* Arrange referral to social care/intervention

> Best practices for case-management,
coordination and referral pathways for the

prevention of AEP

Care plan. Women who consult the sexual and reproductive health service )} F]ARS[;AS

(ASSIR) for pregnancy care and who have a current or past alcohol use
disorder and/or mental health problem

TET—— —

(Ve o sk precmancy
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Training, recruitment, intervention and registration

* Planning the training target population

MEAR S

* Interventions
terve Flowchart not pregnant women

* Flow charts

* Evaluation sources

* Evaluation outcomes

* Next steps




FAR SEAS

FETAL ALCOHOL REDUCTION &
EU KNOWLEDGE EXCHANGE AFTER SEAS

The pilot study findings
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Aim of the pilot

» to test the implementation of a multi-
component evidence-based community
intervention aimed at preventing alcohol
consumption among pregnant women
and women in child-bearing age, to
prevent FASD.

» in a regional-level implementation study
in mazovieckie voivodeship
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General scheme of FASD prevention approaches

TARGET GROUPS RISK OF HAVING A BABY WITH FASD PREVENTION LEVEL

A woman is an abstinent or drank Universal — rising awareness campaign;
moderately before pregnancy and

T Screening and Brief Intervention (SBI)
stopped drinking as soon as she _ _ _ _

planned pregnancy or learned about | aimed at informing on the importance of not
drinking

A woman reports risky alcohol consumption

before getting pregnant, or a history of

alcohol-problems therapy: stopped drinking Selective - Extended intervention based on

late in pregnancy or diminished drinking level
when pregnant, or maintained moderate
drinking patterns; A woman is not pregnant
yet but reports risky drinking and ineffective

motivational interviewing (MI) aimed at ceasing
or reducing alcohol drinking and/or use of
effective contraception

contraception use.

A pregnant (or not pregnant and not using Indicated - Extended intervention aimed at referring to

specialized settings + individualized treatment package
including home visits

effective contraception) woman meets diagnostics
criteria for alcohol use disorders



Study design

 Participatory Action Research — PAR (Baum, MacDougall, Smith, 2006;
McDonald, 2012; Chevalier, Buckles, 2019) — to build an understanding of
the complexities of FASD prevention at the local and regional level, and to
facilitate and evaluate community-based activities (empowering and
activating local stakeholders, recruiting service providers, communication
strategy, etc.).

* Pre-post study design — to evaluate improvements in the desired outcomes
among the target group.

* RE-AIM model (Glasgow et al., 1999)

e Reach

e Effectiveness

* Adoption

* Implementation
* Maintenance
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Organizational structure of the pilot project

Advisory team Consultants

SICAD, GENCAT, I:Iospital Clinic, PARPA | W FARSEAS partners
— | g
executive .
PARPA } Panel of Regional
Experts

Local
Intervention
Team 5

Local
Intervention
Team 4

Local
Intervention
Team 3

Local
Intervention
Team 2

Local
Intervention
Team 1




REACH

RE-AIM model



FAR SEAS 9} Recruitment of the local staff

Selection of the localities 5 6 recruited — 4 , active”

Recruitment of providers N=25, including: 31 recruited — 25 active:

of services Doctors 0
Nurses/midwives
Social workers/family assistants 11
Psychologists
Pedagogues
Addiction therapists
Abstainers’ Associations

N

R A~ N O



FAR SEAS 9}  Implementers' tasks

Recruiting women

Conducting screening tests = Referring women to the appropriate group

Conducting activities adequate to the needs of a given group:
* Low risk - brief intervention
 Medium risk - 2-4 individual sessions (based on a motivational interviewing)
* High Risk - Individual support plans, including home visits

Follow-up assessment



Not
RISK FACTORS Pregnant | =
Pregnant

Number of risk factors per risk AUDIT-P (before 4+
group pregnancy)
w00 AUDIT-P (during 1+
pregnancy)
\ AUDIT-C A
30.0% \ Contraseption no
::: \/ Cigarettes — current  yes yes
1505 use
100% llicit drugs — current  yes yes
use
- , . , , A . Domestic violence yes yes

—low —moderate —high Depression (PHQ9) 10+ 10+



Recruited women (n=441)

3% 1%

W Ursus m Ptock

® Pruszkow

B Radom

- The risk of alcohol exposed .
pregnancy

Location

low moderate high

196

98

12

307

69

28

100

23

31

Not
assessed

2

All

272

150

15

441

?

1

23

10

42



Sociodemographic characteristics

0 0,
Age Education

®16-17 = primary

= 18-19 _
‘ = yocational

= 20-24

= 25-29 = secondary

= 30-39 _

= 40-49 " high

Valid: 440 Valid: 436
Marital status

Occupational status
) m student
= married/ constant
relationship
= single ® unemployed
= divorced ® health
problems/pention

= widow ® childcare

® employed

. Valid: 440
Valid: 438



Considerations to the guidelines: reach

Results from the pilot Implications on recommendations




EFFECTIVENESS

RE-AIM model

Sample execution after 6 month from the baseline - 93%
(411/441 participants)!



AUDIT-C =24

100%

81.5%
80%
60%
411.9%

40% 28.0%
20%

4.9% 119 3.1% .

0% |
low moderate high

baseline M follow-up

AUDIT-C >=4 dropped from 19% (315/389; Missing data = 10 ) at baseline to 3.2% (12/ 377; Missing
data = 22) after six months.

Coefficient of variation = 83.2%



Contraception use

100%
80%

60% 57.1% 61.3% 57.4% 56.0%

45.79
10 & 40.0%
0
20%
0%
low moderate high

baseline M follow-up

Contraception use increased from 52.8% (197/373 women, who answered the question) to 62%
(227/366 women, who answered the question) used contraception.

Coefficient of variation = 17.42%



Use of services

(o)
50% 42 30% 47.00%
40% 40.50% 35.209
30%
o 20.20% 20.20%
20% 14.10%.40%
10% 4.10% 3.90% .
0% ]
~2~C> & &8 & &
Q S & & &
S O N »
\& ® Q’ N
,\c}. a}\ {}fb
o2 o o
O o
& QS
N oy
22 Q

baseline M follow-up



Considerations to the guidelines: Effectiveness

Results from the pilot Implications on recommendations




ADOPTION



e Lack of medical
COVID 19 professionals in the
projects’ staff

Low e Low
participation of participation of
medical pregnant
professionals women

High activity of

professionals e High participation

of women with
psychosocial risks

working in the
social care




Considerations to the guidelines: Adoption

Results from the pilot Implications on recommendations




IMPLEMENTATION



Types of interventions (n)
home visitis §
individual care plan
referral |
M
Bl
feedback [N

0 50 100 150 200 250 300 350



% of participants receiving at least 1 or more types of interventions by
the,risk of PAE level

low risk moderate risk high risk

90.0%

80.0%

70.0%

60.0%

50.0%

40.0%

30.0%

20.0%

10.0%

0.0%

M at least 1 intervention M at least 2 interventions M 3 or more interventions



Changes in professionals’ skills

| know which facility to refer a woman with an alcohol 6.7
problem to so that she can get help (reduce alcohol... 0.0

| always inform women of childbearing age about the
need to abstain from alcohol during pregnancy

73.3

100

| can recognize FASD in a child

| know which facility to refer my child to if | suspect
FASD

| know how to deal with people with FASD and their 23.3
families P83

83.3

To assess the risk of drinking alcohol while pregnant, | 16.7
use a standardized screening test 91.7

My professional background in FASD is good / very 13.3
200d 75.0

0 20 40 60 80 100
W baseline m follow-up



Considerations to the guidelines: Implementation

Results from the pilot Implications on recommendations




Considerations to the guidelines: Implementation

Results from the pilot Implications on recommendations




MAINTENANCE



(0]

~N

()}

(52

D

w

N

[EEN

o

in general with
the project

Providers’ satisfaction

training training materials online materials project's
coordinators

M very satisfied m satisfied ® dissatisfied ® very dissatisfied

organization



Considerations to the guidelines: maintenance

Results from the pilot Implications on recommendations




Conclusions

Positive results of the project indicate the feasibility and validity of implementing the
FASD prevention at the community level.

Professional dropout occurs, and varies from one jurisdiction to another.

Coordinated work in a multidisciplinary team is one of the key facilitators of good
implementation and sustainability of FAS/FASD prevention.

Dissemination of FASD prevention at the local level requires the involvement of local
authorities and directors of key institutions.

Involvement of the medical community seems impossible without changes in the
standards of perinatal and general care - introducing mandatory screening for alcohol
drinking.
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Thank you for your attention!

lidia.sequra@gencat.cat
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