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Generate and translate medical knowledge into
free, efficacious psychosocial interventions
Fertility pathways
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(IFDMS), N=10,045
||

www.startingfamilies.com

araift Fert
EIZIETTR Fertility Decision Making Survey

International Fertility Decision-making Survey

IFDMS consisted of 64 items in
five sections

About your background

Parenting

Aboutfertilty and frying to get pragnant
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e = Knowledge, beliefs, experiences and
E ¥t inentions abo fortity medicel services
About your social sitvation and your
i e s e health and aftitudes fo general medical
131
English, Danish, Chinese, French, German,
indi talian, Japanese, Portuguese
(Brazilian and Evropean), Russian,
Spanish, Turkish
Three recruitment methods
Online (Facebook, babycentre.com,
Recruitment criteria: Google Adwords)
“Over 18 years of age S:Mne pun‘e\ data (PSOS)
-Trying for 26 months ', inic samples
-Married or living with partner WMERCK
1| SERONO
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N=17, 475 PAPERS AND N=10,045
-PARTICIPANTS LATER...

Starting families today is a complex decisional issue

Unclear that people are aware behaviour jeopardises
parenthood goals

Declining need [value, priority] of childbearing

Increasing presence of competing demands and competing
sources of life satisfaction (especially for women)

Psychosocial need: decision-making about childbearing
o Value clarification

O Deliberation between options

o Support

Fertility pathways
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Seeking-treatment

100% - -
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E] || HFinancial*
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8 H Age (woman)
g | coveun
S 60% HEnd of options
2
3 s Health problems
] - HReject IVF
; 40% Relationship
30% Reject fertility Tx
20% BPoor prognosis
Emotional distress
10%
0%
Afer frst visit  During After diagnostic ~ Duringor  During IVF _After at least
(before workup) _diagnostic  workup butbefore  after non-VF  (lessthan  3cycles of IVF

(during work-up)  treatment treatment 2cycles) (3 or more)
(conventional)

Brandes et al. Hum Reprod. 2009:24:3127,
consecutive cohort of 1391 patients
**IVF subsidised by national health service, which would reduce its
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Facilitators and barriers to helb seeking

Ease of getina help S—]
Hihsuwces  Treatment attitudes —
Krowing where o get elp
Posiive attuce to medical nterventons —
Lack of symptom awareness —
Being labelled infertile —
Not worried about what the doctor could say =
'Would want to know if had a problem —
Treatment coud disupt marital relaiorship 4 8 Mean Difference for Gorsuters Non-Corsuers
B Mean difference for Consurs and Delayers
Troatment safe —
Treatment ot nvasive =
Treatment rot highvtech -
‘Gomfortable discussing private topic ===
Being able o tak coriidentally i
Reassurance nothing is wrong =
Cost
25 2 45 4 95 0 05 1 15 2 25

Difference score

Bunting & Boivin, Hum Reprod, 2007

FertiSTAT: Fertility Status Awareness
Tool

Do YOU et st

Tk o e cooed boves ka9 300

H

orrect with TT
 Correct without TT

Percent classifcation
H

pregnant Intertie

Boivin & Bunting 2010 Hum Reprod
TTP: Time to pregnancy
N=1073
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Personalised guidance based on i

risk profile
||

2. What does your FertiSTAT score mean?

Ellue Y ellow QOlrange

Tonly ticked (UL Tticked one or
colour

‘You should consider
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Psychological well-being according to diagnosis
(12-month follow-up, in treatment)
]
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Physical Health Stress Symptoms Mental Health
Main effect of time: F(1,248)=10.61, p<0.001 Main effect of time: F(1,247)=16.45, p<0.001
N=256 men, Start of treatment and 12-months later
Peronace et al. 2007 J Psychosom Obstet Gynecol, Cardiff Fertility Studies

Perceived social environment
||
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Main effect time F(1,231)=21.5, p<0.001 and Main effect of time: F(1,231)=205.8, pg@001
diagnosis F(1,231)=3.1, p<0.05,
Interaction F(1,231)=2.93, p<0.5 (unexplained) Cardift Ferilty Siudies.




Lifestyle change™ interventions
]

Study N Design Intervention | Weight | Reproductive | QoL

Aubuchon 2009 37 |Chartreview |D.E * * -

Pelletier 2010 117 | Chartreview  |D.E * n/a -

Harris § Glocker 2010 36 |RCT D,E.M * n/a *PCOSQ

(Hoeger 2004) (ns)

Karmizadeh 2010 3833 |RCT D.EM * ns

Tang et al. 2006 67 |RCT D.EM ns ns -

Thomson et al. 2008;2009 |59  [RCT DandorE [* * * depression,
PCOSQ

Palomba et al. 2007 52 |RCT DorE ns * ns-sex activity

Note. N=Diet, i in. Weight indi inkg, % fat, BMI,

waist circumference / hi
Mainly PCOS patients. [-]

ratio. Reproductive = ovulation, cyclicity.
intervention had negative effect on fertility.

*Since Moran et al. 2006 & Lim et al. 2007 reviews
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Motivation a problem

||

The percent of people who take up offers (mainly in
context of research), when documented, is about 75%
(e.g., Clark 1998; Katcher et al. 2009; Hoeger et al. 2004) and even lower if referred
to external clinics (about 5% tugnes etal. 2000,

From those who start typically a further 25-30%
dropout (e.g., Stamets et al. 2004; Thomson et al. 2009) OF MOre depending on
intervention (40% in highly restricted diets i etal. 2006)
Of stay in programs compliance (e.g., attendance at
classes, adherence to diet) is only between 75-85%

(Thomson et al. 2009; Palomba et al. 2007; Harris-Glocker, 2010)

Need, demand and access to infertility services

More developed Less developed Overall
nations nations estimate
12-Month prevalence of infertility 35%- 16.7% 6.9%-9.3% 9% (5-15)*
(0=52253; 16 studies) (1=120 160; 12 tucies)

Per cent of infertie couples seeking medical care ~ 56.1% (42.0°~ 76.3) " 81:2% (27,0~ 74.7) " 56% (30~ 78
(n=4 810; 12 stucies) (n=1600; 5 studies)

Per cent of infertile women receiving treatment 22%
(01016, 5 studes)

¥ Gormesponds 1o about 72 (40 - 120) millon women aged 20-44 years In marial of consensual union
** corresponds fo about 41 (12 - 90) million infertie couples

(Source: Boivin et al., Human Reproduction, 2007)
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Treatment with an assisted reproductive

technology (ART)
—

80

704
604
50
40

304

% of all women

204

10

Oyear 1year 2years 3years 4years 5years 6 years
Years after treatment start

Cumulative percentage of the initial cohort in the 1338
women (study population I) with at least one delivery after
5 years of follow-up based on complete follow-up data
from the National Medical Birth Register

Pinborg, A. et al. Hum. Reprod. 2009

1/6/2011

Cardiff Fertility Studies S22 |

Seeking-treatment
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g m ] coveun
S 60% HEnd of options
2
3 s Health problems
F - HReject IVF
o o Relations|
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Emotional distress
10%
0%
Afer frst visit  During After diagnostic ~ Duringor  During IVF _After at least
(before workup) _diagnostic  workup butbefore  after non-VF  (lessthan  3cycles of IVF

(during work-up)  treatment treatment 2cycles) (3 or more)
(conventional)

Brandes et al. Hum Reprod. 2009:24:3127,
consecutive cohort of 1391 patients
**IVF subsidised by national health service, which would reduce its
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Afternoon sessions
||

4 December 2010
00.00-0930 Introduction

09.30-1130

1 Breaking bad news on the telephone - SIbil Tschudin (Swizerand)
2 ART - Marysa

Indepth case discussions for psychosocial staff
- Sheila Pike (UK)
4. Using typical gender differences as a resource in Couple counselling - Brennan Peterson (USA)

11301200 Plenary

12.00-13.00 Lunch

13.00- 1500
1 How can | efer patients to @ Gounselor? - Chis Verhaak (The Netherlands)

- sibil Tschudin (Switzeriand)

Idepth case discussions for psychosocial staff
3. Addressing sexual diffculties — Jan Norré (Belgium)
Useni

16,00 - 1615 Summary and takehome message
Which

por ~petra

16,15 - 17,00 Plenary, feedback with drinks and snacks

Cardiff Fertility Studies




Patient interest constrains support possibilities
||

Paulson et al. (1988) - 18% counselling
Pepe & Byrne (1991) - 15% counselling

Shaw et al. (1988) - 11% counselling

Sundby et al. (1994) - 5% support group

Schmidt et al. (2005) - 9% communication intervention
Wischmann et al. (2006) - 34% counselling

Emery et al. (2003) - 79% counselling

“...need to find a balance between employing [interventions]
that should be effective in an ideal world, and intervention
activities and materials that match the reality of priority
populations and intervention contexts...” (Shaalma & Kojz,
p. 6, 2009)

Cardiff Fertility Studies

Need to develop support toolkit that can [really!]

be integrated in the day-to-day

||

Needs assessment and intervention development techniques exist
Intervention mapping (Bartholomew et al. 1998)
MRC complex intervention framework (Campbell et al. 2000)

Taxonomy of behnaviour change techniques (Abraham & Michie,
2008)
Evidence-based evaluation methods (Sackett et al. 1996)

etc

1/6/2011
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Preparatory interventions (attitudes)

- MALE FACTOR

Stress reduction in male infertility patients: a
randomized, controlled trial

» Leaflet addressing common fears
N about semen analysis

" N rate signifi reduced in

" Information group versus routine care

OR= 0.31 [95% ClI, 0.098 - 0.993]
P s

iy
Pook et al. 2005, 'V
Carditt Fertility Studies




Identify & refer people at risk

Hum. Roprod. Advance Access published March 13,2010

I!;,.":‘mu,. ORIGINAL ARTICLE Paychology and counseling
‘Who is at risk of emotional problems
and how do you know? Screening of
women going for IVF treatment

M. Verhaak'", AM.E. Lintsen?, AW.M. Evers', and D.D.M. Braat?

FertiQeL

wwwfertiqol.org

1/6/2011
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Reduce emotional and relational strain by

tailoring to individual problem areas
||

R B B
o NEEEED
Your pathway to paren P——

thoos
maimizing chances of conceiving

Cousineau et al. 2008.

&3
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Psyenomer Paychosom, 1990E(1}15.21
Cognitive-behavioral therapy for idiopathic infertile couples.
Tuschen-Caffr 8, Florn |, Krause W, Pook M.

Marburg, Gormany.

Abstract

The P

i reduce 1 marital
sl RESULTS
showed an a reducton in By the end of
reliably and
cyce higher n the therapy

aroup than CONCLUSION:

eatment may be an effective
approach for the treatment of infertty.

CBT designed to optimise chance of conception via improved sexual
functioning during fertile period

CBT versus Routine care
Decrease in marital distress

Increase in accurate timing of intercourse from 50% (pre) to 100% (post)
based on daily diaries

Improved pregnancy rate (versus epidemiological controls)

Cardift Fertility Siudiesw
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‘The Impact of Group Psychological Interventions
on Distress in Infertile Women

Alice D. Domar Diane Clapp
Beth Irael Desconess Medical Cente and Harvard Beth srae Deaconess Mdical Center
Medial School
Ellen Slawsby and Bruce Kessel John Orav.
Beth lsael Desconesé Medical Conter and Harvard Brigham 104 Woman's Hospial and Hirvard Midical School
1
s
09
.
_ o8
£ £o7
£ 2 2os
i muinassody| oo Mind/Body
3 Bsupport 2 Esupport
5 Ocontrol | £ 0.4 DOcontrol
I Sos
[ fo2
g H
. 01
-0 o
State anxiety Stress management skills
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Communication intervention for migrant
and minority populations

I [ [ mosa [ s sndpnts | Tnarmedate Gnd/or | G tarm ndpans
e Srrogme endpomts

- gnostic test ordering
medical errors

3 | roviing informatien | Good nformation srovisen | &4.. ..
+ check understanding / explore | + recall - paient uncertainty
prior knowledge + understanding + patient autonomy
used of jargon
4 Decsion makng Deciion based on . . < satitacton wih
Information and check decision making ~decisional confict decsion
preferences. preference / pavent values + satisfaction with decision + heaith
| + rovide information
5| Enabing dsease & | Adequate and feasibe | &5, o < patent heatth
treatment related | disease and treatment | address patient motivation and | + iness related benavior
behavior reatad benavior effacy + treatment adherence
& [Responding to Supporting the patert, | €9, . = patent emotional
emotions enrancing the + ciician explorative skils / | + patient sense of support adjustment
communication and nce

+ treatment of psychopathology | - psychologica distress
referal where needed | + patient expression of emations 2 costs
2 tme constraints

Fig. 2. Functions of medical communication, ts goals and outcomes.

de Haes & Bensing 2009. Patient Educ Couns.

Consequence of infertility according to development status

[ i

[BRI  Lostdignity in death

Violenceinduced suicide
Stanvation/disease
] |

[BRE]  vioderate to severe violence
Total Loss of social status

MM witd marital or social violencel
Social isolation

Marital stress
Depression, helplessness

Fear,guilt self-blame

Less well developed countries

More developed countries

Ombelet, W. et al. Hum Reprod Update 2008 14:605-621;
doi:10.1093/humupd/dmn042

Copyright restri

lons may apply.
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siovs

savs oo I
tsoaton
No economic security | NN
costof reament [N Categories of effects:
et Emv:: = W communiy
e — B oo
Expltetion by nlws [N B Legal and mariage
Evileyeinot to touch I I Religious and spiritual
Pious dutes
finesces . T T T 1 Number of studies
0 5 10 15 2 2 3

van Balen, Ob/Gyn, Monograph, 2010
Review and an analysis of the results of the studies done to date in poor-resource areas
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FertiQaL

po

The first internationally validated instrument to
measure quality of life in individuals experiencing
fertility problems

Professionals can download FertiQoL
FREE OF CHARGE

www.fertiqol.org IMERCK

Emotional reactions during IVF

14 Active stage Waiting stage Outcome stage

S1 S2 S3 s4 S5 S6 S7 WL W2 W3 W4 W5 We W7 PL P2 P3 P4
IVF day

Bovin & Lancastle, Women's Heallh, 2010 —@— Aniety —ll— Depression = <X- = Postive Affect

10



Cognitive framework of stress & coping

[Appraisal | [Coping | [Event outcome | [ Emotion outcome |
Person .
.. || Primary:

characteristics Problem- Favourable

Threat focused resolution

Challenge

Harm L

Emotion- Unfavourable
Secondary: focused | resolution

‘What No resolution
efforts can
be made? Mea

based coping
Sustains coping
process

Folkman (1997) updated from Lazarus &
Folkman, 1984

1/6/2011
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PRCI development process
]

Theoretical work

Item generation

ltem impact evaluation

Feasibility and acceptability

Focus groups stakeholders

RCT (in progress in Utrecht)

Cardiff Fertility Studies

The Positive Reappraisal
Intervention Card

Ten statements During this experience I will:

o Rationale explained to Try to do something that makes me feel good
women See things positively

O “prime” positive redefinition  Look on the bright side of things

associated with positive
adjustment

Make the best of the situation

Discover what is important in life

Instruction to read once in the
morning, once in the evening
and any other fime needed  Find something good in what is happening

Try to do something meaningful

Focus on the positive aspects of the situation

Focus on the benefits and not just the difficulties

Learn from the experience

Lancastle and Boivin. Hum Reprod 2008,

Cardiff Fertility Studies
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PRCI patient leaflet
* [Coping with the IVF waiting period « A‘
. i
d When you are waiting to take the pregnancy test after your IVF embryo transfer ﬁ
you may often find yourself thinking about whether you are pregnant or not. You N
might also find yourself frequently checking for physical signs to tell whether %
you are pregnant or not. You may find that this intense focus on the result of %
treatment makes you feel nervous and worried. Patients often ask us for b3
suggestions about how to deal with these intrusive and persistent thoughts. This w
leaflet describes a technique you can use to manage your worries during the *
IVF waiting period.= N
=The Positive Reappraisal Technique= t
* N w
” All situations involve some good aspects and some bad aspects and the .
¥ aspects we pay attention to often determines how good or bad we feel. = %
¥ Thinking more about the positive aspects of a difficult situation and dwelling less ¥
j, on-problems or-uncertainties about the future helps people feel better. This is N
* especially true during the challenges of the IVF waiting period when there is not *
j; much-a person-can-do-to influence the outcome of treatment. 2
Etc. etc.
Lancastle and Boivin. 2008.
Cardiff Fertility Studies 2> |
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Personal Control
=

15 [—+—PRCI group —=— PMI group

Personal control

-

o
ET D2 D3 D4 D5 D6 D7 D1 D2 D3 D4 D5 D6 D7
Week 1 Week 2

Group Main Effect: The PRCI group appraised the waiting period as
significantly more controllable than the PMI group (p < .05).

Carditt Fortility Studi

Endorsements

| __]
5 [=PRCIgroup mpPmiIgroup
4 % * *

Mean

Use itagain Recommend it Other tests Other IVF

Evaluation dimension patients

The PRCI group would be more likely to use their card again and to
recommend it to other patients. PRCI group also thought their card more likely
to reduce stress of other medical waiting periods. * p < .05

Lancastle and BipPPRriity s«udiesw
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Why do couples discontinue in vitro
fertilization treatment? A cohort study

Reason Percentage
Emotional distress & coping failure | 17%
Stressful organisational care 64.3%

o Assembly-line treatment
* Never the same staff
« Clinic di i

Poor patient-centered care 48%
« Insufficient care of the man
« Lack of empathy
« Poor listening skills
* Unkind treatment by staff

Other “psychological” reasons:

Balancing treatment & work commitment
(Osmanagaoglu et al. 1999)

Distance from clinic (Malcolm et al. 2004)

Undergone agreed number of cycles (deVries et al. 1999)

Cardiff Fertility Sludies“ ——
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Online Viewing Behavior
—]

Chat room

Moderated forum

n
Correspondence .
Prognosis R
Day planner |GG
Medical record |EEEEG—

IVF trt

IVF clinic
FAQ

°
8
&

60 80 100 120 140 160
Average page views

Tuil et al. 2006. Forum moderated by ART clinicians to answer patients' questions and correct faulty
information (or hearsay) circulating among paients.

Techniques to involve men in fertility care

Effects of different kinds of couple interaction on
cortisol and heart rate responses to stress in women
Beate Ditzen®®, Inga D. Neumann®, Guy Bodenmann?,

Bernadette von Dawans®, Rebecca A. Turner',
Ulrike Ehlert?, Markus Heinrichs®*

[RSRo—

Ditzen et al. 2007 Psychoneuroendo
Carditt Fertility Studies
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Procedure (repeat)
j—

Identify types of interventions medical staff require

Identify available psychosocial interventions for challenging
health interactions

Examine fit between needs and existing interventions with
stakeholders

Developmental and foundational research on adapting/creating
tailored brief psychosocial interventions to address intervention
needs

Assess the feasibility, efficacy etc of implementing adapted/novel
brief interventions in health contexts

1/6/2011

Cardiff Fertility Studies S22 |
Potential effect on outcome?
Wischmann_1997 35 115 7 23 8.5% 1.00[0.41, 2.43] -
Total (99% i) 279 643 148 488 100.0% 142 (102, 1.96] >
bl ol bgor s
Hammerli et al. 2009;15:279. Egmgguttion
Copyright restrictions may apply. Iy'
2 Update

Potential effect on cycles to

- pregnancy?

Low marital stress
- Mdn 2.0 £ .17

High marital stress

- Mdn 3.0 £ .20

Note. Cycle by marital stress interaction on live birth (B=0.182 + 0.08, Wald(1)=4.76, P<0.05,
OR-=1.20; Model x2(F(3, 817)=27.03, P<0.001). N=818 couples.

Boivin and Schmidt. 2005.
Cardiff Fertility Studies
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FertiQolL and treatment persistence

30 29
28 "' 274 .
b . . .
24 KA 2 . .
. . CRd
2 IR 2 . L
X AR 2 vet o
18 . .
16 19
14 . 17
12
10 + hd 15
] 20 40 60 o 5 10 15 20 25
Treatment quality Treatment burden

FertiQoL validation sample, n = 1027
Persistence = intention to persist with treatment
Boivin et al. under review Fertil Steril/ Hum Reprod

Cardiff Fertility smdies‘-_

Conclusions

The ‘who, what, when and how’ is also relevant in ART

Many psychosocial challenges before, during and after
treatment but more can be done to identify these

Addressing specific challenges with specific interventions
would be expected to have good impacts on quality of life,

treatment persistence and success of treatment but research
needs to be done

15



