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The IVF Experience

How to help your patients survive
fertility problems

Joli Ellis — Counsellor Team Leader
Lisa Boyles — Group Nurse Advisor

Fertility Associates
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Journey to a Baby

Our aim today Is to...

o Share a little about what some patients
face to give you a better understanding

 Arm you with information that might help
patients survive their journey

e GlIve you or point you to some resources
that might assist
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Infertility brings with it intense
emotional pain

e “Give me children or else | die” cenesis Chapter
30 Versel

o “Grief fills the room up of my empty child,
lies In his bed, walks up and down with

me, puts on his pretty looks, repeats
words” william Shakespeare 1564-1616
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Infertility involves a series of losses

Dreams and schemes

Plans, goals, expectations *

Privacy, dignity - “Only viewed from one end”
Choice - “Drafted” don’'t want to be here
Control

Trust and Confidence
Femininity-fertility
Masculinity-virility
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Infertility involves a series of losses

= Assumptions
= Romance

Spontaneous sexual relationship
= pbaby making / love making

Life on hold

Connectedness

= Parther

= Friend

= \Women

= “Pumpkin Patch men”
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Infertility involves a series of losses

Genetic relationship with past and future
Direction, purpose

" rite of passage

Accomplishment

= ‘Achieve’ a pregnancy

Feeling Understood
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Effects of the losses?

Grief I1s the reaction to all these losses

Complex grief
= Ambiguous loss
= NO ‘'maps’
= No tangi or funerals
= No flowers
= Misunderstood
= Crisis
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Grief Is the reaction to loss

 People experiencing infertility are more
Inclined to be anxious and
depressed,have lower self esteem, feel
sadness, frustration, moodiness,
disorganisation, fatigue, betrayal,
hostility,guilt and be unpredictable

(Attwood & Dobkin, 1992; Daniluk, 1997)

Many reactions consistent with the grief
of death
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Grief 1Is Normal

Important Message

Infertility causes the grief not
the other way round!
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Gender differences

Woman Man

e Talking e Silent

* Weeping e Action
e Shopping  Work / Sport
o Cafes! e Sheds!
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Generalisations

 Infertility IS a unigue experience
— Eldest child
— Only child
— Only daughter/only son
— Big Family
— Ethnicity
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What might exacerbate the grief?

Past experiences
— TOP, adoption, sexual abuse,

Age
_Imited resources
—estivals / Media

Duration
— Chronic sorrow

Lack of understanding
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The dance of grief

e Two to tango
e Out of step / tune
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What alleviates the grief?

Access to accurate information - dispel the myths
Resources
Empathy - no reframing

Moving at own pace — Gen Y

Self-help organisations - Fertility New Zealand
Support Groups for some people

Counselling — referral to specialist

Taken seriously — referral to specialist




The role of the Fertility Nurse
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Fertility nurses coordinate care

3 I
z Fertility Specialist

I

Fertility Nurse | - | Embryologist

89 | Fertility Counsellor
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Fertility nurses provide
Education & Support

e Advice to optimise chance of pregnancy
« Advice throughout fertility treatment journey




What patients need to know...
(how you can help us)
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Monthly Cycle
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Egg Timer

Eggs present few weeks after conception
6 months gestation— 7 million eggs

Birth — 2 million

Puberty — few hundred thousand

Late 30’s — 20,000

Mid 40’s — few hundred
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NZ Mothers are Aging

Age of NZ Mothers at Birth

100%
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80%
70%
60%
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40%
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B Under 20 20-24 25-29 30-34 Over 35

Source: Statistics NZ
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Causes of Infertility

WS 40%
Female 40%

Combined/unknown 20%
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Causes of Infertility — Male

Genetic
Developmental

High body temperature

Physical injury

Chemicals / hormones
Medical

Lifestyle factors




&

Causes of Infertility - Female

e Failure to ovulate
— Age
— Eating disorders
— Cancer treatment

 Tubal damage
—STD / PID
— Previous surgery

e Endometriosis




The journey to a
Fertility Specialist
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Where do patients initially look for
iInfo about their fertility problem?

Internet — ‘Dr Google’

GP / Specialist

Friend / Family

Source: Fertility Associates 2009
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How are patients referred to us?

GP-referred

Self-referred

Specialist-referred

Source: Fertility Associates 2009




How long does It take for patients
to get to us?

Period of Infertility before Presenting

At
1 yr infertility
benchmark

- only 35%

Source: Fertility Associates 2009



When to refer?

1 year benchmark 3 o
— 84% of general population will conceive in 1 year
—92% In 2 years

— about half of those who don’t concelive in 1 year
will not do so after another year

— Can go on public funding wait list after 1 year

Ear
Ear

ler for women >35 yrs
ler for women and men with known issues

Ear

ler for patients with extreme anxiety

Source: National Institute for Clinical Excellence
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Avalilable Tests

AMH — Anti-Mullerian Hormone (<40 yrs)
FSH — Follicle Stimulating Hormone (>40 yrs)
Other hormone tests such as P4

Semen Analysis

Ultrasound
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Avallable Treatments

Ovulation induction - Clomiphene, FSH
Ul - intrauterine insemination

IVF - In vitro fertilisation

ICSI - sperm injection

PGD - preimplantation genetic diagnosis
Fertility preservation — freeze eggs, sperm, tissue
Microsurgery

DO - donor egg

DI - donor sperm

DE - donor embryo

Surrogacy
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Number of sperm to fertilise an egg

20,000,000 - Intercourse

1,000,000 - Ul & DI
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Funding

Public Consultation
* Need GP referral

* Must meet criteria
0

* 2 months wait

Public Treatment

« $0

e 1 month wait (1UI)

e 10 — 24 month wait (IVF + ICSI)

Scoring for
Public Treatment
* Female
sunder 40 yrs
*BMI under 32
*Non-smoker
* NZ residents
 + CPAC score

While waiting

Private Consultation
*GP or self-referral
*$175 - $240

e approx 2 weeks wait

Private Treatment

e approx $ 825 (1Ul)

« approx $ 9545 (IVF)
 approx $11,500 (ICSI)
e approx 1 month wait




Understanding laws and regulations
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Variety of laws apply

Adoption Act 1955

Status of Children Act
HART Act

Laws and regulations in other countries




Part 1
— Purpose & principles of the Act

Part 2

— Prohibited & restricted activities

Part 4
— Enforcement

Part 3
— Linking families & donors




To control ART procedures and research to
protect all individuals, particularly women and
children

To secure the benefits of defined, established
ART procedures

To prohibit certain procedures

To establish an information-keeping system
for informing and linking families and donors




 The Act lists a number of prohibited activities including
Importing &/or possessing & use In treatment of:

— A cloned embryo
— A human / animal hybrid embryo

— An embryo formed from a gamete(s) derived from a
foetus

— Genetically modified embryos or gametes
 Penalties: up to 5 years in prison &/or $200 000 fine




 Freezing and Storage
— Gametes and embryos may be stored for up to 10 years

— The Ethics Committee may give prior approval for longer
storage.

— Penalties: up to $20 000 fine

« Commercial Supply of Gametes / Embryos / Uterus
— Prohibited, i.e. payment or valuable consideration is not allowed
— Re-imbursement of travel expenses is OK
— Penalties: up to 1 year in prison &/or up to $100 000 fine




e Obtaining Gametes from Minors
— Donors may not be obtained from people < 16 yrs
— Penalties: up to 1 year in prison &/or up to $100 000 fine

e Gender Selection
Gender selection is not allowed

However, it is a defence if it was performed to prevent or
treat a genetic disease or disorder

Increasing the chance that an embryo will be of a particular
sex iIs not allowed. (This includes providing patients with
treatment or information with that intention.)

Penalties: up to 1 year in prison &/or up to $100 000 fine




Surrogacy
Altruistic surrogacy is not illegal, but not enforceable

No payment or valuable consideration may be involved in surrogacy
arrangements

ECART approval on a case-by-case basis for surrogacy involving ART
Penalties: up to 1 year in prison &/or up to $100 000 fine

Advertising not allowed for:
— Prohibited activities
— Commercial supply of gametes or embryos
— Commercial surrogacy arrangements
— Penalties: up to 3 months in prison &/or up to $2 500 fine




e« Some proposals for donation between certain family
members require individual ECART approval

e Only able to do within family donation If:

\ Sister for sister
\ Brother for brother
\ Cousin for cousin




 Donor eggs may not be combined with
donor sperm

— However a female may donate eggs to her

female partner

e PGD Is allowed but not for sex selection




Provision in the Act to ensure that information and
identity of donors Is available to people who have been

conceived with donor gametes or embryos

If donations occurred after August 2005

Access by parents until child 18 years old

18 year olds and over can access information

Some meetings occur between donors and recipients




e Avalilable for donors and PCDGs

conceived from gametes donated prior to
22 August 2005

 Maintained by the Registrar-General (not
by clinics)




= The person giving birth is the legal parent

* [ntending parents (genetic parents) must
adopt child

» |[ndividual approval from ECART




Resources
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Emotional Support
Coping with Treatment brochure

Coping with
treatment

A pocket size guide to help you with your fertility journey

avallable
here

g f'f_"E'.f-.l'.ll_F'ﬁ"/ a better understanding
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Treatment Information
Journey to a Baby DVD

avallable
here
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Support Organisation
Fertility New Zealand

www.fertilitynz.org.nz

avallable
here



www.fertilitynz.org.nz

When to refer?
Biological Clock

" o FERTILITY | a better understanding
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Biological Clock

Chance of birth

W per month for
fertile couples

I per cycle of IVF

fro | I l (- s

Months trying &
when to seek help
M Time to act

1l Consider acting 24

OK to wat, except
under circumstances 4o
asnoted overleaf e
mihe

<€ gp

NZ Patent Application No. 577885

Instructions

* Align the edge of the wheel with the

woman'’s age now, or when she is thinking of trying to becor
* Read off chance of birth (top of wheel) and when to s
* Quick fertility facts and su d infertility manag

Contact us: www.fertilityassociates.co.nz * Phone 0800 10 28 28

* Auckland Level 3, 7 Ellerslie Racecourse Drive, Remuera P 09 520 9520 E faa@fertilityassociates.co.nz
* North Shore Level 1, Suite 107, 119 Apollo Drive, Albany P 09 4750310 E fas@fertilityassociates.co.nz

* Hamilton Level 2, 62 Tristram Street, Hamilton P 07 839 2603 E fah@fertilityassociates.co.nz

* Wellington Level 2, 205 Victoria Street, Te Aro P 04 384 8401 E faw@fertilityassociates.co.nz

We also hold clinics in Whangarei, West Auckland, Tauranga, Rotorua, Gisborne, Hawkes Bay, Palmerston
North, Lower Hutt and Nelson. Please call us or check our website for further details.
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Home

LUnderstanding your fertility -
Boosting your fertility - - -/ ' \
Fertility treatments =3 .
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Contact us
Request any information you may require...

Other semvices
Information for GPs

Infertility management
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Understanding your fertili
Resources At least 20% of people will experience some degree of difficulty in trying to conceive. Thatis 1in 5 couples of 9y v

About Fertility Associates reproductive age. While strictly speaking infertility is defined as the failure to conceive one after one year of Fertility treatments

regular, unprotected sex, people need advice from whenever they begin to fear something may be wronag. Fertility preservation &
Contact us & Clinic details e

Cur Online shop This part of the website includes summary material from our 'Quick fertility facts' and ‘Suggested ferility

) Boosting your fertility
management’ checklists for GPs.
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] ] WHAT'S NEW
NATIONAL MEETING

The next National Meeting
will take place in
Nottingham on October
2nd 2010.

Invitations will be sent to
members in July.

PREPARATION FOR DC
PARENTHOOD
WORKSHOPS
2010-2011

Dates and booking
details now available

_;—Interested in half-
" " siblings connections?
Read this new research

(PDF)

Thinking about donor
treatment abroad
Read this first

Donor Conception Network

WHO WE ARE

Welcome to the Donor Conception
Network

We are a self-help network of over 1,300
families created with the help of donated
eqggs, sperm ar embryos; couples and
individuals seeking to found a family this way;
and adults conceived using a donor.

You can contact us via email
‘phone (44) 0208 245 4369
orwrite to PO Box 7471, Mottingham NG3 6ZR

Our main aim

is to support and quide would-be and current
parents in the issues they face about how to
be open with children about donor conception,
thereby avoiding damaging secrets.

Qur experience

is thatthese questions arise throughout the
upbringing of donor conceived children and at
different stages in their lives. We have
supported the ending of anonymous donor
conception, as a further step to reduce the
withholding of secrets from donor conceived
people.

We welcome

LI | INDEX

HOME

¥ Donor Conception Metwark

F Members

F Articles & Personal Stories

T Likrary & Booklists

| Library Information

| All Booklistz (incl Recent Additions)

| Danor Insemination

| Egg and Embrye Donation

| General Infertiity

| Secrecy lzsues

| Solo & Lesbian Parenting

| Social, Ethical & Legal Perspectives

| Books for Children

| Adoption

|
|
|
|
I
| Parenting |
|
|
|
|
|

| DWD's, Videos, Films & cassettes

IMFO

www.donor-conception-network.org

EMAIL
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Home

Where Did | Come From

The History of IVF

Research

Become a Member of IVF-lings
FAQ's

Ask Us a Question

In The Media

Useful Links

Ahout IVF-lings

Welcome to IVF-lings

This is an exciting new place dedicated to kiwi IVF-lings. It
will explain and help you to understand how you came to
be and what IVF is all about.

This is a place for you to openly ask questions and find answers to everything
Aand amthinn that has ever crossed vour mind ahout IVE What's even hefter is

& o

Hame. I RARS - Register- - sk

Why is a child born from IVF called an IVF-ling?

For more information click here...



www.ivf-lings.co.nz
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How can you contribute patients’
Journey to a Baby?

Community education regarding fertility and age
_Ifestyle modification — smoking, alcohol, weight

nformation regarding ART and fertility preservation
nformation regarding public funding

Early referral to specialist doctors

Initial work up
Early referral to specialist counsellors

I\/Ianagement of Complications (OHSS, early pregnancy issues)
Provide ongoing support and referral for families
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