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This survey focussed on a number of issues including success rates,
Information, counselling and discrimination

Many respondents were not given a percentage chance of success
when discussing treatment (33% of people currently having or who
have finished treatment were not given a figure)

However, this figure is an important factor in the decision to pay for
treatment

When asked if they would go ahead and pay for treatment with a 25% chance
of success, nearly all say they would (94%)

Although the number drops as the percentage chance of success drops, many
are willing to take the risk and would pay at much lower chances of success.
Nearly 1 in 4 respondents would still go ahead and pay for treatment if there
was less than a 5% chance of success (23%)
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Related to this, when asked what the most important issues currently
facing them are, many people mention the importance of good
success rates due to the financial implications of treatment

However, when choosing a clinic, factors other than costs and
success rates have a bearing

Over a quarter said they had no choice and went to the clinic they were referred
to (27%)

Almost a quarter chose a clinic near their home/work primarily (23%)

In terms of the information most valued when deciding which clinic to
go to live birth rates are most important (45% rated them top), ahead
of information about costs and other information from the HFEA, the

clinic or other sources
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People visit multiple websites for information, the most popular one
being fertility friends with almost two thirds having visited it (63%)

Over half the people currently or considering going through fertility
treatment have visited the HFEA website since June (56%)

Most were quite positive about the site
65% said it was easy to find the information they wanted
57% said the website was well designed in terms of layout and presentation

73% felt the information on the website was the right level of complexity
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Over a third (39%) have had counselling before, during or after
treatment with mixed feelings

Many said it was very helpful and they would strongly recommend it to others
(34%)

However, almost half (46%) said that it didn't add much to their experience. Most
still said it was worth doing (30%) but 16% said it wasn’t worth doing

Many who didn’t have it wished they’d had counselling or said that with
hindsight it might have been helpful (42%)

Although clinics are supposed to suggest counselling, some said they
didn’t have it because the clinic didn’t suggest it (21%)

Very few people have encountered problems because of their race,
religion, sexuality or disability (NB very small base sizes)
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An online panel was set up in May 2005 through a microsite linked to
the HFEA website

Previously 1 recruitment questionnaire and 3 surveys have been
completed

The 4™ survey was sent to panel members in November 2006

This survey focussed on success rates, information, counselling and
discrimination

515 panel members completed this survey
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Profile of respondents
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97% of those who responded are female

8% of those who responded are under 30, 36% are between 30-34,
28% are between 35-37, 14% are 38-39, 14% are over 40

88% of those who responded are married

94% of those who responded are White (British, Irish or other), all
other ethnic groups are under 1% each

55% say they are Christian
Almost half are from Southern England (SE, SW and London)
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What Is your current status regarding
fertility treatment?

Stopped having
treatment and it was

unsuccessful Currently having
19% treatment
30%
Stopped having Considering
treatment and it was treatment
successful 14%

3%
+ Base 515: All respondents
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Responses to survey
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Two thirds of respondents were given a figure, when discussing
treatment, for how likely they were to have a baby (65%)

Nearly all respondents would go ahead and pay for treatment if there
was a 25% chance of success (94%)

Nearly 1 in 4 respondents would still go ahead and pay for treatment if there
was less than a 5% chance of success (23%)

When choosing a clinic, over a quarter said they had no choice and
went to the clinic they were referred to (27%)

Almost a quarter chose a clinic near their home/work (if they had not heard
anything negative about them) (23%)
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Did your doctor give you a figure for how
likely you were to have a baby (e.g. a
percentage chance of success)?

35%

+ Base 515: All respondents

Significantly more people
over 40 years old (79%)
were given a figure
compared to younger age
groups (60% of aged 29 or
under and 59% of 30-34
year olds)

When those considering
treatment are removed, the
percentage saying yes
rses to 67%
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Imagine your doctor told you they would treat you no matter
what your chances of having a baby were, providing you were
willing to pay. Would you go ahead and pay if there was a...

100% < 94%

88%
90% -
80% 67%
0
70% -
0,
60% - o4%
50% -
40% 34%
30% - 23%
20% - 60
0
10%
0% - e
25% chanceof  20% chanceof  15%chanceof 10%chanceof  5%chanceof  Lowerthan5%  Would notgo
success success success success success chance of ahead at 25%
success chance of

Success

*Base 515: All respondents
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There are many different approaches to choosing a
clinic. Which one of the following most closely
describes your own approach?

30% 7 27%

23% of people who have stopped
treatment and it was successful chose a
clinic with the best success rates

25% - 23%
0
20% - 18% compared to 9% of people whose
159 0 treatment was unsuccessful (30% of
0 12% o whom chose a clinic based on location)
0
10% - .
. 4y
. i B -
0% . .
No choice of Clinic near my  Clinic with Researched Clinic Clinic Staff frlendly, None of these
clinic, wentto  home/work  best success wide range of recommended recommended felt welcomed
one referred to rates for type  clinics inc. by my GP by and catered for
of treatment |  factors such friends/family
was as cost etc.. or message
considering board

*Base 515: All respondents
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Success rates are one of the most important issues to 66% of
respondents

Success rates are one of the most important issues to 72% of people
currently going through treatment

Cost is one of the most important issues to 64% of respondents

Cost was chosen by 75% of people considering having fertility treatment

Emotional impact of treatment was one of the most important
Issues to 42% of respondents

leader

Emotional impact of treatment was important to 51% of those currently
having treatment, 47% of those considering having it and 47% of those
who stopped it and it was unsuccessful



What are the most important issues currently
facing you regarding infertility treatment? (1)

710% ~
60% -
50% -
40% -
30% -
20% ~
10% -

0%

*Base 515:

66%

42%

33%

24%
I I 18/0

Other includes issues such
as:

-Availability of donor
sperm/donor shortage

-No longer having
treatment/treatment stopped

Age

0 \ 17%
14% 9%
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People often mentioned several issues together (especially costs
and success rates)

For success rates the main issues were around:

How important it is to have the greatest chance of success from
each treatment due to the emotional and financial impacts of
each treatment

The importance of success rates rising with age
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“Success is important as we cannot afford to pay privately and have only one
attempt at [IVF. However, the stress of trying for a baby could seriously
affect our chances of success in this one IVF attempt.”

“Treatment is very expensive, some clinics have long waiting times and its good
to know statistics of clinics to check your chances of success.”

“Success rates are the most important thing for me bar none. | am ineligible for
NHS treatment anyway due to the postcode lottery, costs are a significant
issue, but | am willing to go into debt to give myself the best possible
chance of success.”

“Success rates are important to me now as | feel that | am running out of time. |

was 40 last month.”
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For costs the main issues were around:
The importance of success rates due to cost of treatment
Treatment being too expensive/ a huge cost
Financial impact/not being able to afford it

The number of previous failed treatments making it very
expensive to carry on

Having to self-fund/paying for own treatment/postcode lottery of
NHS treatment/wanting more NHS cycles for free
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“| feel everyone should be given the same chance whereas we had to pay literally
thousands of pounds for a truly special bundle after 5 attempts and cannot afford
to try again privately for a sibling.”

“In facing infertility treatment | need to accept that | may need several rounds and
therefore the cost of all of those rounds needs to be considered. Success rates
are key to me as | need to have something to rationalise what we are doing.”

“After 5 failed IVF cycles , it's a LOT of money that we are paying out time after time,
and there is also a strain on our marriage with the costs , what every normal
person gets naturally and most of all for FREE, | have to pay for and my infertility
is not my fault. It was from an operation i had when i was 13 years old that
blocked both my tubes”
Iecder



Live birth rates are the most valued information when deciding where
to go for treatment (45% rated it top)

Fertility Friends is by far the most commonly visited fertility website
with around two thirds having visited it (63%)

Over half the people currently or considering going through fertility
treatment have visited the HFEA website since June (56%)
Most were quite positive about the site

65% said it was easy to find the information they wanted

57% said the website was well designed in terms of layout and presentation

73% felt the information on the website was the right level of complexity
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We are interested in finding out what kinds of information about
clinics is most valued by patients when deciding where to go for
treatment. Please rank them in order of their importance to you
with 1 being most important and 9 least important
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We a

re interested in finding out what kinds of information about

clinics is most valued by patients when deciding where to go for

treatment. Please rank them in order of their importance to you
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Have you ever visited any of the following
websites for support or information? (1)

710% 7 63%

60% -
50% -
40% - 34% 31%
% 25% 25% 0
30% 23% 209
20% - 120/0
10% -
0%
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*Base 515: All respondents
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Have you ever visited any of the following
websites for support or information? (2)

12% -
10% -
8% -
6% -
4% -
2% -

0%

11%

10%  10%

S
<<$

*Base 515: All respondents
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Have you visited the HFEA website since
June this year?

Yes
43%

No
57%

60% of those considering
having treatment and
55% of those currently
having treatment have
visited the HFEA site
since June this year

+ Base 515: All respondents
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If ‘yes’, which of the following are true for you?

70% - 65%

60% - o 1%

0 _ 47% 46%

0
30% 2304
20%
10% 6%
0% . . . . =

Easy to find  Website well ~ Useful to be Ordered HFEA Impressmn Lots of useful Prlnted offinfo  None of the

the designed in ableto getinfo  Guide to that HFEA info on to read above
information | terms of layout about clinics Infertility via  cared about ~ website for  later/discuss
wanted and relevantto me  website  patient's needs people like me
presentation

*Base 222: All respondents who visited the HFEA website since June 06
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If ‘yes’, how would you rate the

Information provided In terms of Its

complexity?

2% 3%

1% 13%

9%I

0% 20% 40% 60% 80%

+ Base 222: All respondents who visited the HFEA website since June 06

100%

B Too complicated
B A bit complicated
O About right

O A bit basic

® Far too basic

B Don't know
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Over a third (39%) have had counselling

An overwhelming majority said the counselling was provided by the clinic and it was free
of charge (89%)

1 in 10 paid for their own counselling (10%)

One third (34%) of the people who had counselling said it was very helpful and they
would strongly recommend it to others

However, almost half (46%) said that it didn’t add much to their experience and 16%
said it wasn’t worth doing

Of those that didn’t have counselling, 21% said it was because the clinic didn’t
suggest it

42% who didn’t have counselling said that with hindsight it might have been helpful
or that they wish they’d had the chance to talk to a counsellor
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Licensed clinics have to offer patients access to
counselling before they begin treatment. Did you have
any counselling before, or during, your treatment?

Yes
39%

61%

+ Base 515: All respondents
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If ‘yes’, which of the following occurred:

100% -
90% -
80% -
70% -
60% -
50% -
40% -
30% A
20% -
10% -

89%

6% 3% 1% 1%

0% - . .
Counselling provided Counselling provided | organised & paid for ~ Clinic recommended  Clinic recommended
by clinic free of charge by the clinicand | paid counselling before |  external counsellor and external counsellor and

went to clinic clinic paid | paid

*Base 203: All those who had counselling
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If ‘yes’, would you say that:

| It was very helpful and I'd strongly
recommend it to others

30% 16% B It was quite helpful

O It didn't add much to my experience but
it was worth doing

0% 2000  40%  60%  80%  100%

O It didn't add much to my experience and
it was not worth doing

+ Base 203: All those who had counselling
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3% 10% 220 B Clinic did not suggest it

O I didn't feel it would be useful in
my case

45% O Additional cost off-putting

B Did not occur to me

B Another reason

27% of people who have
| | | | ! stopped treatment and it was

0% 20% 40% 60% 80% 100% unsuccessful said the clinic
did not suggest counselling

Base 312: All those who didn’t have counselling
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If ‘no’, would you say that:

@ Having counselling is not
something | would consider
B Not having counselling had no
adverse effects on me
28% 14%

O With hindsight, it might have
been helpful

O Wish I'd had the chance to talk to
a counseller

43% of people who have
stopped treatment and it was
unsuccessful said that with
0% 20% 40% 60% 80% 100% hindsight it might have been
helpful

Base 312: All those who didn’t have counselling
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Very few people have encountered problems because of their race,
religion, sexuality or disability (NB very small base sizes)

People who had experienced problems wanted more flexibility,
sensitivity and acceptance by clinics

People said that the HFEA should monitor clinics for discrimination,
do patient surveys/research, give guidelines to clinics, promote
awareness and give patients route for complaining about these
Issues
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Your race?

7% of BME respondents said they had encountered problems (this was a very small
base size of 29)

Your religion?

2% of people who say they have a faith or religion said they had encountered problems
(base:334). 6 out of the 7 people who encountered problems were of Christian faith

Your sexuality?

40% of people who are living with a partner of the same sex said they had encountered
problems (this was a very small base size of 5)

Your disability?

19% of people with a disability said they had encountered problems (this was a very
small base size of 21)
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People who had experienced problems wanted more flexibility,
sensitivity and acceptance by clinics

Wanted to be offered treatments other than IVF that fitted with Christian beliefs
Wanted to be able to create one embryo at a time due to religious beliefs
Wanted more acceptance from the doctor regarding sexuality and single status
Wanted clinics to cater for gay men in their donating rooms

Wanted more sensitivity from clinic about disability e.g. not easy to access
clinic and get appropriate treatments

*Base 24: Those who have had a problem with a clinic due to race, religion, sexuality or disability
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What do you think the HFEA, In its role as regulator,
should do to ensure patients are treated equally,
regardless of race, sexuality, religion or disability?

16% 1 15%

14% -
0f
12% 10%
10% -
0 %
8% 6%
6% - 5% 5% 5%
4% -
2% -
O% 1 T T T T
Monitor Treat everyone Patient Not aware of any Deal with Give guidelines Actas a
clinics/their the same/be fair surveys/research issues postcode lottery to clinics about complaints
policies/carry out equal access body/have a
inspections helpline/promote

awareness
*Base 515: All respondents
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“Ensure that all are treated fairly and investigate and take action where this hasn't
happened.”

“Clinics should be made to publish to the HFEA all records of patients they have turned

down even at initial enquiry stage, and the reasons given for refusing treatment so that

the HFEA can adequately gauge if there is a real problem with discrimination for these

reasons. If clinics refuse to treat certain patients as policy (i.e. the ARGC will not treat

single women or ladies with high FSH) then this information should be made available
on the HFEA clinic site.”

“Monitor clinic's policies for who they will agree to treat. Ask them to provide a

statement and clear information about this. Help patients to register complaints if they
are discriminated against.”

“Ensure that all clinics have adequate policies in place and that they are actually followed.”

*Base 515: All respondents
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It is important for more clinics to give people a figure for how likely they are to have
a baby, as this influences many people’s decisions on paying for treatment and
which clinic they might choose

Currently only two thirds say they were given this figure

If the predicted success rate is 25% almost all respondents say they would pay for
treatment. If the figure is under 5% almost 1 in 4 would still go ahead and pay for
treatment

Because of this weighing up process, success rates and the actual cost of
treatment are the most important issues currently facing people

Live birth rates is by far the most important information when deciding where to go
for treatment, however some primarily go to a clinic near to where they work/live. It
IS important that this information is made accessible
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3in 5 people considering treatment have visited the HFEA website in the last 6
months

It is viewed quite positively in terms of the level of complexity of information

However, a third did not say the information was easy to find and over a third did not
say they thought the site was well designed so there could be some improvements in

these areas

People use multiple sources of information and support online. The most popular
site is fertility friends with almost two thirds of respondents having visited this

website

HFEA guide to infertility is already available through fertility friends and there is a link to
the HFEA website here

The HFEA, and the information it provides, could be more present on other popular
websites
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2 in 5 people had counselling, mostly provided free of charge by the
clinic, with mixed feelings

Most people who had counselling said it was helpful but almost half said that it
didn’t add much, showing that perhaps some improvements could be made to
the service. More research could be done on what makes a positive experience

There are still a number of people who are not suggested counselling

This is perhaps particularly concerning for people who have had treatment and
it was unsuccessful. It is important that counselling is suggested to everyone

There appears to be few problems encountered with discrimination in
most areas although more research should be carried out on this due

to small base sizes
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Appendix — profile questions
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Gender

Male, 3%

Female, 97%

Base 515 All respondents
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sorover | 5%

oo | 9%

w50 | 14%

o | 25
| 3674
20 | 7%

Aged 24 or under . 1%

0% 5% 10% 15% 20% 25% 30% 35% 40%

*Base 515 All respondents
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Marital Status

Living with partoner of same  gjngle/separated/divorced,
Living with partner of opp sex, 1% 2%
sex, 9%

Married, 88%

Base 515 All respondents
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Ethnicity

BME, 6%

White, 94%

Base 515 All respondents
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What, if any, would you describe as your
faith or religion?
Other:hS%

Islam 7] 1%
Buddhist _| 1%
Hindu _l 1%
Jewish _- 205
None __ 35%
Christian __ 55%

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

*Base 515 All respondents
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Which of the following UK regions best
describes where you live?

Northern Ireland
Wales

North East England
Scotland

Yorkshire & the Humber
East of England
East Midlands
North West England
West Midlands
South West England
London

South East England

4%
5%

6%

6%

6%

1%
8%
8%
9%
16%
I I I I I 24I.0/0 I
0% 5% 10% 15% 20% 25%

*Base 515 All respondents

30%
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Do you have any long-term iliness, health problem or disability which
limits your daily activities or the work you can do?

Yes, 4%

\. .
Of those who said yes:

Endometriosis 29%

ME 14%

Under active thyroid 10%
Depression 10%

Bad back/back injury 10%
Other 38%

Not stated 5%

Base 515 All respondents
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