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Pilot national fertility patient survey

Introduction

About us

We are the independent regulator of fertility
treatment in the UK, responsible for licensing and
monitoring fertility clinics and setting the standards
they must meet. Our vision is for everyone who
steps foot in a fertility clinic to have high quality
care.

We also provide clear, impartial, reliable
information on fertility treatments and clinics and
collect data on treatments, which we use to
monitor trends in the sector and make
improvements.

Background to this report

We believe that the key to providing high quality
care is ensuring that patients’ and partners’ voices
are heard and feedback is acted upon. It’s only
through listening to those who have been through
fertility treatment that real, impactful improvements
can be made.

That’s why we’ve commissioned what is, to the
best of our knowledge, the largest and most
representative survey of fertility patients in the UK,
certainly in recent years.

We chose YouGov to conduct this survey on our
behalf after a tender process. You can find details
about the methodology used in the main YouGov
report.
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How we will use the results of the
survey

This survey provides an opportunity to understand
the experiences of patients and their partners in
fertility clinics, to understand what matters most,
and to understand what changes could have the
greatest impact on their experiences at a difficult
point in their lives.

We will use the results of the survey to:

e identify areas where there could be more, or
improved quality of, communication

e support our work with the NHS and clinical
commission groups (CCGs) to ensure patients
receive coordinated care that is tailored to their
needs

e identify practical steps that clinics can take to
reduce negative patient experiences

e ensure clinics and we are providing high quality
information for patients to support their
decision making and involvement in their
treatment.

Due to the wide scope of the research, there is a
large amount to digest and we believe the results
will form a fundamental evidence base for our
future work, including shaping our future strategic
plans.

We will develop ways to share lessons from the
survey with all stakeholders through a variety of
formats which may include presentations,
workshops, articles and thematic briefings. We will
also be considering how the survey could run in
the future should we wish to replicate it to monitor
progress over time on specific areas we target.
provides on location and success rates.
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Summary of the results

Overall, most patients (75%) are satisfied with
their treatment experience. There are no
significant differences in satisfaction levels
among private or NHS clinic users, between
patients and partners, nor between those that
had undergone more or less cycles.

Just over three quarters (78%) of those who
have visited a fertility clinic in the past two
years spoke to a GP about their options when
they first started thinking about fertility
treatment. Just over half (54%) of patients are
satisfied with the advice their GP provided, a
sizable minority (26%) were not.

The majority (73%) are satisfied with the
coordination and administration of treatment
and this is significantly higher for those whose
most recent treatment was in a private clinic
(78%), than for those who most recently used
an NHS clinic (65%). This difference may reflect
the resources available to the private sector.
Private clinics in general are perceived to be
more flexible, with their users more likely to be
satisfied than NHS clinic users. An element of
service provision comes through quite strongly
— when people are paying, they expect better
standards.

Patients are more likely than partners to say
that they felt involved and treated with respect
and dignity in certain aspects of the fertility
treatment process; those participating in the
focus groups suggested that female partners
are likely to feel more involved than male
partners.

Although three quarters (75%) remember
receiving information about how to access
counselling, one in five (20%) report not
receiving any information. Patients welcome
friendly and personable staff making an effort
to learn their (and their partners’) names.

Seemingly small changes, such as where staff
talk to patients and their partners while they’re
waiting for their appointments, has a positive
impact.

On the topic of feedback, 63% of respondents
said that they felt able to provide feedback at
any time. Very few can recall being told about
formal feedback channels upfront and, perhaps
as a result of this, few see this as an official
part of the treatment process.

Just over three fifths (62%) of those whose
most recent treatment was at a private clinic
said they paid more than they expected to,
compared to less than a quarter (23%) of those
who visited an NHS clinic. Just over three
quarters (77%) of fertility clinic users who had
additional treatments used a treatment add on
were satisfied with how open and transparent
the costs of these were.

Private clinic users are more likely to say they
are aware of the HFEA than those who most
recently used an NHS clinic (76% vs. 64%). A
fifth (20%) of those that had treatment in the
past two years considered the ‘Choose a
Fertility Clinic’ function on our website as an
important tool in choosing a particular clinic,
particularly the information it provides on
location and success rates.


https://www.hfea.gov.uk/choose-a-clinic/
https://www.hfea.gov.uk/choose-a-clinic/

Pilot national fertility patient survey Human Fertilisation and Embryology Authority 4

Full report
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1 Management summary

1.1
1.1.1

Introduction

The Human Fertilisation and Embryology Authority (HFEA) is the UK’s independent regulator
of fertility treatment and embryo research that sets standards for and issues licences to

fertility clinics and centres, and collects data about fertility treatments and their outcomes.

The HFEA identified a need to conduct research with both patients and their partners who
have used fertility clinics to understand the experience of care across the fertility sector, using

a systematic approach to allow comparisons over time and across patient groups.

The results of this research will allow the HFEA to build up a picture of the patient experience,

and identify any areas where the quality of patient care could be improved.

1.2 Summary of findings

1.2.1

1.2.2

1.2.3

Route to treatment
When seeking out initial information about fertility treatment, the most popular sources are
search engines (60%), clinic websites (51%), the HFEA website (45%) or their GP (41%).

The medical professionals that patients are most familiar with - GPs - are often seen as a
key access point to treatment. However, whilst just over half (54%) are satisfied with the
advice their GP provided, a sizable minority (26%) were not. This has not significantly
changed over time. A good start to the treatment process is crucial; the qualitative phase
suggests that negative experiences at this stage can have a negative impact on patients, and
can make them question whether the rest of the fertility experience will be difficult /

challenging.

The most popular reasons for choosing a particular clinic were the location (51%), information
about success rates (44%) and having a good first impression of the clinic and staff (36%).
There is a need to fit treatment around patients’ busy lives, and choosing the right clinic for

them is key.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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1.2.4

1.2.5

1.2.6

1.2.7

1.2.8

Organisation and coordination

The majority (73%) are satisfied with the coordination and administration of treatment and
this is significantly higher for those whose most recent treatment was in a private clinic (78%),
than for those who most recently used an NHS clinic (65%). Private clinics in general are
perceived to be more flexible, with their users more likely to be satisfied than NHS clinic
users. An element of service provision comes through quite strongly — when people are

paying, they expect better standards.

Perhaps in line with increased pressures on the NHS over the past few years, those who
used an NHS fertility clinic within the last two years are less likely to say they are satisfied
than those who used one between two to five years ago (52% vs. 72%). However, this shift
is not mirrored in the private healthcare system with 81% of those that had treatment in the
past two years saying they are satisfied, compared to 83% of fertility clinic users two to five

years ago.

Communicating and interacting with healthcare professionals

The vast majority (82%) of fertility clinic users say they are comfortable asking questions and
many feel that they are listened to when they do ask questions. However, sometimes the
amount of information received in the consultation can be overwhelming, and it would be
helpful to have hard-to-access information recorded to take away, either in note form or as a

voice recording.

For around three in four (74%) the success rates were felt to be clear. However, one in four
(26%), felt the chances of success were not made clear and some said it made the process

harder to comprehend.

For most (76%), the detail provided about their treatment (often formalised as a ‘treatment
plan’) was ‘just about right’, while for one in five (19%) there is too little detail. From this it can

be inferred that it is about giving patients enough detail, but without overwhelming them.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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1.2.9

1.2.10

1.2.11

1.2.12

1.2.13

Emotional support

Although three quarters (75%) remember receiving information about how to access
counselling, one in five (20%) report not receiving any information. Mandatory pre-treatment
counselling for sperm donors is seen as useful, but there is quite a mix of comments on
counselling overall, dependent on the counsellor themselves and format (e.g. group, partner).

There are calls for counselling at points further along the fertility journey.

The most helpful forms of support tend to be people they already know, with 48% saying their
partner was helpful and 41% friends and family. For 31% it was an online support group.
During treatment, nurses are perceived to be the most approachable (78%), whilst

consultants are slightly less so (63%).

Respect and dignity
Patients were more likely than partners to say that they felt involved and treated with respect
and dignity in certain aspects of the fertility treatment process; those participating in the focus

groups suggested that female partners are likely to feel more involved than male partners.

Cost and treatment add-ons

The most commonly used treatment add-ons were clinical techniques, such as an
endometrial scratch (27%), embryo glue (23%) or embryoscope (22%). Holistic add-ons are
less often mentioned, although around one in four (26%) had had acupuncture in the last two

years.

The majority (77%) of those that had treatment add-ons were satisfied that the costs were

open and transparent, however, some paid slightly more than expected.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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Overall satisfaction

1.2.14

1.2.15

1.2.16

1.2.17

Three quarters (75%) of those that used a fertility clinic in the past two years say they were
satisfied with the fertility treatment overall. There are no significant differences in satisfaction
levels among private / NHS clinic users, between patients and partners, nor between those
that had undergone more or less cycles. The outcome is a key determinant in overall
satisfaction; around nine in ten (89%) of those that were successful say they are satisfied
overall, with no one saying that they were dissatisfied. For those that were unsuccessful,
three in ten (30%) say that they were dissatisfied. Yet even for those who were ultimately
unsuccessful, for over half (52%), their view of the overall process was predominantly

positive.

The key driver model shows that the main drivers of satisfaction are the “interest shown in
you as a person”, the quality of counselling (for those that received it) and the coordination
and administration of treatment. Relative to other high impact aspects of patient satisfaction,
the “interest shown in you as a person” is not as well rated. Improving patient satisfaction for
this measure is likely to have the greatest impact on overall satisfaction with the fertility

treatment process as a whole.

The advice provided by GPs and the ease of access to fertility treatment are the lowest
performing measures for patient satisfaction, however they are not significant drivers of

overall satisfaction, perhaps because of that applies only to one early stage in the journey.

HFEA
Over seven in ten (71%) are aware of the HFEA. This is highest amongst those who have
undergone five or more cycles which rises to over eight in ten (84%), which is significantly

higher than those who have had three to four (77%) or one to two cycles (68%).

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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2 Methodology

2.1.1

213

215

To help inform questionnaire design, involve patients in that process and generate insights
for this report we held four focus groups —in London and Manchester, and four online focus
groups to allow patients and partners based across the UK to participate. These were formed
of patients with male partners and there were an additional eight one to one in-depth
interviews conducted with patients with same-sex partners, or no partner, again spread

across the UK.

All respondents in the qualitative phase were either in the process of receiving fertility
treatment, or had been through the process in the last two years (with either a successful or
an unsuccessful outcome). Within the sample, there was a skew towards IVF (male partners)
that is in line with the statistics on the number of treatments each year. The approach also
included IUl or IVF (female partners, no partner), and a mix of those using NHS / private
treatment. There was a mix of social grade and location (mix of urban / rural, and spread of

locations across the UK) whilst their age fell out naturally in recruitment.

The quantitative phase was based on the findings from the qualitative phase. The
questionnaire was tested through a set of cognitive interviews with patients and amended
after their feedback. The survey was conducted online and disseminated through a number
of different channels, including the YouGov research panel and an open survey link, which

was posted on various media channels.

The survey was carried out between 3rd September and 2nd October 2018. The total number
of responses was 1,017 patients or partners and the data was weighted to be representative

by treatment type, age, region and partner status according to statistics provided by HFEA.

The main focus of this report is on those who used a fertility clinic in the last two years, of
which 637 responses were achieved. Comparisons are made with those who used a clinic
between two and five years ago, a total of 295 responses. Summary figures are given for

those that had treatment in the last five years, totalling 932 respondents.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com




Pilot national fertility patient survey Human Fertilisation and Embryology Authority 12

I ou What the world thinks

2.1.6 Throughout the report, we highlight interesting differences between sub-groups (often
marked with a circle on the charts) where these are significantly different than could be
expected by chance (p<0.05). The data is analysed by patient / partner status, most recent

clinic type, location, funding and number of cycles, and success of treatment.

2.1.7 Further details of the respondent breakdown within the data can be found in Appendix A.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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3 The route to fertility treatment

3.1 Accessing information

3.1.1

Summary of key findings

u When seeking out initial information about fertility treatment, the most popular
sources for those that used a fertility clinic in the past two years were search
engines (60%), clinic websites (51%), the HFEA website (45%) or their GP
(41%).

u Similarly, those that used a fertility clinic in the past five years were most likely
to use search engines (57%), clinic websites (49%) and their GP (43%) to find

out information.

[ Of those that used a fertility clinic in the last two years and spoke to a GP about

their options, around half (54%) were satisfied with the advice provided.

| This is similar to the overall group that had treatment in the past five years, of

which 56% say they were satisfied with their GP’s advice.

When those who used a UK fertility clinic within the past two years first thought about fertility
treatment, three in five (60%) turned to search engines to find out more information. An
increasingly popular information source, only half (50%) of those who used a fertility clinic
between two and five years ago said they used them to find out more. When using search
engines to seek out information on fertility treatment, most use key search terms — such as

‘not conceived after a year or ‘IVF’ — to help refine their search.

Following this, the most popular sources of information were clinic websites (51%), the HFEA
website (45%) or their GP (41%).

Clinic websites allow patients to assess the range of treatment options available and review
treatment prices. Most also seek out additional information on clinic websites — including
information on the consultants (e.g. credentials) and success rates. These factors are felt to
give them a steer on treatment quality. Those using the HFEA website are positive about the

treatment descriptions contained on the site.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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3.1.4 Additional information sources include fertility blogs and forums — where they are looking for
information about the patient/ clinic experience — and open evenings and fertility fairs. Clinic
open evenings allow them to review facilities, speak to staff and seek out additional
information. Individuals speak positively about fertility fairs, which allow them to see a number

of clinics in one place, though these can be overwhelming.

“[The] GP was the first point of call and then a bit of research. My
sister-in-law had had IVF, and | went to the clinic she recommended — if
she hadn’t recommended it I'd still be looking into it now” (focus group

participant)

“I initially looked into clinics advertised on the tube, then | started
researching clinics via Google and online forums” (focus group

participant)

“I went to the fertility show — lots of different clinics [all in one
place], and people from the association of acupuncturists. There were

workshops and shows” (focus group participant)

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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You

Human Fertilisation and Embryology Authority

Figure 1: When you first thought about fertility treatment, which, if any, of the following did you

use to find out more?

Search engines (e.g. Google)

Clinic websites

HFEA (Human Fertilisation & Embryology Authority)
website

GP

Forums

Friends or family

Social network sites (e.g. Facebook and Twitter)
Online written blog

Books or magazines

Charities

Video blog (e.g. on YouTube)

Other

u Between two and five years

51%
(]

ﬂ

22%

27%

p—
B
17%
- 7
13%
. 4%
8%
e
7%
B
7%

H Past two years

Base: All who used a UK fertility clinic within last two years (N=637); between two and five years ago (N=295)

3.1.5

In an interconnected world, forums are an increasingly common information source when

looking for information about fertility treatment. Around two in five (39%) fertility clinic users

in the last two years cited them, slightly higher than around one in five (21%) of those that

had treatment between two and five years ago.

In line with these findings, social network sites have also increased in popularity over the

course of the past few years, with one-fifth (20%) of clinic users in the past two years saying

they use them, compared to 8% of those that used a clinic between two and five years ago.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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3.1.7

3.1.8

3.1.10

3.1.11

The use of search engines amongst recent fertility clinic users is consistent regardless of
where they most recently received treatment. However, those who most recently visited a
private clinic (with or without NHS funding) were more likely to use clinic websites than those

who most recently used an NHS clinic (56% vs. 44%).

Similarly, those whose most recent treatment was at a private clinic were also much more
likely to use the HFEA website for initial information, compared to those who visited NHS
clinics (50% vs. 37%).

The use of the HFEA as an initial source of information about fertility treatment has risen
significantly — those who used a clinic within the last two years are significantly more likely to
have turned to the HFEA than those who visited a clinic between two to five years ago (45%
vs. 35%).

Just over three quarters (78%) of those who have visited a fertility clinic in the past two years
spoke to a GP about their options when they first started thinking about fertility treatment.

This has not significantly changed over time.

GPs — the medical professionals patients are most familiar with — are often seen as a key
access point to treatment. Indeed, as the first step towards NHS funding or advice and
guidance, they play an important role in the referral process. While patients recognise that
GPs are not fertility specialists and won’t have ‘all the answers’, they do expect to them to
provide information and guidance at this stage. They do not, however, always get the
practical information / guidance that they require, and some see GPs as a barrier to
treatment. Many patients said that they were simply told to ‘carry on trying’ to conceive
naturally, or to ‘give it more time’ when they first visited their GP, adding more time to the

process and drawing out the experience.

“GP was dismissive, blasé, said that most wouldn't fall pregnant
in first year and a half... | was referred after a third appointment” (focus

group participant)

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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3.1.12

3.1.13

3.1.14

3.1.15

“The GPs had very little subject specific info so referred us
straight to a fertility clinic... We were expecting a lack of knowledge but

still found it unacceptable” (focus group participant)

The result of this, those that were not satisfied with the advice provided by their GP were
significantly more likely to be private clinic users (79% vs. 52%), whilst those satisfied were
more likely to have used an NHS clinic most recently (46% vs. 21%). This suggests that
experiences with GPs, whether positive or negative, play a key role in the decision regarding

clinic type.

Those in London and the South East were much less likely to speak to a GP than those from

other areas in the UK — 72% and 83% respectively.

Those who used a private clinic in the last two years were less likely than NHS clinic users

to say they spoke to a GP about their options (76% vs. 84%).

Information from friends and family plays a role for just over a quarter (27%). In the earliest
stages of the journey, recommendations from friends, family and work colleagues help to
shape treatment choices. Their honest, impartial information is trusted, and helps them to get

a real sense of the fertility treatment experience.

3.2 Initial satisfaction

3.2.1

3.2.2

3.2.3

Of those who spoke to a GP when they first considered fertility treatment, just over half (54%)
were satisfied with the advice provided. However, a quarter (26%) say they were dissatisfied

by the advice provided, significantly higher for patients (29%) than partners (14%).

There were not significant differences in initial satisfaction with regards to age or treatment
type.

Of those that used a fertility clinic in the past two years, partners were more likely than
patients to say that they were satisfied with how long it took to begin fertility treatment (58%
vs. 43%). There were not significant differences in satisfaction levels between patients and
partners with regards to the advice provided by a GP and the ease of accessing fertility
treatment through the NHS.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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Figure 2: When you first thought about fertility treatment, how satisfied or dissatisfied were
you with...?

62%
The advice provided by you / your partner's GP
52%
56%
How easy it was to access fertility treatment through the = Partner
NHS (if relevant) u Patient
49%
How long it took to begin fertility treatment
43%

Base: All patients / partners who used a UK fertility clinic within last two years (N=522 / 115)

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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3.24

3.2.5

3.2.6

3.2.7

Many dissatisfied patients did not receive the advice / support they expected from their GP.
Being told to ‘wait one to two years’ for treatment, or to ‘continue trying to conceive naturally’
is seen as very ‘dismissive’ — especially if they're not given any advice on what they can do
to increase their chances of conceiving in this time. Others also comment on GPs being
insensitive — for example, telling them they’re too old for fertility treatment or too overweight
to conceive — which can be upsetting and hurtful. Negative experiences at this stage can
colour respondents’ expectations of the future fertility journey. In contrast — positive
experiences with GPs at this stage can have a positive impact on the overall experience. For
example, GPs that are proactive around the referral process (e.g. referring patients to a clinic
/ specialist quickly), or GPs that have a good working understanding of the treatment process
and can offer information / advice (e.g. about the different options available / most suitable
options), are positively received as they can help patients to access the right type of treatment

for them, and move through the system at speed.

Half of those who have accessed fertility treatment via the NHS were satisfied with how easy
it was to do so; the referral process from GP to NHS clinic is generally said to be quick and
easy. However, once they are in the system, accessing treatment can be more challenging.
Many comment on poor internal comms (e.g. doctors not reading notes, doctors not knowing
what other doctors are doing), and some also comment on logistical challenges (e.g. being

sent to different NHS units for different tests / treatments). This can draw out the process.

Those living outside London and the South East were significantly more likely to be satisfied
with the ease of getting fertility treatment via the NHS than those in London and the South
East (57% vs. 43%).

Just under half (46%) said they were satisfied with how long it took to begin fertility treatment.
Those whose most recent treatment was in a private clinic were significantly more likely to
say they were satisfied (53%) than those who visited an NHS clinic (36%). However, those
using their own funding and those who sought NHS funding had comparable satisfaction on
the time it took to begin fertility treatment (both 47%).

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com
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3.3 Accessing treatment

Summary of key findings
[ For those that had treatment in the last two years, the location (51%), information
about success rates (44%) and having a good first impression of the clinic and

staff (36%) were the most important reasons for choosing a clinic.

[ Overall for those that had treatment in the last five years, the most important
reason for choosing a particular clinic is also location, with half (51%) citing this
reason. Information about success rates (41%), GP referral (35%) and a good
impression of the clinic and clinic staff (34%) are the next most important

reasons.

3.3.1  The most popular reasons for choosing a particular clinic, for those that had treatment in the
last two years, were the location (51%), information about success rates (44%) and having a

good first impression of the clinic and staff (36%).

3.3.2 ltis unsurprising that location is key. Ultimately, a clinic must be convenient so that they can
fit their treatment into their lives, and many look for clinics close to work or home. Success
rates are an important consideration in the shortlisting process. While success rates are
based on generalisable (versus specific) data, it does serve as a guide; a high success rate
can be enough to tip the balance if they are deciding between two clinics. Finally, the
impression of the clinic. In terms of the opening hours, flexible appointment times, facilities
and atmosphere also plays a role. Patients want to receive treatment in a comfortable,

supportive environment.

“Success rates were quite influential — the main thing over
locality. They break it down from successful pregnancies and successful

live births so it was easy to understand” (focus group participant)

“Success rates are a big thing, if they don't have great success
rates it makes you not want to use them — there is obviously a reason...”

(focus group participant)
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“We looked on the internet to find the right clinic — focusing on

reviews and success rates, and picked a clinic based on these factors —

plus being nearby” (Interview participant)

“We preferred the consultant at one clinic, the one we ended up

using, because he was more forthcoming with information and broke

things down better. He seemed competent and knowledgeable, even if

he was a little bit blunt” (Interview participant)

Figure 3: Which of the following were the most important reasons you used a particular clinic

or clinics? Please tick the 6 most important reasons.

Location / distance from home / work m.
T T

(]
T G2

Information about success rates

Good first impression of the clinic and clinic staff
Referred there by GP

Treatment options offered

Clinic websites

Recommendation from family or friends

The HFEA Choose a Fertility Clinic website
Cost

Referred there by a specialist consultant
Inspection ratings / reports

Convenient opening hours / flexible appointment times
Feedback on social networks, blogs or forums
Events such as open evenings

Other

! 0%]9%

T 2%
TR
T
5
Y o,
B i, )
W 5% S
%

3% 8%
0

m Patient
m Partner

Base: All patients / partners who used a UK fertility clinic within last two years (N=522 / 115)
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3.3.3 Afifth (20%) of those that had treatment in the past two years considered the HFEA ‘Choose
a Fertility Clinic’ website an important tool in choosing a particular clinic, particularly the
information it provides on location and success rates. Seeing the HFEA website as an
important source of information has significantly risen - only one in nine people (12%) who
had treatment between two and five years ago remembered it as an important reason to

choose a clinic.

3.3.4 Partners of those undergoing fertility treatments are more likely than patients to consider
convenient opening times a key reason to choose a clinic, while patients are more likely to

prioritise location, success rates, recommendations, and social network feedback.
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4 The patient experience

4.1 Organisation and coordination of care

Summary of key findings
| Of those that used a fertility clinic in the last two years, the majority (73%) are

satisfied with the coordination and administration of treatment.

u This is similar to the total figure for those that had treatment in the last five years,

of which around three in four (74%) were satisfied.

[ Over two thirds (70%) of those who used a fertility clinic in the last 2 years were
satisfied with the length of time between appointments and over half (55%) were

satisfied they could contact a named person at the clinic.

| In total, those that had treatment in the past five years were more likely to say
they were satisfied between the length of time between appointments (72%) and

that they could contact a named person at the clinic (58%).

4.1.1 Satisfaction surrounding the organisation and coordination of care is high, with the majority
(73%) of those who have visited a fertility clinic in the past two years saying they are satisfied
with the coordination and administration of the treatment. This is significantly higher for those
whose most recent treatment was in a private clinic (78%) than for those who most recently
used an NHS clinic (65%). This reflects the findings of the qualitative phase which indicates
that while access to treatment is relatively consistent across NHS / private clinics, private
clinics are said to be more flexible in terms of access to appointments, and in ensuring a
dedicated contact across the fertility treatment journey (especially for those that have had

experience of both NHS and private treatment).

4.1.2 For each of the measures of satisfaction surrounding the organisation and coordination of
care, those who most recently used a private clinic are more likely to be satisfied than those
whose most recent treatment was in an NHS clinic. This could be a result of increasing

pressures on the NHS, which have not impacted private healthcare services in the same way.
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Figure 4: Coordination NHS / Private

Those using NHS clinics report some challenges with
accessing appointments and waiting times, and in
having a consistent designated contact; however, most
are relatively happy with the experience.

- Access to appointments can, for many, seem limited and
inflexible (especially by those that have experienced both
private and NHS treatment). With few appointments early in
the day or late afternoon / early evening, fitting appointments
around work / other commitments, can be challenging

» Waiting times are only problematic when delays aren't
effectively communicated; patients understand that delays
can occur, but when it's up to 30 minutes and they've not
been updated, it can be very frustrating.

» Continuity of care is generally good, especially if they've
completed several rounds of treatment and have a ‘treatment
team’; continuity of care is especially important with regards
to consultants, as it means they understand their patients’
history and know about their key needs.

- Designated contacts may be available to patients (phone
numbers / emails of nurses / consultants), but accessing their
support is not always easy (e.g. unanswered emails).

Those receiving treatment in private clinics, are
broadly more positive about the experience. However,
as they're paying for treatment, they have higher
expectations for the treatment they receive.

- Access to appointments s considered to be excellent, as
clinics offer flexibility (e.g. early / late time slots), and a range
of facilities (e.g. parking), so that patients can fit appointments
into their lives

+ Waiting times are rarely an issue, with only minor delays
reported. When there are delays, these are clearly
communicated, and staff are very apologetic.

+ Continuity of care is generally excellent, with most saying
that they have the same ‘team’ each time; continuity of
consultant / embryologist etc., is considered to be crucial.

- Designated contacts are a key part of the private clinic
experience; respondents report having designated contact
numbers (for nurses and consultants), plus emergency
numbers too (minority).
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Figure 5: How satisfied or dissatisfied were you with these aspects of organisation and coordination?

% Very satisfied / satisfied

73%
With the coordination / administration of the treatment n —
That the number of separate days you / your partner had 647 2%
to attend for treatment was kept to a minimum

70%
With the length of time between appointments 52% ™
. . . . 66%
With the flexibility of appointment times and days 54%
With time spent in waiting rooms on the day of 570 64%
appointments
Being seen by the same healthcare professionals 52%58%
throughout 62%

55%
That you could contact a named person at the clinic m

mTotal mNHS Clinic = Private Clinic

Base: All who used a UK fertility clinic within last two years (N=637); Private Clinic (N=386); NHS Clinic
(N=244).
4.1.3 The biggest disparity between satisfaction levels of those who most recently used a private
clinic, as opposed to NHS clinic users, is with the length of the time between appointments
(81% vs. 52%). However, there is not such a significant difference in satisfaction about being

seen by the same healthcare professionals throughout (62% vs. 52%).

4.1.4 Those that had undergone five or more cycles were more likely than those who were in their
first or second cycle to say that they were satisfied with the length of time between

appointments (85% vs. 65%).

4.1.5 Additionally, those who used a fertility clinic between two to five years ago are more likely to
say they were satisfied with the length of time between appointments than those in the past
two years (78% vs. 70%).
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4.1.6 The difference in satisfaction levels with the length of time between appointments is
particularly pronounced when considering those whose most recent treatment was in an NHS
clinic. For those that had treatment between two to five years ago, over three in five (72%)
say they were satisfied. This has fallen significantly, and for those that had treatment on the

NHS in the past two years, 52% were satisfied — a decrease of 20 percentage points.

4.1.7 Whilst there has been a significant decline in satisfaction with waiting times for NHS clinic
users, this shift is not mirrored in the private healthcare system. Satisfaction has remained
fairly stable for those who most recently used a private clinic with 83% of those who have
treatment between two and five years ago saying they were satisfied, compared to 81% of

those who had treatment in the past two years.

Figure 6: How satisfied or dissatisfied were you with these aspects of organisation and
coordination?

% Very satisfied / satisfied

78%

With the coordination / administration of the treatment 73%

That the number of separate days you / your partner had 8%
to attend for treatment was kept to a minimum 72%

0,
With the length of time between appointments 70%

69%

With the flexibility of appointment times and days 66%

67%
64%

With time spent in waiting rooms on the day of
appointments

Being seen by the same healthcare professionals 66%

throughout 58%

That you could contact a named person at the clinic 55%

u Between two and five years ago M Last two years

Base: All who used a UK fertility clinic within last two years (N=637); between two and five years ago (N=295)
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4.1.8 Additionally, those that had treatment in the past two years were more likely to say that they

were dissatisfied with being able to contact a named person at the clinic than those that had

it between two and five years ago — 27% and 18% respectively.

41.9

Whether or not the treatment was successful did not affect satisfaction levels regarding

organisation of care, with no significant differences between the two groups.

4.1.10 Although the majority were satisfied with various aspects of the organisation and coordination

of care, when asked to expand on their experiences, it became evident that a large number

felt frustrated with the administrative process. For some, this was a result of a lack of

communication, a sense of confusion and errors being made.

Figure 7: If you have any comments or experiences you would like to share about the

coordination of treatment.

It would be really nice to just have
one doctor overseeing everything
rather than a different doctor each
time.

The appointments with the
consultant leading up to
starting the treatment were
terrible. Very disorganised and
unclear how to proceed.

We were left concerned and
frustrated that almost every
appointment was with a different
person. Each time this happened we
felt that we were having to go over
ground already covered in our

Administration processes could be
improved e.g. patient history checks,
follow ups after complaints. A lot of
assumptions are made about the level
of knowledge a patient already has on
IVF and IUI treatments.

Good during treatment - not
great afterwards when it has
failed and you need the support
the most.

Organised and
administered excellently.

Medical staff would often not
have read my notes when |
went in and would wrongly
guess the reason | was there
— e.g. follicle scan when
actually it was a uterine lining
scan. This made me feel that
they didn’t care.

Very busy, appointment running

late. Difficult to get appointment

when suited around work.

ongoing conversation about our
treatment.

The treatment we
received was good but
the administrations and
communication between
the clinic and ourselves
was ridiculously bad.

Everyone within clinic very
nice individually but
information not always
shared between team and
messages not always
passed on.

My clinic has been excellent.
Very caring and professional.
Unfortunately the process
involves many appointments,
many of which have to be on
set days at short notice, but
the clinic do their best within
those restrictions.

4.1.11 Case studies illustrating both positive and negative patient experiences of organisation /

coordination of care are shown below.
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Figure 8: Case studies of organisation and coordination

Who: Female, female partner, NHS

Area of treatment experience: Qrganisation /
coordination of care

Top line: Patients appreciate not having to recount all
of their personal and medical information every time
they speak to a new professional.

Evidence of good practice: The hospitals and fertility
clinics already had a solid working relationship with a
European sperm bank, which allowed procedures to

move forwards quickly once the couple were settled on

the logistics of their treatment. They were appointed to

a number of satellite clinics, meaning that they did not
have to travel long distances every time a scan was
required. The couple did not experience any cases of

information mix ups, nor missing details when they
were switching between their two clinics. Treatments

Who: Female, female partner, private

Area of treatment experience: Qrganisation /
coordination of care

Top line: Patients resent having to work incredibly
hard for their information and feel that greater care
should be taken to ensure that details are coordinated
appropriately.

Evidence of bad practice: Despite attending open
evenings at clinics, the patient was met with limited
information and this was also the case throughout
other stages of the process. There was no
communication from one phase to the next, and the
fertility clinic seemed to have little direct contact with
the hospital. It was expected that the couple would
drive long distances between locations and would be
expected to pass on their own personal and medical

were altered specifically to suit the needs and medical
requirements of the patient herself.

information — rather than the clinics doing this digitally
themselves. As a result, important information was
occasionally forgotten. Some appointments were
scheduled at inconvenient times — meaning that they
often coincided with the couples’ working = which had
an impact upon the desired privacy surrounding the

\ j k process as a whole.

4.2 Communication and interaction with healthcare staff

Summary of key findings

u The majority (82%) of those that used a fertility clinic in the past two years said
they felt comfortable asking questions, similar to the overall figure for those that
used a clinic in the last five years (83%).

[ Two thirds (69%) of those that had treatment in the last 2 years said they had
enough time with the healthcare professionals. This is slightly lower than the

overall figure for those that had treatment in the past five years (72%).

| For those that had a treatment plan in the last two years, the detail was mostly
just about right (76%). For one in five (19%) there is too little detail.

| Similarly, for those that had a treatment plan in the last five years, the detail was
mostly just about right (77%). For over a quarter (17%) there was too little detail,

and for a small minority (3%) there was too much detail.
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4.2.1 With regards to communication and interaction with healthcare staff, over four-fifths (82%)
felt comfortable asking questions; around seven in ten (72%) felt involved in treatment
decisions and felt that they were listened to. They were least likely to say that they felt able

to provide feedback at any time, however this was still a sizable number (63%).

4.2.2 In the focus groups, few reported concerns about raising questions during appointments /
consultations. However, having the option to ask questions after consultations is also key.
The amount of information shared in consultations can be overwhelming, and many said that
it was only after they had left the room that they would think of questions to ask, this is
especially the case during the first round of treatment when there is a lot of new information

to digest.

4.2.3 Most agree that they feel that they are listened to when they ask questions. However, some
medical professionals are seen as more open and approachable than others; a sizeable
minority say that consultants can be rushed and dismissive in comparison to nurses, but they

recognise that this is partly due to the complex information they are imparting.

“There was no judgement... they told us there is no such thing as

a stupid question” (focus group participant)

“[With] our main doctor, it felt like you were always in and out —
she was way too busy to be there, she had too much other stuff to do — it

felt like you were a science experiment...” (focus group participant)

“There were times when we felt we weren't given enough time to

take in all the information” (focus group participant)
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4.2.4 When it comes to best practice, it's clear from the qualitative phase that patients are looking
for medical professionals that give them time to digest information and give them the
opportunity to ask questions wherever required — be it in the consultation room, or later on
(via email or phone). Patients also welcome the opportunity to ask the less serious or ‘silly’
questions they may have, without judgement. Bad practice in here relates to medical
professionals being — or appearing — too busy for patients to ask questions, or dismissing

any questions that patients raise.

4.2.5 For each of the statements, and in line with earlier findings, those whose most recent
treatment was in a private clinic were more likely than those who used an NHS clinic most

recently to say they agreed with the statements.

Figure 9: To what extent would you agree or disagree with the following aspects of

communication and interaction...

% Strongly agree / tend to agree

] ] o 72%
Felt involved in treatment decisions 63%
] 72%
Felt listened to 63%
Had enough time with them 62%
) ) 67%
Felt able to state concerns or complaints at any time 60%
] ] 63%
Felt able to provide feedback at any time 54%

mTotal ®mNHS Clinic = Private Clinic

Base: All who used a UK fertility clinic within last two years in a Private clinic (N=386); NHS clinic (N=244).
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4.2.6 Over a quarter (27%) of NHS clinic users disagreed that they had enough time with the
healthcare professionals, dropping to one-sixth (16%) of those who most recently used a
private clinic. NHS clinic users were also more likely to disagree that they felt comfortable to
provide feedback at any time (30% vs. 17%) and that they felt comfortable asking questions
(15% vs. 6%).

4.2.7 Those who used a fertility clinic in the past two years were more likely than those who did
between two and five years ago to say they were dissatisfied that they had enough time with

the healthcare professionals (21% vs. 12%).

4.2.8 They are also more likely to disagree they felt able to state concerns or complaints at any
time (20% vs. 13%) and that they felt able to provide feedback at any time (22% vs. 14%).

4.2.9 Those who received treatment in London and the South East were less likely than those
elsewhere in the UK to say they felt comfortable asking questions — 77% and 86%

respectively.

4.2.10 Patients that had undergone five or more cycles were more likely to say that they felt involved
in the treatment decisions than those that had just completed one cycle (80% vs. 65%). With
more cycles we might expect higher levels of knowledge and, possibly, involvement as a

result of experience.

4.2.11 Many spoke very highly of the healthcare professionals they encountered, praising their
support and professionalism. Yet, perhaps a result of the amount of people requiring
treatment, some felt that the healthcare professionals lacked empathy and that the process
felt rushed.

4.2.12 When it comes to providing feedback, some are actively doing this during treatment (feeding
back negative experiences about, for example, counselling), or at the end of their treatment
via feedback forms. However, not all felt comfortable providing feedback during the treatment
process; the qualitative phase suggest that some individuals were concerned about the
potential repercussions on their future treatment if they provide negative feedback during

treatment itself.
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4.2.13 Very few can recall being told about formal feedback channels upfront and, perhaps as a
result of this, few see this as an official part of the treatment process. When feedback is
sought from patients it is at the end of the process. However, some would prefer this to come
one to two months later, when they have processed the outcome (especially where this has

been a negative outcome), and can provide more focused feedback.

Figure 10: If you have any comments about your experiences with health professionals please

type in here.

Very professional at all times, never
gave any false hope. Gave clear
and concise instructions. The
nurses and theatre staff were well
informed and knowledgeable.

Outstanding professionals and we
were treated with the upmost respect
and care given the delicate
circumstance.

They have all been so helpful
and very supportive, with good
humour for measure too,
amazing team.

Some of the nurses, when you call or
ask questions treat you as if you are
being an inconvenience to them, when
it's such an emotional and hard
experience as it is, it would be nice if
they were kind and empathetic towards

Health care professionals
during egg retrieval were very
good, considerate. Leading up
to the start of treatment was
very disappointing. Many minor
e errors were made in regards to
documentation.

Some professionals lacked
empathy in difficult situations
which made us feel like just a
number in the system rather
than real people.

Most have been outstanding,
however a small number have

This private cycle all health
professionals have been
amazing but on my NHS cycle
| felt rushed on every visit,
most staff were friendly

enough but it was easy to see
they were rushing people in
and out without much thought
for the individual.

been somewhat insensitive.

Poor communication skills,
overconfident and
intimidating laboratory staff.
Lovely nurses.

4.2.14 For the most part, the details of the treatment — consent forms, plan, and chance of success
— were communicated clearly. The vast majority (86%) of those who have visited a fertility
clinic in the past two years said that the consent forms for treatment were clear. Patients
were more likely than partners to feel the consent forms were clear (89% vs. 72%),
contributing to a narrative that partners did not always feel included and informed about all

aspects of the process.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com



Pilot national fertility patient survey Human Fertilisation and Embryology Authority 33

I ou What the world thinks

4.2.15

4.2.16

4.2.17

A similar proportion (81%) felt that the treatment plan (information about what happens and
when) was clear. This is significantly higher for those whose most recent treatment was in a

private clinic (84%) than for those who used an NHS clinic (75%).

A quarter (26%) of those who used a fertility clinic in the past two years felt the chances of
success were not made clear to them. This is significantly higher than for those that had
treatment between two and five years ago, of which 17% said they were not clear. Qualitative
insight indicates that chances of success are often explained in percentage terms — for
example, ‘if do X you are Y% likely to conceive’, or ‘women aged X are Y% likely to conceive
— which many find difficult to contextualise. This generalised information can be misleading

as it does not take other factors, such as patients’ health status or lifestyle, into account.

This could feed into overall satisfaction, with three in five (62%) of those that were dissatisfied
saying that the chances of success were not clear, compared to just 15% of those who were

satisfied.
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Figure 11: To what extent, if at all, were each of the following aspects clearly communicated to

you by the clinic?

% Very clear / quite clear

The consent forms for treatment

83%
81%

A treatment plan (information about what happens and
when)

81%

What to do if there are medical issues or emergencies
79%

82%
The chances of success
T4%

75%
73%

The health risks of treatment such as side effects

m Between two and five years ago H | ast two years

Base: All who used a UK fertility clinic within last two years (N=637); between two and five years ago (N=295)

4.2.18 For all of the statements, those who were given information on counselling were more likely
than those who were not to agree with them, suggesting that some clinics have more

comprehensive communication than others.
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Figure 12: To what extent, if at all, were each of the following aspects clearly communicated to

you by the clinic?

Information on counselling No information

The chances of success 81% 47%
A treatment plan 83% 73%
The consent forms for treatment 92% 68%
The health risks of treatment such as side | 78% 55%
effects

What to do if there are medical issues or | 83% 61%
emergencies

Base: All who used a UK fertility clinic within last two years that were given information on counselling (N=498);

those that were not (N=113)

4.2.19 Not being informed of success rates left respondents confused, with some saying it made
the process harder to comprehend. Information tailored to the individual would be useful (e.g.

linked to their age and health status), especially if it were communicated at the start of the

treatment process.
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| think the advice was very

Figure 13: If you feel the chances of success were not clearly communicated, please add why
you think that and what might make it clearer.

. Was never told of chance of | am a healthy 25 year old female

We weren't told what our chances success until after second and they said my chances were very
of success were. Perhaps failed round. It should be part good and were always talking as if it
because we were trying some new of the consent process. was 100% going to work so when it
drugs ,for the first t{me and they didn't | found it harder to cope with
weren't sure how I'd respond? as | wasn't prepared for the cycle to

There were general statistics of be unsuccessful as clinics never talk

success rates provided but no about failed cycles.

information relating to success rates Sadly I feel like no one

with my particular fertility issues, so | I T o) e

had no clear idea what my chances of of ICSI, despite having

success were, and | was told it was not “good test results” | am Clear facts which relates to

possible to say. left feeling totally my individual circumstances.

hopeless for the future.

subtle. My chances were low,

but have never heard this No one had actually
clizolie Leaflets should be provided with mentioned anything about
statistics on the likelihood of No one mentioned it to me. | success rates any time
success with specific conditions looked it up on the HFEA throughout my treatment it
- - like fibroids & endometriosis. And website what there success wasn' until | read on line
e e O ) chances of success after previous rates were. that it's something | am

opinions, thus made it

surgery or without surgery for each entitled to know so | asked

GETTETE condition. Nothing provided. my care team about
success rates.
4.2.20 Three quarters (76%) of those who used a fertility clinic in the past two years felt the detail of

the treatment plan was ‘just about right’; nineteen percent said there was too little detail; and
only two percent too much detail. This was the same for those whose most recent treatment
was in a private clinic and an NHS clinic (76%), and for patients as opposed to partners
(76%). Respondents that took part in the qualitative phase said that ‘good’ treatment plans
were clear, well set out (e.g. with bullet point format and tables), with all of the important
information clearly shown (e.g. timelines outlining when treatment would take place, when
drugs should be taken etc.). There was a preference for succinct documents (e.g. in PPT
format), rather than long Word documents. ‘Poor’ treatment plans tended to be either very
long or very short, and therefore too detailed (to hold their attention), or not detailed enough
(leaving them with questions). Ultimately, they’re looking for a succinct treatment plan that
gives them all the information they need (visually / graphically where possible), in a simple

and succinct format.
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4.2.21 Those who used a fertility clinic in the last two years were more likely than those who had it
between two and five years ago to say that the treatment plan contained too little detail (19%
vs. 12%).

4.2.22 Four out of five (81%) felt they would have known who to contact if there was a medical issue
or emergency away from the clinic. This was significantly higher for those who have had five
or more cycles (89%) than for those who had one (75%), which could be a result of the link

between the length of time they have been trying for and increasing involvement.

4.2.23 Case studies illustrating both positive and negative patient experiences of communication

are shown below.

Figure 14: Case studies of communication and interaction

Who: Female, female partner, private

Area of tfreatment experience: Communication /
involvement in the decision-making process

Top line: Felt informed and able to make her own
decisions throughout the process.

Evidence of good practice: The respondent felt that
her questions were always answered, and that ‘the
option was there’ for her to question any part of the

procedure. The tone of her initial consultation with her
(female) doctor was both personable and in-depth,

whilst remaining professional. The information given
was clear and all of the options were covered —
including things that the she had not thought about
herself. Chances of success were also well-
communicated and the treatment plan felt as though it
were specifically tailored to her herself. The doctor
made her professional opinions known, but respected
the preferences of the respondent and her partner, and
advice was given with the best intentions in mind.

Websites were recommended by the doctor, and the

respondent felt as though this represented a positive
start to the journey and made the subsequent path

Clearer.

Who: Female, female partner, private

Area of freatment experience: Communication /
involvement in the decision-making process

Top line: The couple felt that they were left out of
some of the key decision-making processes.

Evidence of bad practice: There were repeated
instances of the couple being sent incorrect
paperwork which subsequently held up the process,
as well as errors involving the treatments required — it
was written into the patient’s notes that she had
already been given a blood test, yet the clinic
attempted to administer a second as they were
unaware of the previous test. The steps involved from
start to finish (such as number of scans / tests,
counselling, administrative details) were also not clear,
and information was treated as though it were
‘frivolous’. By this, it was felt that the procedures were
treated as routine, with little care directed towards the
unfamiliarity of this process for the patient. It seemed
that there was a silent expectation that the patient
should know the answer to a number of unfamiliar
questions, and the lack of notifications prior to scans
was seen as unreliable.
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4.3 Emotional Support

Summary of key findings
| For those that had treatment in the last two years, the forms of support most
respondents considered helpful tend to be people they already know, with 48%

saying their partner was helpful and 41% friends and family.

[ This is similar for those that had treatment in the past five years; helpful forms
of support cited were partners (45%), friend or family members (39%) and online
support forums (28%). When thinking about which one of these was the most

important, fertility clinic users were most likely to say their partner (35%).

u For those that had treatment in the last two years, nurses are perceived to be
the most approachable (78%) during treatment, whilst consultants are slightly
less so (63%).

u This is in line with those that had treatment in the last five years, where nurses
were seen as the most approachable (76%) followed by doctors/consultants
(65%) and reception staff (63%).

4.3.1 Fertility treatment is highly emotional and support — whether informal (such as friends and

family) - or formal (such as counselling), is important.

4.3.2 Not everyone can recall being offered counselling. Three quarters (75%) of those in the past
two years say they were given information about the clinic’s counselling service and how to
arrange an appointment with a counsellor. One in five (20%) reported that they were not
given information about counselling services, and a further four percent were not sure if they

had been.

4.3.3 This was similar for those whose most recent treatment was in a private clinic (76%), and
NHS clinic (75%), and did not differ from patient (76%) to partner (72%). Those receiving
treatment in London and the South East were less likely than those elsewhere in the UK to

say they were offered counselling (83% vs. 67%).
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4.3.4 While many are being offered counselling at some point during the process, the availability,
frequency and quality of this is mixed. Quality of counselling is dependent on the individual
counsellor in question, with factors including a counsellors’ availability (for example, when
the patient needed support following a miscarriage), their individual counselling style (e.g.
using ‘floury’ language versus offering practical advice / support), and the amount information
discussed (e.g. level of detail on the ethical considerations related to using donor sperm) all

strongly influencing the experience.

“It was really good, it helped me realise | did want to carry on — it

was focused on what | wanted” (focus group participant)

“It did make us think about stuff... potentially beneficial, definitely

not detrimental” (focus group participant)

“The private [counsellor] was wishy washy — the NHS counsellor

was more practical” (focus group participant)

“She [the counsellor] explained to me that... It would be more
about talking about what had happened and how to deal with it... |
decided to have another one after first round didn’t work [and the
counselling was] really good, it helped me realise | did want to carry on —
it was very much focussed on what | wanted and what | wanted to do...”

(interview participant)

4.3.5 The mandatory pre-treatment counselling for those using sperm donors is considered to be
useful / informative. However, other pre-treatment counselling (e.g. group counselling
‘forums’), where couples are brought together to hear about the options available, is less well
received. It is said to be too generalised to be helpful, and too impersonal to resonate.
Counselling at the end of treatment often focuses on the next round of treatment, rather than
their emotional experience of the previous round. Some call for counselling one to two
months after treatment when they are less emotional and can discuss their experience with
greater clarity of mind.
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“You have to have counselling when you have sperm donation,
because of the non-anonymous thing ... and also again when we
decided to do egg sharing. But it was not offered at other points” (focus

group participant)

“They talked about the impact of using donor sperm... it will be

different for the babies” (focus group participant)

“Unfortunately afterwards, there’s not a lot of help... that’s where

the hospital doesn’t come through” (focus group participant)

“At the time when you’re going through it you’re mourning...

you’re not ready to pour everything out” (focus group participant)

4.3.6 The most helpful forms of support tend to be people that respondents already know, with
48% saying their partner was helpful, 41% friends and family and 31% an online support

group.

4.3.7 Online support forums have become a more popular form of support over recent years, with
31% of those that have used a clinic in the past two years citing them in comparison to 20%
of those who used a clinic between two and five years ago. This is in keeping with earlier
findings that forums have becoming an increasing popular source of information about fertility
treatment.
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Figure 15: From which, if any, of the following did you or your partner receive emotional
support that was helpful? Please tick all that apply.

Friends or family members m 41%
An online support forum m
A counsellor suggested by the clinic “%5%
Clinic nurses ﬂ 219%

A counsellor you found separately from the clinic ﬂ

Clinic doctors / consultants _‘I %Dé%

A support group that met in person ‘ofg%
Telephone helpline - ggg
Other uo/ji%

None of the above, did not receive any heIpfuI...m 21%

4.3.8

4.3.9

4.3.10

m Between two and five years ago  ®Last two years

Base: All who used a UK fertility clinic within last two years (N=637); between two and five years ago (N=295)

Those living in London and the South East were less likely than those elsewhere in the UK
to say they found an online support forum helpful (25% vs. 36%) or a counsellor suggested
by the clinic (15% vs. 28%).

By contrast, those living in London and the South East were more likely than those elsewhere
in the UK to say they thought a counsellor they found separately from the clinic was a useful
form of support (18% vs. 12%).

Patients were more likely than partners to cite friends or family members as a helpful form of
support, with 47% of patients saying so in comparison with 17% of partners. They were also
more likely to say that an online support forum was helpful (35% vs. 16%) with the majority
of fertility forums are for those going through treatment. In contrast, partners were more likely

than patients to say a telephone helpline gave them helpful support (11% vs. 4%).
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4.3.11 Of those that said one or more of these was a helpful source of emotional support, the most
helpful form of support was their partner (35%) followed by an online support forum such as
a fertility Facebook group (18%) and a counsellor found independently of the clinic (11%).
Individuals also experience ‘informal’ counselling, through clinic support staff who offer a

listening ear when required.

4.3.12 Partners are more likely than patients to say they thought a counsellor suggested by the clinic

was the most helpful source of support (15% vs. 4%).

4.3.13 Those who used an NHS clinic most recently were more likely than those who used a private
clinic to say that clinic nurses were the most helpful support (11% vs. 2%), echoing the high

praise for nurses earlier in the report.

4.3.14 Those that received counselling were generally satisfied. The vast majority were content with
the continuity of care, with 84% saying they were satisfied about being seen by the same

counsellors throughout.

4.3.15 A similar proportion were satisfied with how contactable the counsellors were (80%), the
quality of the counselling they received (80%), how helpful they found it (77%) and the
flexibility of appointments (75%).

4.3.16 Those who visited a clinic in the past two years were more likely than those who used one
between two and five years ago to say they were satisfied with how helpful they found
counselling (77% vs. 60%). However, for the other measures of satisfaction, there were not

significant differences over time.
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Figure 16: Thinking about the counselling you received during your most recent experience,

how satisfied or dissatisfied were you with...?

86%

Being seen by the same counsellors throughout
84%

7%

How available / contactable they were
80%

%

The quality of counselling 80%
(+]

rovhepyeuToind coumseling _
- . 74%
The flexibility of appointments
75%

m Between two and five years ago m |ast two years

Base: All those who received counselling in the past two years (N=218); between two and five years ago (N=88)

4.3.17 For each of these measures of satisfaction, there were no significant differences between

those whose most recent treatment was in a private clinic, in comparison to an NHS clinic.

4.3.18 With regards to support, nurses were perceived to be the most approachable, with over three
in four (78%) saying that they felt they could somewhat / to a great extent. Nurses are more
naturally linked to emotional support (versus consultants — the ‘information givers’) and they
are currently delivering this well. Most are able to talk to nurses about the emotional side of
the experience, who provide a listening, sympathetic ear. Nurses are considered to be kind,
friendly, and gentler than consultants, however, this approach can inspire false confidence

at times, for example, if they have had a series of negative outcomes.
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4.3.19 The approachability of nurses was significantly higher for those who most recently used a
private clinic (83%) than an NHS clinic (69%), and for outside London and the South East
(82%) as opposed to London and the South East (73%).

4.3.20 There is an upward trend for finding nurses approachable across the number of cycles. Those
who had undergone three cycles (89%) were more likely to say so in comparison to those

that had two cycles (75%) or one cycle (81%).

4.3.21 Doctors and consultants were seen by most to be approachable (63%). Whilst both patients
and partners found nurses equally approachable, partners were more likely than patients to
say they found doctors / consultants approachable (79% vs. 60%). Consultants are seen to
play a very specific role in the process — as specialists they’re there to provide information,
context and to deliver news — they are delivering factual information first and foremost, rather
than emotional support; while some individuals say that their consultants are sensitive and
display emotional intelligence, the qualitative phase suggests that many find their consultants
blunt or brusque in interactions (especially when delivering negative news) and often difficult

to contact.

4.3.22 Approachability was again higher for those whose most recent treatment was in a private

clinic than an NHS clinic — 68% vs. 57% respectively.

4.3.23 Over three in five (62%) said that reception / administrative staff were somewhat / to a great
extent approachable for support, rising to 68% of private clinic users in comparison to 53%
of NHS clinic users. Receptionists and other staff (e.g. nurses outside a patient’s core care
team) come into contact with patients during the course of their treatment, and play a key
role. Patients welcome friendly and personable receptionists; receptionists making an effort
to learn their (and their partners’) names and talking to them while they’re waiting for their

appointments has a positive impact.

“The more senior the consultant, the less personable they are”

(focus group participant)
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“Yes — the consultant was lovely, very supportive... considerate
and compassionate in the situation. We're still seeing consultant and

nurses in treatment” (interview participant)

“Nurses are kind and friendly, gentle and honest” (focus group

participant)

“They [receptionists] remembered me and my name. You'd see

the same people each time” (focus group participant)

4.3.24 Embryologists were considered the least approachable (55%), with no significant differences

between clinic type or partner / patient status.

4.3.25 The comments around counselling and support illustrate just how different experiences of
counselling can be. Many praised the nurses and their experience of counselling as a whole,

recognising its role in getting them through such an emotional time.

4.3.26 Compulsory counselling was mentioned in the qualitative phase as a necessary improvement
to the fertility treatment journey. Although the current counselling experience — and desire for
counselling — is mixed, there is a clear role for compulsory counselling at key points in the
process. By making counselling compulsory, and offering a choice of counsellors, patients

will have access to a sounding board during the most challenging times.

4.3.27 Others did not recognise the need for counselling, or found that it was unhelpful or difficult to

organise which was off putting.
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Figure 17: If you have any comments or experiences you would like to share about counselling
or support please type in here.
The nurses were amazing.

They were fantastic throughout
and are a credit to the clinic.

The "open door" policy at our clinic
was massively helpful, as was the
availability of the counsellor for an

The counselling at my clinic was its
unlimited time after treatment.

saving grace. It was free and was
available when | most needed it after
At the clinic we used this is something miscarriage and failed treatments.
that you are left to arrange yourself and
other than it being mentioned at the
very beginning of the process it never
got mentioned again despite a failed
cycle.

The clinic online support
group and the friends |
made through that have
been the best support by
far. More helpful than any

At the clinic, the only othier eptions

contact we were had was
the consultant which was
good but it was difficult

A total lack of support apart
from private counselling. | am
struggling to come to terms with

Had counselling but have no
clue what purpose was, nothing
of use resulted from it. Clinic

going through the motions.

getting in touch with her
except when we had our
consultations.

Everyone was nice and
helpful but | felt like | was
required to just get on with

ivf failure, there are no support
groups in my area to meet
other people going through

it. similar journeys. | feel isolated,
depressed and very let down.
That's not what

embryologists, etc are for. | feel that counselling or support of

some kind should be a compulsory
part of the treatment process.

4.3.28 Case studies illustrating both positive and negative patient experiences of support are shown

below.
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Figure 18: Case studies about counselling

What the world thinks

Who: Female, male partner, private \

Area of treatment experience: Support

Top line: Emotional support was more than sufficient,
and the couple felt supported by their ‘treatment’ team
throughout the entire process.

Evidence of good practice: The patient and her
partner went through several rounds of IVF, and had a
very positive experience in terms of the support that
they experienced. They had the same ‘treatment’ team
throughout the process, who knew about her medical
history and knew about their previous treatment
experiences, and they developed a good relationship
with the team. The consultant spent a lot of time with
her and her partner making sure that they understood
the situation and next steps — even sending audio
recordings to them after consultations.

The couple felt supported by their nurses / wider team
who were focused on the end result, and fully invested
in what they were doing: ‘they wanted it to work as
much as we did’.

Human Fertilisation and Embryology Authority

/ Who: Female, female partner, private

Area of treatment experience: Support

Top line: The counselling was often delivered
insensitively and felt more like an exercise in box-
ticking, rather than a legitimate outreach of support.

Evidence of bad practice: Due to the nature of their
treatments — which involved sperm donation —
counselling was a requirement, but this was often
delivered in an uninformative and insensitive manner.
Some information felt like it was granting the couple
false hope, as they were frequently told that their 1UI
would definitely work. The sessions were also
infrequent, and the couple felt that due to the amount
of money that they had invested in the process, they
should have been able to have access to support
precisely when it was needed. The online chat feature
was unnecessarily complicated and left the
respondent feeling more confused than she had felt
previously — and the few phone calls that she received
were incredibly brief.

. J

4.4 Respect and dignity

Summary of key findings

Patients were more likely than partners to say that they felt involved and treated
with respect and dignity in certain aspects of the fertility treatment process; those
participating in the focus groups suggested that female partners are likely to feel

more involved than male partners.

For each of the measures of satisfaction surrounding respect and dignity, those

that used a fertility clinic in the past five years have similar views to those that

o J

had it in the past two years, with no significant differences.
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Patients were more likely than partners to say that they felt involved and treated with respect

and dignity in certain aspects of the fertility treatment process. Partners tended to slightly

underreport patients’ satisfaction with how safe they felt during treatment; whilst 87% of

patients were satisfied with how safe they felt, only 78% of partners said they were satisfied

with how safe they thought their partner felt. It is positive that these figures are so high, but

suggests there is still progress to be made with reassuring the partner about the process.

This finding is echoed with 87% of patients saying they felt satisfied with the dignity they were

shown during treatment, compared to 71% of partners when thinking about their partner.

Figure 19: How satisfied or dissatisfied were you with aspects of respect and dignity?

% Very satisfied / satisfied

How safe you / your partner felt during treatment

The respect and courtesy you were shown

The dignity you / your partner were shown during treatment

The clinic environment

The interest shown in you as a person

u Total

Patient

(G
78% @

a4

85%

S 6%
84%

e 8
S 2% &

— 70%

70%

P 2%

1%

® Partner

Base: All who used a UK fertility clinic within last two years (N=637).
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Around eight in ten (78%) patients with partners said that they were satisfied with the extent
their partner was treated as a person. This was significantly higher for those whose most
recent treatment was in a private clinic (84%), in comparison to those who used an NHS clinic

most recently (70%), in keeping with earlier findings.

Whilst the majority of partners were satisfied with the respect they were shown (76%) and
the interest shown in them as a person (72%), some partners felt excluded and side-lined.
Male partners are rarely included in conversations — few say that their partner is referred to
by name or spoken to directly during consultations or addressed in letters, which shows a
lack of respect; just a minority say that their partners are included. Interestingly, female
partners are generally more engaged with — they often attend consultations, are called by
name, and are involved at all the key points in (e.g. during egg removal / implant); however,
they are more likely to be seeking out treatment in private clinics, where engagement is often

higher.

Figure 20: Thinking as a partner, how else (if at all) would you have liked to be included by the
clinic?

| feel | was involved in the
conversations and could attend
any of the appointments at my
partner was invited to.

The reception staff and nurses
were friendly but the doctor
doesn't know my name and hardly

ever make eye contact with me. .
4 | felt completely involved

throughout the whole
The clinic initially sent me 'sign up' process.
forms for a male. This seriously upset
me and made me feel rather uninvolved
and that our situation was not worth

looking properly at the paperwork.

As a male partner you
sometimes feel like you
are on the sidelines but |
can understand and
accept that.

We were told certain
appointments were just
blood tests which didn't
require a partner there as
our clinic was quite a
distance from home but

On a number of occasions at
appointments, | as the partner felt
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The clinic did all they could to
help me feel included.

that | was playing a supporting
role in the process, rather than
one half of the couple
desperately wanting a child. |

would, at a few points like to have
felt a little more acknowledged at

scans eftc.

Made to feel it was all
about my partner & my
feelings as a dad was
irrelevant at times.

Seemed good enough.

upon arrival of turned out to
also be a scan and a
consultation so | missed that
opportunity to listen to
details and ask questions if
had any and support my
partner.
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4.4.4

445

4.4.6

447

It was clear that there are a number of points in the fertility treatment process where patients
can experience indignity and a lack of respect — namely during medical procedures, and in

waiting rooms.

Some feel undignified during medical procedures. They are not always acknowledged by
medical staff during treatment — either ignored and overlooked, or treated like a ‘piece of
meat’ — which can lead to an undignified experience. In addition, there are occasions where
staff do not set expectations for medical procedures upfront, such as the need for a scan.
This needs to be better communicated, so that they’re prepared for their procedure and have

a chaperone if required.

Shared waiting rooms are often unpleasant and unsettling for patients. Mixing maternity and
fertility patients in waiting rooms is insensitive and distasteful, particularly for those that are
in hospital for important checks, or following miscarriage. Waiting room information materials
such as posters of babies and mums can be seen as insensitive, and a stark reminder for

those struggling to conceive.

Case studies illustrating both positive and negative patient experiences of respect and dignity

are shown below.
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Figure 21: Case studies on respect and dignity

Who: Female, no partner, private \

Area of treatment experience: Respect and dignity

Top line: IVF treatments are always invasive, but the
negative effects can be minimised by the patient being
treated with respect.

Evidence of good practice: The patient was treated
kindly, with dignity and respect. Her questions were
answered clearly, and all procedures were carried out
with the best possible bedside manner. The patient
experienced very little stress throughout the whole
process because she was put at ease by the medical
professionals working with her, and she did not feal
that she was treated any differently because she was
single, rather than part of a couple.

Who: Female, female partner, private

Area of treatment experience: Respect and dignity

Top line: The couple felt like some elements of the
process were not treated with the level of privacy that
they would have appreciated.

Evidence of bad practice: The lack of flexibility
surrounding appointments meant that the couple were
forced to discuss the process with their employers to
ensure that they would be able to take time off work.
This led to a great deal of emotional discomfort for the

pair because they then felt that they had an
expectation placed upon them, which would make the
emotional pain of a failed procedure so much worse.
They did not feel empowered by the process as some

stages were carried out without their direct approval,
and this was troubling for the couple, as they were

(hopefully) about to become parents — a role in which

you need to feel secure, dignified and knowledgeable.

N /

-

4.5 Treatment add-ons

/

Summary of key findings
n For those that had treatment in the last two years, three quarters (74%) had at

least one type of treatment add-on, similar to 71% of those in the past five years.

[ The most commonly used treatment add-ons for those that used a fertility clinic
in the past two years were clinical techniques, such as an endometrial scratch

(27%), embryo glue (23%) or embryoscope (22%).

| For those that used a fertility clinic in the past five years, the most popular add-
ons were endometrial scratch (25%), acupuncture (24%) and embryo glue
(21%).
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4.5.1 Treatment add-ons such as embryoscope and scratch and glue, are the most frequently
mentioned and used. Just over a quarter of those who visited a fertility clinic within the past
two years said they have ever had an endometrial scratch (27%) while just under a quarter
have had embryo glue (23%) or embryoscope (22%). Holistic additional treatments are less
often mentioned; over a quarter (26%) of those receiving fertility treatment in the last two year

reporting having received acupuncture.

4.5.2 Those receiving treatment more recently reported higher levels of additional treatment use
than those between two to five years ago — endometrial scratches (27% vs. 20%),

acupuncture (26% vs. 18%), embryo glue (23% vs. 17%) and embryoscopes (22% vs. 14%).

4.5.3 In general, it is increasing common to have a treatment add-on. Three quarters (74%) of
those that visited a fertility clinic in the past two years cited any of the treatment add-ons,

compared to two thirds (66%) of those that had treatment between two and five years ago.

Figure 22: In relation to fertility treatment, have you / your partner had any of the following

additional treatments (often known as treatment add-ons)?

Endometrial scratch k @
Acupuncture K @
Embryo glue D @
Embryoscope (time-lapse imaging) v

Elective freeze all cycles ——— 1132
Massage |11 %,
Meditation |G 0%
Reproductive immunology tests and treatment |[—S—EX 3%
Pre-implantation genetic screening (PGS) [ §%)
Spermwashing =SS,
Assisted hatching [ 792
Other complementary treatment add-ons [N 79%
Egg activation [lmd 5%
Intrauterine culture EE™79,
Other clinical treatment add-ons [ e 5%
Prefer notto say [0 7
None of these - s (34%)

m Between two and five years ago H | ast two years
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Base: All who used a UK fertility clinic within last two years (N=637); between two and five years ago (N=295)

4.5.4 Recent fertility clinic users in London and the South East were more likely to have had Pre-
implantation Genetic Screening (PGS) than those elsewhere in the UK (11% vs. 5%). Those
outside London and the South East were more likely than Londoners to have used embryo
glue treatment (32% vs. 13%).

455 Those whose most recent treatment was in an NHS clinic were more likely than private clinic

users not to have used any treatment add-ons (37% vs. 19%).

4.5.6 Just over three quarters (77%) of fertility clinic users who used a treatment add-on were
satisfied with how open and transparent the costs of these were. Those whose most recent
treatment was in a private clinic were significantly more likely to be satisfied with this than
those who visited an NHS clinic (81% vs. 65%). Similarly, those who used their own funding
for their most recent treatment were more likely to be satisfied with cost transparency than
those who used NHS funding (79% vs. 71%).

4.6 Costs of add-ons

Summary of key findings
u Around four-fifths (77%) of those that had treatment in the past two years were
satisfied with how open and transparent the costs of treatment add-ons were,

similar to those that had treatment in the past five years (79%).

4.6.1 During their initial research, price information is said to be visible: most are able to locate set
costs on clinic websites, allowing them to take an informed view of the options. While they
recognise that advertised costs are generic, they do act as a useful starting point and help to

set expectations.
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4.6.2 Thereis an upward trend for satisfaction across the number of cycles a fertility clinic user has
undergone, implying that more cycles leads to better knowledge about the costs, greater
acceptance of them or ability to pay. Those who had undergone five or more treatment cycles
(86%), were more likely to be satisfied with how open and transparent the costs of treatment
add-ons were than those who had only been through one to two cycles (69%) or three to

four cycles (83%).

Figure 23: How satisfied or dissatisfied were you with aspects of cost?

With how open and transparent the costs of treatment 7

0, 0,
add-ons were 7% 9%

That you understood the evidence about the effectiveness 69%
of treatments add-ons &

14%

That you were told what the risks and side-effects might 68%
be of treatment add-ons 8

14%

That the actual costs of treatment add-ons were in line
with what you expected

14%

u Satisfied Neither m Dissatisfied
Base: All those who had additional treatments within the last two years (N=432).

4.6.3 Over two thirds (69%) of fertility clinic users who used treatment add-ons were satisfied that
they understood the evidence about the effectiveness of them. A similar proportion (68%) of
fertility clinic users who had additional treatments were satisfied they were told the risks and

side-effects.
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4.6.4 Fertility clinic users in London and the South East were more likely to be dissatisfied that they
understood the evidence about effectiveness than those from elsewhere in the UK (19% vs.
9%).

4.6.5 Two thirds (66%) of fertility clinic users were satisfied that the actual costs of treatment add-
ons were in line with what they expected. While different clinics offer different costs /
inclusions, they do inform patients about the core costs upfront. Some elements (e.g. extra
drugs, scratch and glue) fall outside of core costs, but they are not felt to be prohibitive for
most. At the end of treatment patients receive itemised bills, with a breakdown of key

elements, which aids transparency.

4.6.6 Those whose most recent treatment was in a private clinic were significantly more likely than

NHS clinic users to be satisfied that costs were in line with their expectations (69% vs. 55%).

4.6.7 Consistent with the satisfaction around cost transparency, those who had been through five
or more treatment cycles were significantly more likely to be satisfied that the costs were as
they expected (81%) than those who had only been through one or two cycles of treatment
(57%).

4.6.8 While many were satisfied with their use of treatment add-ons, when asked for further
comments, many explained that their choices were informed by independent research rather
than clinical advice. Where clinics did offer advice, many found it realistic and helpful about
offering evidence and success rates. Respondents in the qualitative phase said that although
they were informed of treatment add-ons over the course of their treatment, it was often in
later rounds of treatment (or in their final round) that they’d that look engage with these fully

—in a final bid to get pregnant.

4.6.9 Some felt pressure or that they were being ‘upsold’ additional treatments, with negative

financial and emotional implications, but these comments were rarer.
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Figure 24: If you have any comments or experiences you would like to share about treatment

add-ons please type in here.

Only really knew the evidence

| chose to do acupuncture, it wasn't for them via the HFEA website.
Information about add-ons was advised by my clinic. It was very When the consultants talk to you
largely through self research and expensive and | don't think it about add ons it can feel that
the internet. Very limited advice achieved anything for me. they are 'selling up'. | never
from the clinic. really understood the side
effects of fragmin or embryo
glue.
| have felt some pressure to do PGS UG s DO i) TR R
however | have looked on the HFEA ”oénas” C;';,Vj‘:htiz chezfazgd' T T ———
website for guidance on this and have in us as people and weren't

not chosen this add on currently. O interested in making extra

money. Only had assisted
hatching in a frozen cycle.
Many times when we asked

o . My clinic were very realistic about We were not advised the e
Ag;(ﬁzggzdc ;;‘;:g;:; (rjn;O a_dd—oqs and s_tated the,_v are not IVIG treatment was required th:b(;:;ofrf;zg?:lmiig (a)ZZu ¢
.. ) financially motivated. Time lapse multiple times and potentially y )
clinic. All provided as a the evidence and
tandard. and glue came as standard._ through my pregnancy. The di d us f the add
S Scratch was offer after multiple cost was astronomical. We Iscouraged us from the a
fails, | suggested other extras but were too frightened not to go ons.
my clinic said they didn’t offer ahead as we were
them as they had little success. concerned we would lose our
baby. Instead we opted to
| had this separately; the have debt.

clinic itself offered nothing.

4.6.10 Of those who self-funded their fertility treatments or used treatment add-ons, half (50%) said
they ended up paying more than they originally expected. Around a third (32%) said the cost
was about the same as their first expectations. From the qualitative phase, just a small
number said that they paid more than expected. For these respondents, it was mostly due to
the costs of fertility drugs (to stimulate egg growth). While doctors could give an estimate of
the cost of drugs involved prior to treatment, it was only when treatment was underway that
they could provide a more accurate costs. Those that needed to use more fertility drugs than

expected had to pay more as a result.
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4.6.11 Just over three fifths (62%) of those whose most recent treatment was at a private clinic said
they paid more than they expected to, compared to less than a quarter (23%) of those who
visited an NHS clinic. A similar proportion (60%) of those who used their own or private
funding for the most recent treatment ended up paying more than expected, while only a

quarter (24%) of those whose treatment was entirely or partly NHS funded said the same.

4.6.12 Over three in five (63%) fertility clinic users who had undergone five or more cycles of
treatment said they ended up paying more than they expected when they started, with almost

a quarter (23%) saying the cost was a lot more than expected.

4.6.13 Many of those who self-funded their fertility treatments or used treatment add-ons spoke
about the unpredictability of costs — from not knowing how many cycles of fertility treatments
are required in order to be successful, what additional treatments are needed, or how

medications vary from person to person.

4.6.14 In terms of medication, respondents expressed frustration with having to use clinics’
associated services rather than having a standard prescription that could be fulfilled at any
pharmacy. Additionally, the variation in personal medication needs makes an impact on cost

which respondents found hard to predict beforehand.

4.6.15 Atan overall level, respondents expressed frustration with the varying levels of costs covered
by the NHS. With Clinical Commissioning Groups (CCGs) having individual eligibility criteria
to fulfil, respondents who paid for their own treatment / who had additional treatments felt the

system is unfair.

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com



Pilot national fertility patient survey Human Fertilisation and Embryology Authority 58

What the world thinks

You

Figure 25: If you have any comments of experiences you would like to share about costs in
general, which may or may not include how they compared to those advertised on clinic

websites, please type in here?

Allowed only 1 cycle of NHS
funded treatment so we self
funded a 2nd cycle. However the
next county to us were offering 3 x
NHS cycles. Grossly unfair. Would
rather each NHS trust allowed 2
cycles each across England to be
equal.

Cost info are not transparent enough
on clinic website. Also pharmacy costs
make a huge difference and it is very
difficult to go to another pharmacy
than the clinic’s one as the dosage
/quantities vary (Menopur etc.). It is
very stressful to calculate the right
quantities by myself...

It is extremely difficult to get a complete
price list from a clinic. There needs to be
greater transparency about fertility drug
prices, particularly the mark up, as the
prices vary considerably.

It depends on your personal
needs what treatment you
need re medications which

are very costly and soon
increases the cost of ivf.

Costs were as advertised, but as an

NHS patient, | hadn't expected to pay

for the extras which we were told we
needed.

The medications were a lot
more expensive when we
changed clinics. | was
dissatisfied that we had to
use the service they advised

| think the NHS really does need
to look at its funding policies and

[ think this could perhaps be have one for all across the UK.

for buying these, rather than
being given the option to just
have a prescription to get

I don’t know if anyone has
any idea how much they
will pay before they start,

how can you when you
don’t know how many
cycles you will need. So
far we are at £112,000
and no baby.

the medications from a more
local (& therefore cheaper)
pharmacy.

This is the only part of my
treatment | have worried about.
Essentially you’re gambling £6k
on a 70% chance it won't work.
My friend lives in another part of
the country and gets 3 full cycles
on the NHS. | just don't think that

that is fair at all.

made clearer upfront that drugs
can vary by person but to
indicate what that range
potentially could be.

All the extras quickly add
up and are costly.

4.7 Overall satisfaction with fertility treatment

Summary of key findings

| For those that used a fertility clinic in the last two years, three in four (75%) say

they were satisfied with the treatment overall.

This is similar for those that used a fertility clinic in the last five years, with 74%
saying they were satisfied with the treatment overall.

When thinking about their most recent fertility treatment as a whole, three in four (75%) of

those that had treatment in the past two years say they were satisfied. Around one in eight

(13%) were neither satisfied nor dissatisfied, and an equal number said they were

4.7.1

dissatisfied.
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Figure 26: Overall, how satisfied/dissatisfied were you with the most recent fertility treatment

you had?

Total 13% 13%

Patient 12% 14%
Partner 17% 9%
Private Clinic 13% 11%

NHS Clinic 12% 16%
Unsuccessful 18% 30%

In the first treatment cycle 18% 10%

m Satisfied = Neither satisfied nor dissatisfied H Dissatisfied

Base: All who used a UK fertility clinic within last two years (N=637)

4.7.2 Although earlier findings suggest that there are differences in satisfaction levels between
those whose most recent treatment was in a private clinic and those who used an NHS clinic,
this did not necessarily contribute to how they felt about the treatment overall. A similar
proportion said they were satisfied, 76% of those who most recently used a private clinic and
72% of NHS clinic users.

4.7.3 There are also no significant differences in overall satisfaction between patients (75%) and

partners (74%), nor between those that had undergone more or less cycles.

4.7.4 The outcome plays a role in determining overall satisfaction. Around nine in ten (89%) of
those that were successful in treatment in the past two years say they are satisfied overall,

with no one saying that they were dissatisfied.
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4.7.5 Forthose that were unsuccessful, three in ten (30%) say that they were dissatisfied. Yet even

4.7.6

4.7.7

for those who were ultimately unsuccessful, for over half (52%), their view of the overall

process was predominantly positive.

Key driver analysis

Key driver analysis is a statistical technique that identifies the impact that individual aspects

of service have on a patient’s overall satisfaction. If we then plot the impact that each aspects

has on overall satisfaction against the satisfaction rating for that aspect we can see that lower

rated aspects with high impact are the most likely candidates for areas of improvement.

The first key driver model is the overall model, which includes all drivers of satisfaction.

Twelve aspects of satisfaction sit within the model with an r squared value of (.40).

Figure 27: Key Driver Analysis: Model 1

Patient satisfaction —

How safe you / your
partner felt during
treatment

The respect and
courtesy you were e

The extent to which they
involved your partner in
conversations and decision

shown o With the coordination /
i administration of the °
How available / treatment
contactable they *
were How helpful you found

counselling

The quality of counselling

L] fertility

The advice provided by you /
your partner's GP

How easy it
was to access

treatment e
through the ~ How long it took

NHS (if to begin fertility
relevant) treatment

That you were told what the
risks and side effects were

L]
The interest shown in you as
a person

Impact —

r squared value (0.43)

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights

reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com



Pilot national fertility patient survey Human Fertilisation and Embryology Authority 61

I ou What the world thinks

4.7.8

4.7.9

4.7.10

4.7.11

This model shows that the main drivers of satisfaction are the “interest shown in you as a
person”, the quality of counselling and the coordination and administration of treatment.
Relative to other high importance measures, the interest shown in you as a person is not

highly rated.

Although slightly better performing measures of patient satisfaction, there is also room to
improve the quality of counselling and the coordination and administration of treatment; in
comparison to feeling safe during treatment and being involved in conversations and

decisions, patients report lower levels of satisfaction.

The advice provided by GPs and the ease of access to fertility treatment are the lowest
performing measures for patient satisfaction, however they do not have a significant impact
on overall satisfaction perhaps because they are a short stage in the early part of the patient

journey.

A limitation of this model at an overall level is that although the quality of counselling came
out as the second most important driver of overall satisfaction, only one in five (20%) received
it. Hence we created a second model was which focuses on measures of satisfaction that

are relevant to all fertility clinic users.
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Figure 28: Key Driver Analysis: Model 2
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r squared value (0.41)

4.7.12 Asin the first model, the “interest shown in you as a person” comes out as top driver of overall

satisfaction and the ease of accessing fertility treatment through the NHS one of the least

important drivers.

4.7.13 The subsequent most important drivers are the respect and courtesy patients are shown and

how safe they felt during treatment. These also have relatively high levels of patient

satisfaction hence it is important to maintain these.
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5 Knowledge of the HFEA

Summary of key findings
| Over two thirds (68%) of those that used a fertility clinic in the past five years say

they were familiar with the HFEA before the survey.

| This has significantly increased to 71% of those that used a clinic in the last two

years.

5.1.1 Around seven in ten (71%) of those that have had treatment in the past two years say they
are very or quite familiar with the HFEA, significantly higher than for those who had treatment

between two and five years ago.

Figure 29: Before this survey, how familiar were you with the Human Fertilisation and
Embryology Authority (HFEA)?

Total 24%

Patient 22% 6%

2
< =

Partner 29%

Private Clinic 21% 3%

NHS Clinic 27%

One to two cycles 26% 6%

e
R

Three to four cycles 18% 5%

Five or more cycles 12% 5%

mFamiliar @ Heard of / not very familiar ~ ® Not heard of

Base: All who used a UK fertility clinic within last two years (N=637).
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5.1.2 This is highest amongst those who have undergone five or more cycles, rising to over eight
in ten (84%), significantly higher than those who have had three to four (77%) or one to two
cycles (68%).

5.1.3 Those who used a private clinic are more likely than those that used an NHS clinic to say
they are familiar with the HFEA — 76% and 64% respectively. NHS clinic users are more likely

to have not heard of them, with nearly one in ten (9%) saying this.

5.1.4 When asked what activities or responsibilities people associate with the HFEA, words such
as ‘monitoring’, ‘IVF’, ‘fertility’, ‘clinic’, ‘regulate’, ‘information’ and ‘governance’ were most
often mentioned as the first words that come to mind. This implies there is generally a good
understanding of the HFEA’s purpose amongst those who used a clinic within the last two

years.

Figure 30: What activities or responsibilities do you associate HFEA with?

" Guidelines Dverseen:u:rc =

:;;f-trea mentsg %e%g

~ Statistics-
"%i::"{ﬂoﬁ@tcggl.| allexs orgwgrtrhon
' 5?51?%9“5 M QR |t0 E nglndustry

In=pect
e Heal’[h r:.um:d

=Successi\=/.
ratesgtﬁggﬁgmge%

—=mne GLINIC =V
Ensurlng — ser-.fn:estl | I stats ONor -

“Tegulation] - egulatlons

sta?n dardsy aee ge/=pesser D 0 Standards
i f ormati [)ouses
COHSEﬁt management |: BT '13'1::& ra::l,.,E . KEE,"}II'IQ .

—GovVern st
GOVQ rn I ng Regulatlons

providersregister Making

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com



Pilot national fertility patient survey Human Fertilisation and Embryology Authority

You

What the world thinks

6 Recommendations

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights

An initial challenge is getting into the system itself. GPs play a key role in
granting access to NHS funding and offering advice / guidance on accessing
treatment, but of those that spoke to a GP, a quarter (25%) were dissatisfied
with the advice provided. There is a need to improve the support for patients at

this stage.

Although the majority (82%) of those that visited a fertility clinic in the past two
years felt comfortable asking questions, in the moment it can be hard to process
information received during consultations. There is a desire for doctors’ notes /
audio recordings of the consultation to be shared post-consultation, wherever

possible.

While patients are not always actively involved in the treatment decision making
process (and do not always want / need to be), it is important that they know

about the range of options available to them upfront; transparency here is key.

Throughout the process, information is available (whether formal documents or
informal emails / phone contact), but the level of detail of them is varied. One in

five (19%) feel there is too little treatment planning detail.

Counselling is inconsistent as it stands — whilst three in four (75%) of fertility
clinic users within the last two years say they were given information about it,
one in five (20%) were not. There is a demand for a more robust offering, with
one to one counselling, a degree of choice and availability at key points in the

journey such as when treatment is not going to plan.

Small changes could have a positive impact on the dignity / respect experienced
by patients. Focusing on treatment and waiting areas, and better involving
partners would be very positively received. As highlighted in the key driver

analysis, the respect and courtesy patients are shown is a main driver of overall
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satisfaction, therefore it is important to maintain high levels of patient

satisfaction.

In both key driver models, the interest shown in you as a person is shown to be
the main driver of overall satisfaction. However, relative to other measures it is
not as highly rated, suggesting that this is a key area to focus on. Improving
satisfaction for this measure is likely to have the greatest impact on overall

satisfaction with fertility treatment as a whole.

Although not many receive counselling, for those that do the key driver analysis
shows that the quality of that counselling is a significant factor in their overall
experience of fertility treatment. This serves to highlight the impact that
counselling can have and 80% are satisfied with the quality of counselling when

received.
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Appendix A: Breakdown of responses

Most recent treatment (timeframe) Percentage Count
Currently or in the last two years 63% 637
Between two and five years ago 29% 295
Between six and ten years ago 6% 57
More than 10 years ago 3% 28
Treatment type Percentage Count
IVF (In Vitro Fertilisation) 76% 773

DI (Donor Insemination) 6% 62

Ul (Intrauterine Insemination) 8% 84
Fertility preservation 4% 43
Partner / patient status Percentage Count
A woman receiving treatment with a male partner 63% 637

A man supporting a female partner 18% 178

A woman without a partner 8% 77

A woman receiving treatment with a female partner 1% 54

A woman supporting a female partner 2% 12
Other (receiving treatment) 2% 17
Other (partner) 4% 42

YouGov plc, 50 Featherstone Street London EC1Y 8RT. Registration no. 3607311. Copyright 2018 YouGov plc. All rights
reserved. Tel: +44 (0)20 7012 6000 Fax: +44(0) 20 7012 6001. Email: info@yougov.com Web: yougov.com



Pilot national fertility patient survey

You

Human Fertilisation and Embryology Authority

What the world thinks

68

Age Percentage Count
Under 35 42% 430
35 to 37 25% 257
38 to 42 25% 256
Over 42 7% 68
Region Percentage Count
East Midlands 6% 59
East of England 5% 52
London 25% 250
North East England 5% 50
North West England 10% 103
Northern Ireland 3% 27
Scotland 8% 81
South East England 11% 107
South West England 9% 95
Wales 3% 29
West Midlands 8% 79
Yorkshire and the Humber 8% 78
Prefer not to say 1% 7
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