


Advantages:

e Would help give a more ‘like for like’ comparison between clinics by taking
into account the patient case-mix of the clinic

e Would help patients make a more informed choice of clinic

Disadvantages:

e May be viewed as being imprecise as the underlying figures would not be
shown

¢ Patients may not understand the mechanisms behind the calculation

e More information about patients may need to be collected in order to give an
accurate adjustment, for example the socio-economic background of the
patients

e The rate actually shown is a synthetic number

A standardised patient is a patient with specific characteristics, for example age,
diagnosis and treatment, which have been agreed by the sector. Creating a standard
patient profile is common practice for measuring performance in other areas of
healthcare, for example cardiac medicine. We could report the success rate for a
standard patient at each clinic. Any difference in the outcome rates could then be
interpreted as due to that clinic’s procedures.

Advantages:

¢ Would allow meaningful comparisons between clinics by removing differences
based on patient case-mix

e Would support good clinical practice by allowing clinics to compare their
performance for a standard patient with other clinics
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e Standard practice for measuring performance in other areas of healthcare

Disadvantages:

e Additional information may need to be captured depending on the agreed
definition of a standardised patient, for example BMI, smoker/non-smoker,
FSH levels, postcode to determine socio-economic factors

¢ May be hard for small centres to treat enough patients to derive a success
rate for a standardised patient that is statistically valid. May need to
aggregate more than one year’s data

¢ Patients who do not fit the standard patient profile may not feel informed

Many stakeholders asked for information on the types of patients each clinic treats.
This is something that is shown on the American Society for Assisted Reproductive
Technology (SART) site for US clinic data’. The site presents the proportion and
types of infertility treated and the proportion and types of treatment carried out at
each clinic. It also includes a statement on each page of clinic data that cautions
patients against making comparisons between clinics because of the differences in
patient case-mix.

Clinic Summary Report Request Information from this Clinic
Treatment Type Procedure Frequency Diagnosis Frequency
IWF 100%  ICS] T7%  Tubal factor 15%  Other factor g%
Ovulatory dysfunction 0%  Unknown factor 18%
Diminished ovarian reserve 0% Multiple factors
Endometriosis 10%  Female only 12%
Lterine factar 2%  Female and male 23%
Select Year: 2006 v | Male factor 16%
Total Cycles:B2 Select Diagnosis: :-AII Diagnoses w
SART 2008
Advantages:

e Allows patients to interpret the success rate for that clinic in the light of the
type of patient case-mix it treated

¢ Allows patients to identify clinics that specialise in treating patients similar to
them, for example similar age and diagnosis

Disadvantages:

¢ The information may be misleading for small centres as the low number of
treatment cycles carried out could have a disproportionate effect on the
information shown

* http://www.sart.org/find_frm.htm|
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How should we present clinic-specific data to allow stakeholders to
interpret it in the most meaningful and useful way?

How should we convey the statistical uncertainty of success rates or
provide more information to put the data in context?
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Though patients regard success rates as very information about clinics, this is not the
only measure of a clinic’'s performance. Some stakeholders, especially patients, were
in favour of us presenting a more holistic view of a clinic’'s performance that would
support informed patient choice. The way we present performance also needs to
reflect the experience of patients who have been unsuccessful in their treatment.

Patients wanted information about their treatment options and success rates that
gave both a broad view across different clinics and an in depth view of what they
could expect to experience as a patient. There was some discussion around whether
we should provide this information or just direct users to information from other
sources. Others thought that our remit does not extend beyond presenting data
collected on treatment cycles. They were concerned that other information would be
subjective and imply that the data presented was not a reliable indicator for choosing
a clinic.

We collect information on patient satisfaction, quality of service and clinical practice
at each clinic as part of our inspection process. This information is published in each
clinic’s inspection reports and an overall analysis is presented in our annual ‘Focus
on Improvement’ report of clinics’ performance®. These are available online. However
the information in the inspection reports is not easily accessible for patients, donors
and the public.

During initial discussions with clinicians, patients and other stakeholders, we
gathered views on different indicators that could be used to assess a clinic’s
performance under the following categories:

Patient outcomes

Patient experience
Clinical safety

Quality of service
General clinic information

The key issues from these discussions are summarised below under each of these
categories.

Patient outcomes are measures of the outcome of treatments i.e. the success rate.
The primary success rate that we currently present is the number of live birth events
(the birth of twins or triplets is counted as one live birth event) divided by the number
of IVF cycles. This is the headline information that comes up in the ‘Find a Clinic’ web
pages for each clinic and is shown separately for treatment cycles using fresh and
frozen embryos.

® http://www.hfea.gov.uk/en/1711.html
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IVF & ICSI live birth rate - own eggs
Live Birth Rate {per cycle started) - 2006 Data

Live hirth rate per cycle started

Total live births |

Ade range Per cycle started

0% 132% |65%

Fresh Cycles Below 35 35% 146 1416
35-37 28% 94 1331
35-39 23% 51 262
40-42 12% 25120
43-44 + 1045
Crver 44 ++ 27110

Frozen Cycles Below 35 i 3768
39-37 0% TIT3
38-39 ++ T 47
40-42 ++ 20249
43-44 ++ 0r4
Crver 44 ++ o4

We also present secondary success rates, which show the live births per egg
collection, per embryo transfer, the implantation rate, and the number of singleton
and multiple live births. This indicates the relative success as the treatment
progresses through the different stages of the treatment cycle. There is some
ongoing debate amongst clinicians over what should be included or combined in
these figures, for example including data for intra uterine insemination (IUl) or
combining fresh and frozen cycles.

Patients were particularly keen for us to present information that made success rates
more specific to them, for example by splitting success rates according to different
diagnoses and different methods of treatment. However this would mean that
success rates would be based on an even smaller number of treatment cycles,
making them less reliable. Patients were also interested in viewing historic data from
previous years’ treatment cycles.

Other additional measures stakeholders suggested including were:

Percentage of treatment cycles cancelled
Fertilisation rate

Average number of embryos transferred
Percentage of elective single embryo transfers
Number of blastocyst transfers

Live birth per embryo transferred

Early outcome data
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Number of gestational sacs

Miscarriage rate

Freeze thaw success

Proportion of 1UIl cycles

Ratio of cycles involving fresh embryos to cycles involving frozen embryos
Proportion of cycles where all embryos were frozen

Preimplantation genetic diagnosis (PGD) and preimplantation genetic
screening (PGS) data

Each of these has the advantage of providing greater insight to the overall treatment
cycle. Many of the additional measures proposed are provided in the US data set
produced by Society for Assisted Reproductive Technology (SART).

Select Treatment Type: All Treatment Types - Show 43-44
Fresh Embryos From Non-Donor Qocytes =35 3537 3840 4142
Murnber of cycles 20 9 e 10
FPercentage of cycles resulting in pregnancies 20.0 os9 1/13 07s10
Percentage of cycles resulting in live births 10.0 0/9 0413 0/10
(Reliability Range) o-23.1
Percentage of retrievals resulting in live births 2418 0#7 0412 0/8
Percentage of transfers resulting in live births e 0/6 0/a 0/8
Percentage of cycles with elective single embryo 0/15 0/E 048 08
transfer
Percentage of cancellations 10.0 2 e 2710
Implantation rate 1.2 0/14 1/18 0
Auwerage nurnber of embryos transferred o e i i
FPercentage of live births with twins s
FPercentage of live births with triplets or maore 0:s2
Thawed Embryos From Non-Donor Oocytes =35 3537 3840 4142
Murmber of transfers ] 1] 0 1]
Fercentage of transfers resulting in live births
Average number of embryos transferred
Donor Oocytes (all ages) Fresh Embryos Thawed Embryos
Mumber of transfers 3 1
Percentage of transfers resulting in live births 0/3 o1
Awverage number of embryos transferred & 2
SART 2008

Clinicians and other stakeholders particularly emphasised the birth of a single child
as a good outcome for treatment and the use of cumulative success rates for fresh
and frozen cycles. These are discussed in more detail below.

We recently introduced targets for clinics to reduce their multiple birth rate. Many in
the sector feel that we should change the way we present success rates in order to
support this policy.
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There was a general consensus from stakeholders that the success rates should
highlight single births (as opposed to twins or triplets) as the desired outcome of
treatment. However there was a range of views on how the singleton outcome figure
should be presented and what, if any, information should be given on the multiple
birth rate.

Though stakeholders generally agreed that the singleton birth rate should be
emphasised, there were some concerns raised over the unintended consequences of
doing this. For example:

e The drive towards singleton births may push centres towards more blastocyst
transfers. Though most clinicians thought that developing embryos to
blastocyst stage is a good test of embryo quality, others were concerned that
the efficacy of using blastocysts compared to cumulative fresh and frozen
cycles has not been conclusively proven. The greater use of blastocysts
would also mean fewer embryos would be available for freezing and use in
subsequent cycles.

e Some clinics may direct good prognosis patients, who would otherwise have
been offered 1UI, towards having IVF in order to better control the twinning
rate. Some stakeholders thought that directing good prognosis patients
towards IVF was a more general issue, caused by competition over success
rates.

¢ Clinics cannot control the rate of identical twins (because they come from a
single embryo).

Patients undergoing IVF may have one cycle using fresh embryos and then freeze
any remaining good quality embryos. They may then decide to use these embryos in
subsequent cycles if their initial treatment was unsuccessful.

We currently present data for fresh and frozen cycles separately. Some patients may
find this makes it difficult for them to assess their overall chance of having a baby
from a single egg collection. However we may be able to combine data from fresh
and frozen cycles to give a cumulative birth rate based on all cycles resulting from a
single egg collection. Alternatively, it has been suggested, that we could add together
the live births resulting from both fresh and frozen transfers in the same year and
divide this by the total number of fresh egg collections performed in the same year.

Some stakeholders also suggested showing the cumulative success rates for donor
insemination (DI) cycles. Very few patients undergo only one DI cycle, with a
treatment course generally including 4-6 cycles. Showing the cumulative rate would
give a more realistic view of the success of this type of treatment.

Advantages:
¢ Cumulative rates would give patients a better idea of their overall chance of a
live birth
¢ Many European countries are moving to this type of reporting, allowing better
comparisons between data

Disadvantages:
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¢ It may be difficult to explain the cumulative approach to patients
¢ It may take several years to build up data to present on cumulative rates

e What patient outcome measures should we present?
¢ How should we present data on singleton birth/multiple birth rate?

¢ Should we consider presenting information on cumulative birth rates?

There was clear feedback from patients and the public that they wanted more holistic
information on what they are likely to experience when they undergo treatment at a
clinic. Some issues, such as providing more information on the likely steps and
timings of different treatments, are addressed in other areas of our website and do
not fall under this review of clinics’ performance. Other aspects of patients’
experience of different clinics that can be measured and presented in some way are
discussed below.

All the clinicians involved in the initial discussions with us use some form of patient
guestionnaire to monitor patient feedback at their clinics. These are often annual or
guarterly questionnaires that are given to patients at the embryo transfer stage. In
addition we ask centres to circulate a patient questionnaire as part of our regular
inspection process. An online version of the questionnaire is also available on our
website.

We publish information on the results of our patient satisfaction questionnaires in the
inspection reports for each clinic. We also combine and analyse the results from
questionnaires from across all clinics and present the findings in our ‘Focus on
Improvement’ report on clinic performance. However we could also present results
from patient questionnaires for each clinic on our ‘Find a Clinic’ web pages, alongside
other clinic performance information.

Advantages:

¢ Clinics could benchmark their patients’ satisfaction against others in the
sector and identify areas where they may need to improve

e Patients would be able to benefit from the experiences of those that had
undergone treatment at a particular centre

Disadvantages:

e The views of patients are subjective and will depend on when they complete
the questionnaire and whether they were successful in their treatment

e The take-up rate for questionnaires is usually quite low, so conclusions drawn
may not be valid or representative

e Some centres feel that this is outside our remit and that prospective patients
would be choosing clinics based on subjective information that had not been
validated
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There was some discussion from patients and the public around using patient
testimonials to provide more personal information on the performance of a clinic.
Some suggested that we should not provide this information itself but could provide
links to an alternative source of information. There are some online organisations that
we could collaborate with, which allow patients to share their comments and
experiences of different health care services.

Advantages:

¢ Provides additional, personal information to support the more factual
information we provide

Disadvantages:

e Views presented would be subjective and clinics would not have a chance to
respond
e We may not be perceived as impartial

Clinics keep a log of all the complaints they receive. Some patients were interested in
knowing the number of complaints individual clinics receive. We publish information
about complaints in the inspection reports for clinics and analyse and publish trends
on complaints in our ‘Focus on Improvement’ report on clinic performance. However
we could also present information on the number or type of complaints, in relation to
the number of patients treated at each clinic, on our ‘Find a Clinic’ web pages.

Advantages:

¢ Provides additional information that patients may want to consider when
deciding where to seek treatment

Disadvantages:

e Complaints may be unrepresentative and not accurately reflect a patient’s
experience in a clinic

The cost of treatment, along with success rates, was the key concern of patients and
prospective patients when choosing a clinic. Patients wanted more general
information about funding options, what is covered by PCTs, Health Boards and
private insurance and what their rights are with regards to drug prescriptions. They
also wanted specific information on how much different procedures cost at different
clinics, information about the cost of drugs and explanations of why this was different
between clinics. There was general concern from patients and the public about
unexpected costs and additional drug expenses.

We could present the likely range of treatment costs across all clinics, the standard
cost of IVF at each clinic or a breakdown of different treatment costs at each clinic.
However there are issues with whether this is in our remit and how this information
would be kept up to date. Alternatively we could just provide more general
information on what patients should ask from their clinic in terms of a personalised
costed treatment plan.

19



Advantages:

¢ Raises awareness of how treatment costs can very widely
e Could tie in with guidance to clinics on costed treatment plans

Disadvantages:

¢ May be perceived as outside our remit
e Would be difficult to keep up to date

e Should we provide additional information on patients’ experience of
different clinics?

¢ If so, what would be the best means of collating and presenting this
information in a fair and meaningful way?

Some patients, donors and the public thought that information on clinical safety was
very useful when assessing a clinic’s performance. This could help inform patients
which clinics are attaining the best standards of good clinical practice. However we
are aware that clinics need to feel that we present information in a way that supports
clinics and good clinical practice. Some clinicians thought that if centres had a
licence from us to carry out treatment then this shows sufficient standards of clinical
safety. They thought that patients would not expect more than this.

Possible ways that we could provide more information on clinical safety are
discussed below.

We could present more information on what we inspect against and how often we
inspect different clinics based on the risk score that we assign to each clinic. This
would help explain to patients and the public why some clinics are inspected every
year and others less frequently.

Feedback from patients and the public showed that they wanted to know if we were
taking regulatory action against a particular clinic. Some stakeholders thought that
the inspection reports, which we make available online, are useful for patients and
donors. However others thought that the format of the reports is too dense to be very
useful. We could also consider linking to any other regulators who inspect clinics.

Advantages:
e Reassures patients that clinics are regularly inspected
e Explains to patients and the public why some clinics are inspected more
frequently than others
¢ Increases transparency of our regulatory process

Disadvantages:
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e Current format of inspection reports is not very accessible
¢ Inspection process could be open to challenge

Some patients were keen to know what incidents had been reported to us by different
clinics. However clinicians were concerned that presenting information on this would
discourage clinics from reporting incidents and therefore not support good clinical
practice. Some thought this would go against our Alert system for sharing
anonymous information with all clinics on any reported adverse incident or near miss.
The Alert system has been praised for not attributing blame and focusing on what
can be learnt from incidents.

The issue of OHSS was raised by the majority of clinicians and many were
concerned about how this is reported. Clinics felt there was a lack of clarity over the
definition of OHSS and most thought that it was underreported. Some suggested that
we gather admissions data from the NHS hospitals and match the patients back to
the originating centre. However others thought we should provide more guidance to
clinics on when to report OHSS incidents.

Advantages:
¢ Increases patients awareness of risks involved with treatment
Disadvantages:

¢ Detailed information on incidents could discourage future reporting
e We could be seen as being unsupportive of clinics that do report incidents
e Lack of clarity over reporting OHSS

e Should we provide additional information on clinical safety of different
clinics?

e If so, what would be the best means of presenting this to provide useful
information in a way that supports clinics and good clinical practice?

Some aspects of quality of service are inspected against and are published in the
inspection reports for each clinic, for example quality management systems,
counselling and the choice of treatments available. We could make this information
more easily accessible for stakeholders.

Since the introduction of the EU Tissues and Cells Directive, we require all clinics to
have a quality management system in place. Some centres have introduced an 1ISO
(International Organisation for Standardisation) system. ISO is a worldwide
federation of national standards bodies that aims to enhance the quality, safety and
reliability of health products and services. ISO accreditation emphasises the
importance of having the right clinical protocols in place. There are also other quality
standards that clinics can attain.
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Some clinicians thought that clinics that have introduced systems such as I1SO are
operating above the standards that we expect and that patients should be made
aware of this. We could present information on the type of quality management
system clinics use alongside other performance indicators for each clinic.

Advantages:
e Centres receive recognition for achieving a higher standard than expected
Disadvantages:

e Not clear if patients and donors understand this information or find it useful for
decision-making

Patients felt that the staff at a clinic and the continuity of care that a clinic offers
affects the level of service they receive. Feedback from patients showed that this
varied a lot between different clinics. Some clinics provide a full service, for example
if it is attached to a hospital. This means that if a patient develops OHSS or suffers
from other complications then they will see the same staff at the same location.

We could present information on what facilities and level of care patients could
expect at different clinics. Patients and other stakeholders also thought we should
clearly present information on the counselling services that the clinic offers. This
could include the accessibility and availability of counsellors, the types of counselling
available and the cost.

Advantages:

e Reassuring for patients to know what levels of service different clinics offer
e Prompt patients to think of the services they want from a clinic

Disadvantages:
o Facilities and staff levels do not necessarily affect the quality of care patients

receive

Patients and prospective patients gave very clear feedback that they would like more
information on the eligibility criteria different clinics have for patients. This was also
supported by some clinicians. We could present information on clinics’ own criteria
for patients as well as criteria that PCTs or Health Boards introduce for NHS-funded
treatment. This would help avoid patients being on long waiting lists for clinics where
they do not meet the eligibility criteria. Donors also wanted information on clinics’
criteria for prospective donors.

Advantages:
¢ Helps patients and donors tailor their search for clinics
Disadvantages:

e Every clinic and commissioning body has different eligibility requirements
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¢ Need input from clinics and commissioning bodies to present this information
and keep it up to date
e May be seen as outside our remit

e Should we provide additional information on quality of service for different
clinics?

o If so, what would be the best means of presenting and updating this
information in a fair and meaningful way?

In addition to information on quality of service, we could also present more generic
information on the services that different clinics offer. This could include information
such as location, contact details, out of hours’ service and treatments and services
on offer. This would expand the general location and contact information that we
currently present about clinics. We also currently provide a PDF ‘At a glance’ guide®
that gives an overview of the services offered at different clinics. The information
from this could be combined with the ‘Find a Clinic’ web pages for each clinic.

Advantages:

e Useful for patients to refine their search of clinics
e Make information more accessible

Disadvantages:

e Would need collaboration with clinics to keep up to date

o What additional generic information should we provide about clinics?

® http://guide.hfea.gov.uk/guide/pdf/AtAGlance.pdf
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If feedback from stakeholders suggests that we should move towards a more holistic
approach of presenting clinic performance, then we will have to consider how to
display different performance indicators in the most useful and accessible way.

Other organisations, such as the Healthcare Commission, use a scorecard approach
for the institutions they inspect. Different areas of performance are rated from 'weak’
to ‘excellent’. This gives stakeholders an immediate overview of how the institution is
performing in different areas, such as quality of services and patient experience.
Users can then select specific areas that they want to read about in more detail. The
Commission of Social Care Inspection uses a similar approach of producing an
overall star rating for each care home and care service that it inspects.

CSCI Quality Rating
Latest Rating: *kh % Excellent

Read more about quality ratinas

Latest CSCI inspection report
Date of inspection: 30/03/2007
Yiew/Download 30/03/2007 report

Order printed copy of 30/03/2007 report
View previous reports at the end of the page

Service details

Type of establishment: Care Home
Type of servicels): Care home with nursing
Total capacity: 10 places

CSCl 2008

We will also need to consider how patients and the public should be able to search
for clinics. Feedback from patients suggested they wanted to be able to tailor their
search based on the treatment services they are interested in and their patient
profile, as well as more basic criteria such as location. Many of the measures
discussed in this document could be incorporated into the search facility.

¢ How should we present different performance indicators to give the best
overview of a clinic’s performance?

e What search criteria should we make available to users?
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We have collected data from licensed fertility clinics on each stage of patients’
treatment cycles since 1991. This Register of information provides a unique dataset
that is the largest single source of data on Assisted Reproductive Technology (ART)
in the world.

This information has the potential to be an invaluable resource for clinics, the public,
policy makers and researchers. As the national data set summarises data from all
clinics, any conclusions drawn from it are more reliable than information from just one
clinic’s data.

Currently we provide a long term overview of national data in pdf format on the
website’, which gives some information on national ART trends. However we are
aware that we need a more detailed analysis of the data. The data also needs to be
more accessible and interactive to allow stakeholders to gain a better understanding
of the activities, treatments and national outcomes within the UK.

All stakeholders agreed that we should make better use of our national data. Some of
the key points fed back were:

e The data should be used to better inform the public by giving likely outcomes
on the basis of demographics and diagnosis

o It should help set realistic expectations of patients’ chances

e Short case histories could be useful in showing the best and worst-case
scenarios

o Part of the national data set could be interactive, allowing people considering
fertility treatment to select certain criteria that match their own circumstances,
such as type of infertility, treatment and patient profile. However it was
pointed out that the smaller the subset of data that is selected, the less valid
the data is for giving realistic chances of success

¢ Patients want guidance on how to interpret the statistics and to know what the
data means for them

One of the most comprehensive examples of how a national data set can be used to
inform the public is the US data set published by the Centre for Disease Control
(CDC) in conjunction with the Society for Assisted Reproductive Technology (SART)
and the American Society for Reproductive Medicine (ASRM)Z2. This provides an in
depth analysis of national ART data in the US. They link the different trends,
treatments and effects of policies to explain the changes taking place in the ART
sector. They present success rates in the context of various patient and treatment

! http://www.hfea.gov.uk/en/1540.html
8 http://www.cdc.gov/art/ART2005/508PDF/2005ART508Cover_National.pdf
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characteristics that may influence success, including:

Age

Infertility diagnosis

History of previous births
Previous miscarriages
Previous ART cycles

Number of ART cycles

Number of embryos transferred
Type of ART procedure

Clinic size

Figure 23
Percentages of ART Cycles Using Fresh Nondonor Eggs or Embryos

That Resulted in Live Births, by Woman’s Age and History of Miscarriage,
Among Women with No Previous Births,* 2005

50

Percent

<35 3537 3840 41-42 =42
Age (years)

B No previous pregnancies [l 1 or more previous miscarriages

*Women reporting only previous ectopic pregnancies or pregnancies that ended in induced abortion
were not included in the above statistics.

CDC 2008

Figure 12. Example of the analysis carried out by the CDC on the US national
data set.

SART also produce an online interactive national data set®. This allows prospective
patients to use drop down menus to work out the likelihood of having a child based
on the closest match to their particular circumstances. Our national data set is
similarly capable of being used to provide interactive data through the website.

® https://www.sartcorsonline.com/rptCSR_PublicMultYear.aspx?ClinicPKID=0
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Select Year: 2006 v| Male factor 13%
Total Cycles:1 26,726 Select Diagnosis: | All Diagnases >
Select Treatment Type: ; Fresh Emhbryos from Patient's Oocytes W
All Treatrment Types
Fresh Embryos From Non{REEd SR il seClss .37 3840 4142
Thawed Embryo Transfers
Hanierdl g:;?a};gnglog?rgi’er— Patient's Docytes 10 e e
FPercentage of cycles resulting fmpregrmancE Lz ) el s 176
Percentage of cycles resulting in live births 388 306 205 108
{Reliability Range) (38.3-39.3) (30.0-31.2 20.0-21.1) (10.2-11.5)
Fercentage of retrievals resulting in live births 420 346 24.1 13.2
FPercentage of transfers resulting in live births 448 B 266 15
Es;c;:rtage of cyeles with elective single embrya 33 19 07 03
Percentage of cancellations 7T 145 147 18.1
Implantation rate 308 23.4 14.9 8.1
Average number of embryos transferred 2 25 2.9 32
Percentage of live births with twins 323 277 R 156
Percentage of live births with triplets or more 20 s 1.3 0.6
SART 2008

e What factors should we present and analyse our national data set by e.g.
patient age, diagnosis, previous obstetric history?

e How would it be useful to search the national data set?

¢ What analysis of trends would be useful?
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How we present the performance of clinics affects a wide range of stakeholders,
including patients, clinics, PCTs and other commissioning bodies. It is therefore very
important that everyone who will be affected has the chance to feed their views back
to us. Throughout this document the boxed sections have highlighted the issues that
we would like your comments on.

Please think about these issues and then respond to our online questionnaire at
www.hfea.gov.uk/en/1742.html by 15" December 2008.

We are keen to get as much feedback as possible on these issues during November
and December 2008. This will then give us time to collate this information and use it
to produce various mock-ups of presentation models that illustrate different ways we
could present the performance of clinics.

You will have the chance to comment on these models during January — February
2009. They will be sent out to stakeholders and be available online.

We will also be holding a series of focus groups in Manchester (January 14", Bristol
(January 29™) and London (February 11th) for clinicians and professionals to give
feedback on these models. We will be holding various patient, public and donor-
orientated focus groups throughout the UK in January and February 09 as well.

For more information or to find out how to get further involved please contact Helen
Richens, Policy Manager on 020 7291 8236 or email helen.richens@hfea.gov.uk.

¢ How should we present clinic-specific data to allow patients and professionals
to interpret it in the most meaningful and useful way?

¢ How should we convey the statistical uncertainty of success rates or provide
more information to put the data in context?

e What patient outcome measures should we present?
¢ How should we present data on singleton birth/multiple birth rate?
¢ Should we consider presenting information on cumulative birth rates?

e Should we provide additional information on patients’ experience of different
clinics?

¢ If so, what would be the best means of collating and presenting this
information in a fair and meaningful way?

¢ Should we provide additional information on clinical safety of different clinics?

¢ |If so, what would be the best means of presenting this to provide useful
information in a way that supports clinics and good clinical practice?
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Should we provide additional information on quality of service of different
clinics?

If so, what would be the best means of presenting and updating this
information in a fair and meaningful way?

What additional generic information should we provide about clinics?

How should we present different performance indicators to give the best
overview of a clinic’s performance?
What search criteria should we make available to users?

What factors should we present and analyse our national data set by e.g.

patient age, diagnosis, previous obstetric history
How would it be useful to search the national data set?
What analysis of trends would be useful?
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