
WELCOME TO THE LATEST UPDATE.  

Spring is finally in the air and 
we’re looking forward to new 
beginnings at Daisy too. This 
issue is packed with information 
about our forthcoming 
conference and AGM in 
June, including a preliminary 
programme with details of the 
speakers we’ve got lined up for 

you and profiles of the committee members who are busy working 
away on your behalf. Tickets for the annual conference are now on 
sale. Turn to page 5 for details of how to buy yours. Numbers are 
limited, so book soon to avoid disappointment!

This issue also contains the results of our member survey, which 
gave us lots of helpful pointers about how you see the Daisy 
Network and what you would like us to do differently moving 
forwards. Thank you to everyone who took the time to provide 
feedback. We also have various openings for volunteers to join our 
team (see page 6) – if you have the skills to help us out, why not 
give it a go?

We hope to see as many of you as possible at our conference on 
Saturday 6 June,

Marie and Kate
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ASK THE  
EXPERTS
Question: I’ve just been diagnosed 
with POI. What do I need to do 
now? My GP has openly admitted 
that she doesn’t know what to do 
next.

Dr Kate Maclaran answers: I am 
sorry to hear what you have been 
going through. Unfortunately we 
hear from many women who feel 
their GPs are not confident in 
managing POI. The Daisy Network 
is working hard to raise awareness 
and understanding of POI within 
the primary care community.

In order to confirm the diagnosis 
of POI the hormone tests (FSH, LH 
and estradiol) need to be repeated 
on two occasions six weeks apart. 
Ideally you would then be seen 
in a specialist gynaecological clinic 
for POI or menopause for a full 
investigation and discussion about 
treatment. The recommended 
baseline investigations include 
a pelvic ultrasound, thyroid 
function tests, bone density scan, 
autoimmune screen for anti-
thyroid and adrenal antibodies, and 
sometimes, depending on your 
medical history and age, genetic 
testing.

If the diagnosis is confirmed it 
is then important you have an 
appointment to discuss treatment 
options and to plan other aspects 
of your care. Women with POI 
often benefit from multidisciplinary 
team care which may involve a 
wide range of specialists including 

gynaecologists, fertility specialists, 
psychologists and dieticians to name 
a few.

In terms of treatment, general 
lifestyle and dietary measures to 
reduce the risk of cardiovascular 
disease and osteoporosis are 
recommended. This includes 
adequate dietary intake or 
supplementation of calcium (1,000 
mg) and vitamin D (800 IU), regular 
weight-bearing exercise and a 
reduction in smoking, alcohol and 
caffeine. In most women, hormone 
replacement is recommended 
using either hormone replacement 
therapy or the combined oral 
contraceptive pill. There are many 
different types of HRT so it is 
important to have a discussion with 
someone who knows your history 
to help decide which treatment 
might be best for you. Long-term 
follow-up is usually carried out by 
the GP and involves treatment 
monitoring and reassessment of 
bone density approximately every 
three to five years depending on 
your baseline results.

Question: I’m in my 20s and have 
just started seeing someone new. 
Do you have any advice on how 
and when to tell him that I’m going 
through premature menopause 
without scaring him off?

Dani Singer answers: First of 
all, I’d call it premature ovarian 
insufficiency (POI) as this 
is medically more accurate 

and although it can have the 
disadvantage that not so many 
people know what it means, on 
the plus side it is not associated 
with all the unhelpful, largely 
negative stereotypes surrounding 
menopause.  

Secondly, disclosing reproductive 
health status is such a sensitive area 
that how and when is a dilemma, 
and like with so many dilemmas, 
there are no perfect or prescriptive 
answers. No one wants to do it too 
soon for the reasons you describe 
or to leave it too late which can get 
in the way of getting closer – you 
because you are afraid he might 
leave; he, from his side, because he 
may sense but cannot understand 
why there seems to be a barrier. 
Ultimately, the how and when 
depend on your personal comfort 
zone.  

There is usually a point in any 
relationship when it moves towards 
a life partnership. For example 
when people start to talk about 
seeing more of each other, meeting 
each other’s families, moving in 
together and so on – this might be 
a good opportunity to let him know 
as this will become something that 
you will face together. It is probably 
advisable not to expect the ideal 
response immediately. After all, 
you have had some time, certainly 
longer than he has, to absorb your 
diagnosis and your initial reaction 
may not have been perfect either. 
How to tell him? Well, I’d suggest 

starting with as straightforward 
an explanation as you can, how it 
is affecting you so far and what 
it means to you. Each woman is 
different in this respect.   

Generally, it is helpful to let him 
know that you understand that 
this may be difficult information to 
process, that you would like him to 
listen to you (rather than trying to 
fix it), prioritise what you are finding 
most difficult and then invite him 
to ask questions, either now or at 
a later time. This is a topic both of 
you will probably need to revisit. 

It is probably a truism, but it nearly 
always helps to show appreciation 
for understanding and loving 
kindnesses from whatever source, 
whether it be a (future) partner 
or friend; if what you would like 
is acceptance and support, do 
communicate this as he may want 
to do so but not quite know how.

You might consider directing him 
to the Daisy Network website for 
information or show him some of 
the information you were sent on 
joining, e.g. Another’s Perspective. 
Relatives and Friends: Their Stories, 
which was written by members’ 
mothers, partners and friends.  

A study published in February in 
The Lancet looked at short-term use 
of hormone replacement therapy 
(HRT) and the possible increased risk 
of ovarian cancer. In this brief synopsis, 
I wish to provide some clarity over 
the findings. 

The results came from a meta-
analysis of 52 epidemiological studies 
involving a total of 21,488 women 
with ovarian cancer, almost all from 
North America, Europe and Australia. 
It reports an increased risk of ovarian 
cancer with use of HRT. 

This topic has been a contentious 
issue for some years with a majority 
of observational studies failing to 
show an increased risk of ovarian 
cancer with HRT use whilst two large 
studies from the UK and Denmark 
did find an increase. This meta-
analysis does not suggest that HRT 
causes ovarian cancer but does find 
an association between HRT use and 
increased risk of two specific types of 
epithelial ovarian cancer, serous and 
endometroid. It also finds a reduced 
risk of mucinous ovarian cancer with 
HRT use.

The data is heavily influenced by the 
Million Women Study which is widely 
acknowledged to have significant 
flaws. There has been no correction 
for the BMI of the women, their 
previous use of the contraceptive pill 
or age at menopause. There is also no 
correlation with dose of HRT used, 
nor is there any distinction between 
oral and non-oral administration or 
between sequential and continuous 
progestogen use. 

Therefore, this study looks at a varied 
study population with, in some cases, 
incomplete data and tries to attribute 
cause and effect between HRT 
use and a heterogeneous group of 
ovarian cancers of which two types 
out of four purportedly showed an 
increased risk. Additionally, the data 

are observational with significant risk 
of bias from other contributing risk 
factors. 

The very small risk that this study 
highlights must also be put in context 
– for 1,000 women who use HRT 
for five years from around the age of 
50, this risk in absolute terms comes 
down to one excess case of ovarian 
cancer. This means that for women 
using HRT this risk is very, very low in 
absolute terms and may be beyond 
the capacity of a meta-analysis of 
observational studies to accurately 
predict. It must also be remembered 
that the population studied were 
between the ages of 53 and 65. 
Therefore, the results do not relate 
to women with premature ovarian 
insufficiency (POI).

Furthermore, ovarian cancer is a rare 
condition and even rarer in women 
under the age of 40. 7.4% of women 
diagnosed with ovarian cancer are 
between the ages of 35 and 44, while 
4.8% are under 34 years of age. Of 
those, 1.2% are under the age of 20. 
Most women diagnosed at a young 
age have either a family history of 
cancer or a mutation of the BRCA 
gene.

While ovarian cancer is a serious 
disease, this study does not prove 
causation.
In conclusion, women who are 
currently taking HRT should not 
stop based on this study without 
consulting their GP or menopause 
specialist. HRT is the most effective 
treatment for symptoms of the 
menopause and protects against 
development of osteoporosis, 
cardiovascular disease and reduced 
cognitive function in women who 
have undergone POI. Most experts 
agree that when HRT is individually 
tailored, it provides more benefits 
than risks for the majority of 
women. 

GOT A QUESTION?

Our experts are here to help 
you. If you’d like their advice on 
any issue, big or small,  
email your question to  
editor@daisynetwork.org.uk  
or write to us at: 

The Daisy Network,  
PO Box 183, Rossendale,  
BB4 6WZ

We will protect your  
anonymity at all times.

HRT AND OVARIAN CANCER 

by Dr Marie Gerval



Chrissie Hosking is an 
experienced, accredited 
integrative counsellor and 
psychotherapist (MA, CTA). 
She has a special interest in 
the psychological impact of 
premature ovarian insufficiency 
and infertility. She runs her own 
independent therapy practice 
in the Midlands. Chrissie is also 
available to talk to if you take 
advantage of the Daisy Network 
tele-counselling. 

 

Dani Singer is a psychotherapist 
and counsellor (UKCP Reg./
MBACP Senior Accr.). She 
specialises in women’s health, 
particularly in the area of 
premature ovarian insufficiency, 
and is actively involved in research 
on this topic. She often gives talks 
on the psychological impact of 
POI to health professionals. 

 

Nick Panay (BSc, MBBS, 
MRCOG, MFFP) has worked 
in obstetrics and gynaecology for 
more than ten years. As director of 
the West London Menopause & 
PMS Centre at Queen Charlotte’s 
& Chelsea and Chelsea & 
Westminster Hospitals, he heads a 
busy clinical and research team that 
publishes widely. He also presents 
at scientific meetings, trains health 
professionals at all levels and is 
an honorary senior lecturer at 
Imperial College London. 

 
Dr Marilyn Glenville (PhD) is the 
UK’s leading nutritionist specialising 
in women’s health. She is the 
former President of the Food and 
Health Forum at the Royal Society 
of Medicine and the author of a 
number of internationally best-
selling books including The Natural 
Health Bible for Women and Natural 
Solutions to the Menopause. For more 
information go to  
www.marilynglenville.com.  
Dr Glenville runs a number of 
women’s health clinics in London, 
Tunbridge Wells and Dublin. If you 
are interested in a consultation, you 
can contact Dr Glenville’s clinic on 
01892 515 905 or by email:  
health@marilynglenville.com.

Dr Gerard Conway is clinical lead 
in endocrinology at University 
College London Hospital. Dr 
Conway’s research into ovarian 
function has formed the basis 
of more than 120 academic 
publications. His research 
focuses on the causes of ovarian 
insufficiency and his clinical 
research projects include studying 
the cardiovascular effects of 
oestrogen in young women. Dr 
Conway has been involved with 
the Daisy Network since its 
inaugural meeting in 1995.  
 

Nigel Denby is the UK’s 
proclaimed GDA (Guideline Daily 
Amount) Diet Doctor. He now 
runs his own private practice 
in Harley Street specialising 
in weight management, PMS/
POI, menopause, irritable bowel 
syndrome and food intolerance.
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DAISY NETWORK  
ANNUAL  
CONFERENCE
As we announced in the last issue, the Daisy Network annual 
conference will take place on Saturday 6 June at Chelsea & 
Westminster Hospital, 369 Fulham Road, London, SW10 
9NH. The event will start at 10.00 a.m. with registration 
from 9.00 a.m. and finish at around 4.15 p.m.

We’ve got a great line-up of 
speakers for you, consisting 
of leading gynaecologists, POI 
specialists and fertility experts. 
Tickets for our annual conference 
are now on sale, priced at £25 
for members and £30 for 
non-members. You are very 
welcome to bring a partner or 
other supporter and may buy a 
maximum of two tickets at the 
member price. We regret that 
children under the age of 12 are 
not allowed out of sensitivity to 
our members.

Are you interested in getting 
involved in starting a local support 
group in your area? Dani Singer 
(see profile in “Ask the Experts” 
section) will be available during 
lunchtime to talk informally to 
anyone who would like to help 
set up a local support group 
or simply find out more. If you 
are interested, it would be 
helpful if you could let us know 
by email beforehand (editor@
daisynetwork.org.uk) to give us a 
rough idea of numbers.

To buy your ticket(s), go to the 
shop section of our website and 
click on “Tickets” or send a cheque 
payable to the Daisy Network 
to: Open Day Co-ordinator, PO 
Box 183, Rossendale, BB4 6WZ. 
If you book by post, please make 
sure you write your name, address 
and phone number on the back 
of the cheque and also tell us 
how many lunches you would like 
to book along with any special 
dietary requirements. Lunch and 
all refreshments are included. 
Numbers are limited, so don’t 
miss out!

The preliminary programme is to 
the right. Please note that although 
the speakers are confirmed, the 
order and timings are subject to 
change. The charity’s AGM will also 
be held during the conference, 
giving you a chance to get to know 
the new team and elect Daisy’s 
trustees. There is no charge if you 
only wish to attend the AGM.

 9.00–10.00  
Registration
10.00–10.15 
Welcome: Dr Gerry Conway, Patron 
of the Daisy Network, Consultant 
Endocrinologist, University College 
Hospital; National Hospital for 
Neurology and Neurosurgery; Elizabeth 
Garrett Anderson Wing
10.15–10.30  
Presentation of member survey results
10.30–11.15 
Keynote presentation 1 (title TBA): 
Miss Joan Pitkin BSc, FRCS, FRCOG
Consultant Gynaecologist, Northwick 
Park & St Mark’s Hospital, N.W. London 
Hospitals NHS Trust, Honorary Clinical 
Senior Lecturer, Faculty of Medicine, 
Imperial College
11.15–11.45  
Tea break
11.45–12.00 
POI: a Patient’s Perspective
12.00–12.15 
Nutritional Advice for POI Patients: 
Amanda Moore Nutritionist
12.15–12.30 
The Psychological Aspect of POI: Dani 
Singer Psychotherapist and counsellor
12.30–1.00 
AGM
1.00–2.15 
Lunch
2.15–3.00 
Keynote presentation 2 (title TBA): 
Miss Claudine Domoney MA,MBBChir 
MRCOG DFFP Consultant Obstetrician 
and Gynaecologist, Chelsea & Westminster 
Hospital NHS Foundation Trust.
3.00–3.30 
Tea break 
3.30–4.15 
Keynote presentation 3 (title TBA):  
Dr Anna Carby MBBS Fertility 
Specialist and Clinical Lead, Boston Place 
Clinic and IVF Hammersmith.
4.15  
Summary and close  
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MEET THE TEAM
All Daisy trustees currently have to be elected each year at the charity’s AGM. 
Each member of the team has written a brief profile of themselves explaining 
why Daisy matters to them to give you an idea of who you are being asked to 
vote for and what they hope to achieve.

Marie, Co-Chair
I am a trainee in Obstetrics and 
Gynaecology in London and 
currently a Clinical Research Fellow 
in the Department of Endocrine 
Gynaecology at Imperial College. My 
current research project has given 
me a greater understanding of POI 
and raised my awareness that this 
is a highly under-researched area. I 
am currently involved in setting up 
the national POI database which 
I hope will address some of the 
questions that remain unanswered. I 
see, manage and treat women with 
POI in specialist menopause clinics 
at Queen Charlotte’s & Chelsea 
Hospital and Chelsea & Westminster 
Hospital, many of whom have been 
provided with little information or 
treatment options following their 
diagnosis and are undergoing great 
emotional distress. I am passionate 
about making a difference for women 
with this condition and wish to help 
ensure that the Daisy Network raises 
understanding of this condition and 
meets your needs – both practically 
and emotionally as a useful resource 
for support, advice and information.

Kate, Co-Chair
I have worked for several years as part 
of an NHS menopause clinic team 
that has a specialist interest in POI. I 
was saddened by the many stories 

from women who had been poorly 
understood by health professionals 
and aware that in a specialist clinic 
we were only seeing the tip of the 
iceberg. I feel passionately about trying 
to raise awareness and understanding 
of POI, particularly within the primary 
care community, so that women can 
be diagnosed in a timely fashion and 
receive age-appropriate treatment and 
support. I believe strongly in the role 
of the Daisy Network as a unique and 
invaluable source of support and wish 
to be a part of helping Daisy grow and 
provide what members want.

Patricia, Vice-Chair
I have worked corporately and as a 
consultant assisting failing organisations. 
I would like to help see Daisy grow and 
see ‘her’ reach extended to minimise 
the number of young women unable 
to get access to the right information 
and support. I have experience 
educating GPs and primary care 
professionals, which should improve 
outcomes for young women, and 
pledge to support the delivery of 
requests via our membership survey 
to ensure that as trustees, we are doing 
our best to give you what you want 
and most need.

Jocelyn, Secretary
I’m Jocelyn and I’m hoping to reprise 
the role of Secretary, which I have 
held since October. If you’ve emailed, 
arranged tele-counselling, volunteered 
or looked at our Twitter, you’ll have 
heard from me before. I’m 21 and 
was diagnosed with POI at 19. I’m 
currently the only member of the 
committee who has experienced a 
teenage diagnosis. I found the diagnosis 
heartbreaking but Daisy has let me 
turn that pain into a positive and I hope 
to continue representing people with 
POI and providing them with support, 
which I know first-hand can be so 
valuable.

Dani Singer, specialist psychotherapist/
counsellor
As an experienced integrative 
psychotherapist and counsellor in 
women’s health, I have published in 
the lay and professional press and 
presented on trainings for health 
professionals, particularly in relation 
to POI. I work in three busy NHS 
multidisciplinary specialist clinics and 
am a long-standing patron of the Daisy 
Network. I am also a trustee of NAPS 
(National Association for Premenstrual 
Symptoms). Other aspects of my 
work include working with individuals 
and couples affected by infertility, 
bereavement, relationship difficulties, 
depression, managing stress and anxiety. 

Chloe, prospective Treasurer:
I am currently training to be a 
Chartered Accountant with 
Pricewaterhouse Coopers in London 
and hope to use this training as 
Treasurer for the Daisy Network. I will 
work with the rest of the committee 
to increase Daisy’s cash flow so that 
we can grow, improve and develop the 
Network. I was referred to the Daisy 
Network 10 months ago after being 
diagnosed as ‘surgically menopausal’ 
following ovarian cyst surgery. I found 
it an invaluable source of information 
and support and meeting other 
women from Daisy was a real turning 
point for me in coming to terms with 
my situation. I feel passionately about 
improving awareness, understanding 
and diagnosis of POI among medical 
professionals and will use this passion 
to be a positive addition to the Daisy 
Network committee.

It is with great regret that we have 
to announce that Erica (PO Box 
and Membership Manager) and her 
husband John (Treasurer) will not be 
standing for re-election this year. They 
have both been staunch supporters of 
Daisy for many years and will be sorely 
missed.

We are lucky enough to have found a 
candidate for the role of Treasurer, but 
are still looking for someone with a flair 
for organisation and admin to take over 
as PO Box and Membership Manager. If 
you have the necessary skills or would 
like to find out more, please email  
daisy@daisynetwork.org.uk with 
your CV. Nominations for election 
to the committee for any role within 
Daisy must be sent to the Secretary 
in writing at least 14 days before 
the AGM (i.e. 23 May). If you are 
interested in standing, please email 
daisy@daisynetwork.org.uk. Due 
to unforeseen circumstances, we also 
need some help with our  
newsletter. If you would like to help 
write Update, please email  
editor@daisynetwork.org.uk. 

A message from John (Treasurer) 
and Erica (PO Box and Membership 
Manager):
After some very serious thought over 
the past few weeks John and I have 
decided we will not be standing for 
election to the committee at the AGM 
this year.

We have both been associated with 
Daisy since our daughter, Heather, was 
diagnosed with premature menopause 
in 1996, aged 17 years old, and I have 
served on the committee as PO Box 
and Membership Manager for 15 
years. We have both been to every 
conference, bar one, since then and 
Daisy has been a big part of our lives. 
John joined the committee in 2013, 
to replace a previous treasurer who 
resigned with a fortnight’s notice!

This has not been an easy decision 
to make but we realise that there is a 
strong desire to become a more online 
organisation and, for this to be done 
properly, considerable IT expertise and 
Web management skills will be needed 
which we do not have. I very much 
hope that there will still be someone 
that members can contact directly 
when they feel the online support is 
not sufficient for them.

Daisy was set up as a member support 
group by a group of ladies who had 
gone through a premature menopause 
and we sincerely hope that it continues 
to give support to members as and 
when it is required.

We offer our best wishes to all the 
members of Daisy and hope they 
continue to feel supported over 
the coming years as the Network 
undergoes a period of great change.

CONSTITUTIONAL 
CHANGES

As a registered charity, Daisy has to 
abide by a constitution, which the 
new team feels needs updating. All 
members who attend the AGM will 
be asked to vote on the proposed 
changes, which are as follows.
Rephrased objectives:
The current constitution lists Daisy’s 
objectives as:
1. To share personal experiences about 
premature menopause.
2. To provide information on 
treatments and research within the 
fields of HRT and assisted conception.

We would like to update these and 
widen their scope. We therefore 
propose the following:
1. To enable women diagnosed with 
premature ovarian insufficiency (POI) 
to share their experiences.
2. To provide support and information 
relating to the condition and associated 
issues such as HRT and fertility.
3. To promote awareness of POI 
among both the general public and the 
medical profession.

Number of trustees:
Currently, the charity’s committee must 
consist of a minimum of four members 
and a maximum of eight. In addition to 
the so-called honorary officers (Chair, 
Secretary and Treasurer), at least 
three of these members and no more 
than five must currently be elected at 
the AGM. We would like to amend 
this to allow for a larger committee 
so that a wider selection of interests 
(medical professionals, patients, etc.) 
can be represented. Our proposal is 
to increase the maximum committee 
size to ten, with a minimum of one and 
a maximum of seven to be elected 
at the AGM alongside the honorary 
officers. In addition to this, up to three 
members (but no more than a third 
of the committee) can be co-opted 
under the current constitution. We 
intend to keep this provision.
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MEMBER SURVEY RESULTS
Our thanks go to everyone who took the time to complete our online 
member survey earlier this year, which gave us some valuable insights into what 
you as members want from Daisy. Congratulations also go to our member HM 
who won the prize draw and chose a year’s free membership. Read on to find 
out what you told us ...

REASONS FOR  
JOINING DAISY

The majority of respondents said they 
had joined to find out more about POI, 
with meeting other women diagnosed 
with POI coming in second place. 
Sharing experiences online ranked 
third, with a few members choosing 
the ‘Other’ option, where support/
advice and not feeling alone were 
common responses.

 
TO WHAT EXTENT 
DOES DAISY MEET 
YOUR EXPECTATIONS 
CONCERNING 
INFORMATION AND 
SUPPORT?

The clear majority of survey 
respondents are satisfied with what 
Daisy currently offers.

HOW GOOD IS DAISY AT 
ENABLING DIALOGUE 
BETWEEN MEMBERS 
ONLINE?

The vast majority of responses were 
either negative or neutral. Most of the 
neutral respondents (11) said they had 
never used the forum. Many criticised 
the current service. Having said that, 
sharing experiences online is only the 
third-biggest reason for joining. We 
had already identified the forum as 
having room for improvement and will 
consider how to implement this either 
as part of our new website or using 
private social media groups moving 
forwards.

HOW GOOD IS DAISY AT 
ENABLING MEMBERS TO 
MEET OTHER WOMEN 
WITH POI?

Generally, Daisy members are happy, 
speaking very highly of the conference 
as a means of meeting and exchanging 
details with other women with the 
same diagnosis. Many of those who 
responded neutrally commented 
that support groups would be highly 
welcomed. This is another area where 
we hope to make improvements, but 
we can only run local groups with your 
support. If you are interested in helping 
to set up a group in your area, there 
will be a chance to talk to Dani during 
our conference. If you are unable to 
attend the conference, you can email 
her on d.singer@nhs.net.

HOW GOOD IS 
DAISY AT PROVIDING 
INFORMATION AND 
SUPPORT FOR WOMEN 
DIAGNOSED WITH POI?

Generally, members thought Daisy was 
doing a good job. The online forum 
came in for further criticism and 
more regular updates to the website 
were also requested. Some members 
suggested more frequent meetings/
newsletters or a greater presence 
online, including via social media.

IDEAS FOR FACILITATING 
DIALOGUE BETWEEN 
MEMBERS ONLINE

Interestingly, although this question 
related to the online forum, answers 
tended to focus on local support 
groups. This reinforces the message 
that members would like face-to-face 
support group meetings.

DO YOU USE THE 
MEMBERS-ONLY FORUM?

A slender majority of respondents do 
not use the forum, with most stating 
that it was not active enough. Some did 
not feel the need to contribute actively, 
while others were unaware it existed.

HOW COULD THE 
WEBSITE BE IMPROVED?

The most notable suggestions were 
around modernising the design and 
having information on POI specialists. 
The forum also came in for further 
criticism. As we have already reported, 
the committee plans to launch an 
all-new website in due course. We are 
currently at the very beginning of this 
process and it will be some time yet 
before the new website goes online as 
we want to make sure it caters for our 
members’ needs to the fullest possible 
extent.

ARE YOU LIKELY 
TO RENEW YOUR 
MEMBERSHIP WHEN IT 
RUNS OUT?

An overwhelming majority of 
members (75%) wish to renew their 
membership. Negative respondents 
felt there were not enough benefits to 
membership and/or would only renew 
if improvements were made.

HAVE YOU EVER 
ATTENDED ONE OF OUR 
CONFERENCES?

Answers were split approximately 
50:50 on this point, but many members 
who answered no commented 
that they had joined since the last 
conference. Geographical spread was 
also an issue, with some requests for 
more events outside of London. The 
conference has been held elsewhere in 
the past, but it proved difficult to sell a 
sufficient number of tickets.

HOW SATISFIED ARE YOU 
WITH UPDATE?

Responses were generally positive, with 
many people backing online publication. 
There were occasional requests 
for it to remain a hard copy. Positive 
feedback was received on recent 
publications.

OTHER FEEDBACK

There was overwhelming interest from 
members to be involved on a voluntary 
basis. A number of members also took 
this opportunity to say thank-you.

KEY POINTS

Generally, members are happy with the service Daisy provides, with information being the key motivator. There were requests 
for us to provide details of specialist clinics, which is something we will try to incorporate into our new website. Support 
groups were continuously mentioned and seem to be more important than the online forum. With the exception of the 
forum, people are generally happy with the website, although there were calls for a more modern design, electronic versions of 
Update and the use of email alerts. The members-only forum is used by slightly less than half of the members surveyed: there 
is a vicious circle of inactivity leading to further inactivity and disillusionment. An overwhelming majority of respondents wish to 
renew their membership, indicating that they value the service Daisy provides overall.
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DRUG COULD PRESERVE BREAST CANCER 
PATIENTS’ FERTILITY

A new drug could help young women 
undergoing chemotherapy for some early-stage 
breast cancers to preserve their fertility and 
reduce their risk of POI.

A phase III clinical trial published in The New 
England Journal of Medicine found that treating 
patients with the drug, called goserelin, alongside 
chemotherapy substantially prevented ovarian 
failure and preserved fertility. Goserelin 
is a hormone-blocking drug which stops 
sex hormones from being produced. This 
temporarily suppresses the ovaries, protecting 
the egg cells from being damaged during 
chemotherapy.

One of the study’s senior authors, Professor 
Kathy Albain of Loyola University Chicago, said: 
“Some of the most distressing side effects 
of chemotherapy in young women with 
breast cancer are early and sudden onset of 
menopause and infertility. We found that, in 

addition to reducing the risk of sudden, early 
menopause, and all of the symptoms that go 
along with menopause, goserelin was very safe 
and may even improve survival.”

218 women of child-bearing age with 
oestrogen- and progesterone-receptor-negative 
breast cancer were monitored as part of the 
study. Half of them received the chemotherapy 
drug cyclophosphamide plus injections of 
goserelin once every 28 days, while the other 
half were only given the chemotherapy. Two 
years after treatment, 22% of the women 
treated solely with the chemotherapy drug 
had symptoms of POI. By contrast, just 8% of 
the patients who were administered goserelin 
showed similar symptoms. This was also 
reflected in pregnancy rates, with 21% of those 
who received the new drug conceiving at least 
once, compared with 11% of the women who 
were not given the hormonal therapy.
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IN THE NEWS

Angelina Jolie has revealed 
that she had her ovaries and 
Fallopian tubes removed after 
showing possible signs of early 
cancer. The Hollywood star 
hit the headlines two years 
ago after opting for a double 
mastectomy to rule out the 
possibility of contracting breast 
cancer later in life. She elected 
to have the preventive surgery 
after discovering that she 
carries the BRCA1 gene, which 
is associated with an estimated 
87% risk of breast cancer and 
a 50% risk of ovarian cancer. 
Her family also has a history 
of the disease: her mother 
had breast cancer and died of 
ovarian cancer at the age of 
56. The actress’s grandmother 
and maternal aunt also died of 
cancer.

Jolie made the decision to 
have the latest surgery after 
doctors found that “a number 
of inflammatory markers” 
were elevated, which could 

indicate early cancer. She 
described her reaction: “I 
went through what I imagine 
thousands of other women 
have felt. I told myself to 
stay calm, to be strong, and 
that I had no reason to 
think I wouldn’t live to see 
my children grow up and 
to meet my grandchildren 
... The beautiful thing about 
such moments in life is that 
there is so much clarity. You 
know what you live for and 
what matters. It is polarising, 
and it is peaceful.” Although 
a subsequent scan and 
tumour test showed that the 
initial fears of cancer were 
unfounded, she still decided to 
have the elective procedure.

“In my case, the Eastern and 
Western doctors I met agreed 
that surgery to remove my 
tubes and ovaries was the best 
option, because on top of the 
BRCA gene, three women 
in my family have died from 

cancer,” she wrote in the 
New York Times. “My doctors 
indicated that I should have 
preventive surgery about a 
decade before the earliest 
onset of cancer in my female 
relatives. My mother’s ovarian 
cancer was diagnosed when 
she was 49. I’m 39.”

The actress believes that 
each woman with the BRCA 
gene should make her own 
decision on whether surgery 
is the best option for her, but 
she chose to write about her 
experiences in the hope that it 
would help others. She added: 
“Regardless of the hormone 
replacements I’m taking, I am 
now in menopause. I will not 
be able to have any more 
children, and I expect some 
physical changes. But I feel at 
ease with whatever will come, 
not because I am strong but 
because this is a part of life. It is 
nothing to be feared.”

ANGELINA JOLIE HAS 
HER OVARIES REMOVED
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Last month, one the most 
controversial spats in the 
fashion world unfolded. Elton 
John called for a boycott of 
the top Italian brand Dolce 
& Gabbana after its leading 
designers labelled children 
born using IVF “synthetic”.

In an interview with the Italian 
magazine Panorama, Domenico 
Dolce said: “You are born and 
you have a father and mother. 
At least it should be like that. 
That’s why I’m not convinced 
by what I call chemical children, 
synthetic babies.”
 
Disgusted by these comments, 

IVF SPARKS 
CELEBRITY ROW

Sir Elton John – whose children 
were both born using IVF and 
surrogacy – took to Instagram 
to voice his opinion on the 
designer’s words. Under a 
photo of the fashion duo he 
wrote: “How dare you refer 
to my beautiful children as 
‘synthetic’. And shame on you 
for wagging your judgemental 
little fingers at IVF – a miracle 
that has allowed legions of 
loving people, both straight 
and gay, to fulfil their dream of 
having children. Your archaic 
thinking is out of step with the 
times, just like your fashions. 
I shall never wear Dolce & 
Gabbana ever again.”

Following this, numerous 
celebrities took to Twitter in 
support of Elton’s boycott, such 
as Courtney Love, who posted: 
“Just round up all my Dolce 
& Gabbana pieces, I want to 
burn them. I’m just beyond 
words and emotions. Boycott 
senseless bigotry!”

Mr Dolce tried to justify 
his remarks by saying: “I am 
gay. I cannot have a child. I 
don’t believe that you can 
have everything in life.” In 
an interview with CNN he 
later added: “I believe in the 
traditional family. It is impossible 
to change my culture for 
something different.”

Although this particular row 
focused on same-sex couples 
using IVF to start a family, the 
majority of IVF babies are born 
to heterosexual parents. Since 
the first ‘test-tube baby’ was 
born in 1978, the technique 
has resulted in over 5.5 million 
births. More than 17,000 
babies are now born in the UK 
every year thanks to IVF.

NEW TEST COULD IDENTIFY BEST 
TIME FOR IVF IMPLANTATION

Researchers in Spain have 
developed a test which 
could improve success rates 
for women receiving IVF 
treatment by pinpointing the 
ideal time for embryos to be 
transferred to the womb.

IVF success rates depend 
on the woman’s age, with 
younger patients more likely 
to have healthier eggs. In 2010, 
the success rate for women 
under 35 was 32.2%. This is 
measured using the number 
of live births resulting from 
treatment. Implantation failure 
– meaning that the embryo 
does not attach to the lining of 
the womb – is a major cause 
of unsuccessful treatment.

In an interview with The 
Guardian, Professor Juan 
Garcia-Velasco from the IVI 
Clinic Madrid said: “We think 
that about 15% of cases of 
implantation failure are simply 
due to bad timing.” During 
each menstrual cycle, most 
women have a two- to four-
day window when an embryo 
can nestle into the womb. 
This window was previously 

thought to be the same in all 
women, but recent research 
has revealed that it varies and 
is more likely to have shifted 
by several days in women who 
have experienced recurrent 
implantation failure.

The new test involves taking 
a biopsy of the womb 
lining (endometrium) and 
monitoring the activity of 
238 key genes. Based on the 
results, scientists can pinpoint 
the woman’s fertile window – 
the ideal time for an embryo 
to be transferred. The test is 
currently performed at least 
a month before embryos are 
transferred to avoid the risk 

of damaging the womb lining 
and making it harder for the 
embryo to implant. In time, the 
researchers hope to develop 
a less invasive test whereby 
a sample of the endometrial 
fluid can be taken instead of a 
biopsy.

In a pilot study, the test was 
performed on 17 women 
with repeated implantation 
failure. Nine subsequently 
fell pregnant and gave birth 
to healthy babies. Professor 
Garcia-Velasco’s team is now 
heading up an international 
clinical trial involving 2,500 
patients.
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MEMBER’S STORY

I thought nothing of it as we were 
told in school that they could be 
irregular. I then went on and started 
secondary school and ballooned up 
in weight, going from a size 8/10 to a 
size 18! I began getting upset – I was 
never bullied but felt conscious about 
eating in front of people. At the age 
of 13 I stupidly wrote a note – not a 
suicide one as that was never in my 
thoughts, but something along those 
lines. My mum found it who then told 
me we were going to the doctors 
as she had noticed I was down a lot. 
The doctor said: “Put her on a diet of 
boiled vegetables”. My mum’s response 
was: “Could it be her age?”, then the 
doctor asked about my periods and 
I told all.

POI has dictated my life, 
leaving me with low self-
esteem, anxiety about 
the future and bouts of 
depression.

I then went on to have blood tests 
and to see a gynaecologist. The 
appointments for children were only 
held on one morning a month and 
always on the maternity ward. I would 
get looks from people like I was a 
young pregnant girl – I used to kind 
of enjoy it! I also had to have a full 
examination, which for a 13-year-old 
was not the best. Blood tests showed 
an abnormal level in my hormones 

and the rest is history. It was 11 
December when I was told I had gone 
through the menopause. I was 13 
but my periods stopped at 11. I was 
devastated but already felt I knew my 
situation. My mum was in shock and 
felt she was somehow to blame. There 
was no reason, nothing either of us 
had done, it just happened.

My teens were all over the place. I 
was put on HRT or the Pill, and each 
had their own set of not-so-nice side 
effects. I developed a bad relationship 
with food as I started to lose weight 
and was scared of putting it on due to 
the HRT and POI. I think the weight 
issues were my own way of controlling 
my body and what had happened to 
me. The older I got, the harder it got. 
I fell into depression. I felt very alone 
and like a freak. 

I think about my condition and not 
being able to have a family every 
single day. I am now in a committed 
relationship and have two dogs. I run 
my own dance and fitness business 
teaching women to feel fabulous 
and confident. I still struggle with my 
weight issues a lot as every time I take 
HRT I gain weight. In the past I have 
come off it to lose weight which is not 
ideal as I need the protection. I have 
signs of osteopenia and plan to go 
through IVF with donor eggs in 2016.
I am finding it harder and harder. I am 
now 28 and several of my friends are 

having babies. As happy as I am for 
them, I feel their joy is like a sharp knife 
though my heart. POI has dictated my 
life, leaving me with low self-esteem, 
anxiety about the future and bouts of 
depression.

Regardless of my struggles 
with HRT and infertility, I 
have a fantastic life and a 
successful business.

I get by and have a successful business 
boosting other women’s confidence. In 
all the negatives, I think POI has shaped 
who I am and made me a more 
empathetic person. I now wish to start 
blogs about POI and how diet and 
fitness can help. Although I struggle 
to control my weight, I eat extremely 
healthily to look after myself. Now 
I am preparing myself for IVF, trying 
to get myself mentally and physically 
ready.

I plan to film and document my IVF 
journey and regardless of the result, I 
plan to write a book on POI and all my 
experiences, research and knowledge.
I really want to help young sufferers, as 
everything had pictures of 50+ ladies 
on when I was 13 and I found that 
hard. I want to show young people 
that regardless of my struggles with 
HRT and infertility, I have a fantastic 
life and a successful business.

I was always a bubbly, outgoing girl. I was 10 and in a show when I felt 
something different, I had started my periods! I went on to have periods for six 
months and then they stopped. 
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POI
FORUMS

Come along, meet up, share 
ideas and experience

Northwick Park Hospital
9.30–10.30am
7 May, 4 June, 2 July,  
3 September

ALL WELCOME
The forums include a 
chance to meet with a 
member of the hospital’s 
multi-disciplinary team for 
questions and answers, such 
as our specialist GP, specialist 
nurse or specialist pharmacist. 
They are open to everyone 
who has experienced POI. 
You should ideally be aged 
under 40 (and definitely 
under 45). There is no lower 
age limit. 

Please put the dates in your 
diary and feel free to turn up. 
Or, if you prefer, contact Dani 
(who facilitates the forums) 
in advance at: d.singer@
nhs.net or call and leave a 
message on 020 8235 4034.

Northwick Park Hospital
Gynaecological Outpatient 
Dept. (Please ask at 
reception, then wait in the 
waiting area.)
Watford Road
Harrow
HA1 3UJ

FREE COUNSELLING
FOR DAISY NETWORK 
MEMBERS

Tele-counselling: help is only a phone call away
Tele-counselling is our scheme offering the chance to have half an hour of 
counselling over the phone with Chrissie Hosking. We offer this service free 
of charge to our members. The Daisy Network pays Chrissie for her time.

19 May, 9 June, 28 July: sessions at 6.30, 7.15 and 8.00pm.
Send your name, address and phone number, either to the PO Box or by 
email to daisy@daisynetwork.org.uk. A slot will be allocated to you and 
Chrissie will call you.

HELP SPREAD THE WORD
We have received a very kind offer 
from a Daisy member, Emma, who 
runs a video production company. She 
set up the firm, Optical Jukebox, with 
a friend who used to be a nurse to 
make short films and documentaries 
on health and social issues. They have 
already produced videos for the 
NHS, the University of Sheffield and 
various other organisations, some of 
which you can watch on their website, 
www.opticaljukebox.org. They would 
like to make a series of short case 
study films about POI for the Daisy 
Network, which we would love to 
feature on our new website.
Emma came up with the idea as a 
way of working through her own 
diagnosis and helping other women 
to feel less alone. The short films 

would also be a great way to provide 
information about POI. We already 
have our first volunteer, but are 
looking for two or three more Daisy 
members who would be prepared 
to appear in a short video. You would 
be able to discuss the project with 
Emma beforehand and would also be 
shown the edited film before anyone 
else, so you would have the final say 
over what should – or shouldn’t – be 
included. Ideally, we would like to 
make three or four films with women 
in different situations – e.g. teenage 
diagnosis, POI following cancer 
treatment, etc. If you are interested in 
being involved or would like  
more information, please email 
editor@daisynetwork.org.

JULIA SWALES (1958–2015)

Our thanks go to Kim Swales who contacted us in March following the 
sad death of his wife Julia. Instead of flowers for her funeral, he kindly 
asked for donations to the Daisy Network. He wrote: “Julia’s wish, in 
her own small way, was to help fellow sufferers cope with this cruel 
theft of motherhood and alleviate the stigma that engulfs it. You are 
not alone.” We are very grateful to him for his support and for helping 
to raise awareness of POI at this very difficult time.



DAISY NETWORKERS
The networkers are members of the Daisy Network who are happy to take phone calls from 
other members. You don’t need a particular reason to call – they are here to offer a friendly 
ear. You might have a query you don’t want to trouble your doctor with or you might just feel a 
bit down. Please note that these numbers are for members only. Please do not pass them on to 
anyone else without the prior consent of the networker concerned.

MEDICAL AND SURGICAL
Angela, Kent
POI in 30s following cancer 
treatment.
01959 561 620, early evening.

Jasbir, Hertfordshire
Ovarian cancer at 21. Three children. 
POI at 32, then problems with HRT, 
then hysterectomy. Implant.
01462 629 463, evenings and 
weekends.
j.jaswal@ntlworld.com

Sarah, West Midlands
Total hysterectomy, uses HRT 
implants. No children.
07894 033 315, any time.
first55@aol.com

ADOPTION
Jacqueline, Devon
POI at 34. Four failed egg donations. 
Adopted two siblings. Spontaneous 
return of periods then normal 
pregnancy. Rediagnosed as resistant 
ovary syndrome.
01752 290 648, 7–9pm Mon–Fri and 
any time at weekends.
jacquelinehouslander@gmail.com

OTHERS’ POINTS OF VIEW:
Brian, Gloucestershire
Egg donation and psychological 
impact.
07802 490 563, any time.

Martin, Hampshire
Unsuccessful IVF. Adopted two 
children.
02380 849 602, after 7pm.
martin.c.hill@sky.com 

TEENAGE DIAGNOSIS
Joyce, Fife
POI at 16. Successful and unsuccessful 
egg donation attempts.
01577 830 067, 7–9pm Mon–Fri, or 
any time at weekends.

Lisa, Northumberland
POI at 14, now in 30s. Successful egg 
donation.
01670 514 750, any time.
lisajonathan2001@yahoo.co.uk

Louise, Somerset
POI at 17, reason unknown. Takes 
combined Pill as HRT.
07816 399 203, after 7pm but not 
Tuesdays.
louise.k.baker@googlemail.com  

EGG DONATION
Caroline, West Midlands
Diagnosed at 32, now 39. Successful 
egg donation in USA. Positive 
experience of HRT.
01926 733 411, after 7pm.
c.kuzemko@yahoo.co.uk

Karen, Wiltshire
POI in early 30s. Been on HRT for 12 
years without problems. Successful 
egg donation – twins. 
01985 211 494, evenings after 7pm.

Pamela, Surrey
POI due to resistant ovary syndrome. 
Successful egg donations.
0208 669 0508, 7–9 pm.
pa1hilton@btinternet.com

Jane, Hertfordshire
POI at 28. Successful egg donation. 
Reasonable success with HRT.
01727 370 723, any time.
janehussell@hotmail.com

Nicola, Worcestershire
POI at 35. Successful/unsuccessful egg 
donation abroad. Takes HRT.
01905 457 480, evenings after 
7.30pm and any time at weekends.
armpete2@yahoo.co.uk

Emma, London 
POI at 21, now 31. Successful and 
unsuccessful egg donation abroad, 
attempting another cycle soon.
0203 565 9258/07731 815 333, any 
weekday 7.30–9.30pm or any time 
on Sundays. Happy for members to 
leave voicemails.

MISCELLANEOUS
Gemma, Northern Ireland
POI at 33, now 44. Spontaneous 
pregnancy in 2004.
02838 343 291, after 6pm.
gemma@gemma03.orange-home.
co.uk

HRT
Kate, Cheshire
POI at 28, now early 40s. No children. 
Positive about HRT and life post-
menopause.
07974 754 901, any time.
km_palmer@btinternet.com 

Patricia, Roxburghshire
POI in early 30s, now in 40s. Single. 
Difficulties with various types of 
HRT. Interested in bone health (has 
osteopenia).
01573 224 604, 5.30–7pm

Thea, Kent
POI at 27. Conceived naturally. 
Problems with HRT, especially 
tiredness.
01795 538 014, 6–8pm

Jemma, Kent.
POI at 26, reason unknown but 
autoimmune in close family. Two 
young children. Takes HRT.
07977 464 682, after 5 pm weekdays 
and Saturday only.
jemma.crisp@btinternet.com


