
From unwanted interference
to indispensable partner

The patient advocate who helped open the minds of Europe’s cancer doctors

� Simon Crompton

As founding president of Europa Donna, the European Breast Cancer Coalition,

Gloria Freilich helped transform attitudes towards patient advocacy. She would like to see

further progress, particularly in regions that have been slow to accept a patient role, and advises

that her softly softly approach – building confidence and allaying suspicions – is the way to go.

Three years after taking up the presidency of
Europe’s first international breast cancer
coalition, Gloria Freilich faced her most

embarrassing moment. It was 1997 and she had
started to address a major meeting of oncologists in
Lisbon, talking about her neworganisation, designed
by women for women, called Europa Donna. Then
a doctor stoodup and challengedher.What right did
a layperson, he asked, have to address a thousand
oncologists at a medical meeting?
Freilich was flabbergasted.Many of the doctors

there were too. She gathered herself, and answered
that she had a right to be there because shewas rep-
resenting the other side of themedical equation– the
patient viewpoint. Then she carried on with her
presentation, uninterrupted.
Recalling the event 13 years later, her presi-

dency of Europa Donna now in the past, it still
makes Freilich’s toes curl. Nowadays, such an inci-
dentwould be unthinkable. It’s amark of howmuch
EuropaDonna has helped change attitudes that the

patient viewpoint is now intrinsic to top-level inter-
national discussions about breast cancer. Under
Freilich’s leadership, aEuropeanbreast cancer organ-
isation representing the interests of patients earned
aplace at the scientific tablenot by confrontation, but
by instilling respect amongmedical colleagues. The
process hasn’t always been easy.
So Freilich’s proudestmoment came three years

later when, after the end of her presidency, she
stoodup again to speak, this time in Strasbourg to 90
Members of the European Parliament and the then
EuropeanHealthCommissionerDavidByrne.When
EuropaDonnahadbeen set up, its instigator, surgeon
Umberto Veronesi, told Freilich that its aspiration
should be to address the European Parliament and
gain its support for improving diagnostic and treat-
ment services across the whole continent.
Now, by a strategy of making the patient voice

indispensable rather than anunwanted interference,
it had achieved this aim. In her Strasbourg address,
Freilich emphasised the need for a European breast
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cousin and aunt had also died of the
disease shortly after diagnosis. So
there was good reason for having a
check, even though there was as
yet no national screening pro-
gramme in the UK. When she
arrived at the hospital, the mam-
mogram machine had broken
down. So she had to go to another,
where themachinery had a peculiar
balloon contraption instead of a
plate to hold the breast in place.
“I must say, I remember it very

well because itwas very difficult not
to laugh while it was happening,”
says Freilich. “You were kind of
squashed downunder this balloon,
and itwas only a single viewof each
breast, not two views as one would
expect now. And I was told that
everything was fine.”
“That summer I went away on

holidaywithmyhusband to Italy. It
was two months after I’d had the
mammogram, and pulling my
swimsuit up I found a lump about
the size of a plum inmy left breast.
I said nothing at the time, butwhen
we got back to London I rang the
breast surgeon’s secretary andmade
another appointment.When Iwent
in, I had a needle put into the lump.
Shortly afterwards, I was tele-
phoned atmyoffice – Iwasworking
as the fundraising officer for the

NationalAutistic Society at the time– and Iwas told
there and then, on the telephone, that it was cancer.”
It was a terrible blow. It felt like a family destiny

that she should die of cancer too. Freilich remembers
being in such a state that she accidentally set fire to
her dressing gown – thankfully shewas unhurt.Her
husband andher twin son anddaughter,whowere15
years old and studying for their ‘O’ level exams, were
“desolate”. So she returned to hospital andhad a seg-
mental mastectomy and complete axillary node
clearance. Histology came back with its analysis. It
was not cancer.
At the time, Freilich was overjoyed at the news,

but nowadays, she reflects, patientsmight sue under

cancer registry, rapid access to treatment,multidisci-
plinary breast units and equalisation of services
throughout Europe. This prepared the ground for
major developments that have followed, such as the
European guidelines for quality assurance in breast
cancer screening anddiagnosis –nowa fundamental
tool that Europa Donna coalition members use to
advocate for better services in their countries.
Appropriately enough, Freilich’s role in this trans-

formation started from her own distressing experi-
ences of cancer. It all began with an error. In 1983,
living inLondon, she decided she should have a gen-
eral health check-up andmammogram.Hermother
had died of breast cancer 10 years earlier, and her
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similar circumstances. She had to perform an enor-
mous psychological turnaround and was left with
conflicting emotions – a knowledge of how gru-
elling a diagnosis of cancerwas, an awareness of the
inadequacies of some services, but also a deep grat-
itude at being spared.

GETTING INVOLVED
To this point, almost every experience she hadhad of
cancer had been negative. The one thing that had
impressed herwas the care given to her at theRoyal
Free Hospital (the misdiagnosis had been a labora-
tory error). She stayed in touch with her surgeon,
Santilal Parbhoo, and offered to help with a breast
cancer research appeal hewas setting up. Freilich set
about raisingmoney, not only for clinical researchbut

for a new clinic forwomen at high risk of breast can-
cer, and a new computerised call and recall system.
On the basis of her successwith this, shewas invited
to help set up and run newpatient services, as a full-
time, professional job.
With a background inmusic – she had studied to

be a pianist and opera singer before starting a family
– she was aware of gaps in her scientific knowledge
and attended lectures for medical students. “I was
allowed to build upmy knowledge and confidence,”
she says. “So I started to suggest, there’s little here to
informor support patients.Couldn’twedo something
about that? I took a counselling course and pre-
pared to set up this organisation for patients, which
in 1987 becameCancerkin.”
Cancerkin, whichFreilich led as chief executive
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Freilich was overjoyed, but nowadays, she reflects,

patients might sue under similar circumstances

Cancerkin, Hyde Park, 2005. Every other year, patients, families, friends, health
professionals and celebrity supporters gather in London’s most famous park for a
10km walk to raise funds for the breast cancer advocacy group
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until two years ago, was the first hospital-based,
dedicated breast cancer charity in the UK, con-
cerned with treatment, supportive care, education
and research. “Treat the patient, not just the cancer”
was, and still is, its philosophy.
It was one of the firstmanifestations inBritain of

what started to become known as breast cancer
advocacy. Its services were, in part, inspired by the
American Reach to Recovery Programme, which
Freilich visited in 1986 as part of her personal
research into how best to offer support to women
with breast cancer. It trained carefully selected vol-
unteers –womenwho had had breast cancer them-
selves – as counsellors to visit patients in their own
homes and support them, their families and friends.
Soon the charity outgrew the one room it had

been allocated in the Royal Free Hospital – so
another Freilich-coordinated fundraising push
resulted in a newCancerkin centre being opened at
thehospital in 1990. Itwas the first on-site dedicated
breast cancer support centre in the UK.
Freilich speaks fondly of themedical staff at the

Royal Free – theway doctors supported her ventures
throughout, invitedher tomultidisciplinarymeetings
and gave seminars to patients and volunteers. But the
fact is that in her nationalwork, and the international
work that followed, she has had to address a problem
that was rife 20 years ago, and still common:
doctors did not provide information to
cancer patients or involve them in
decision-making. More than any-
thing, women like her, and her
mother, needed someone to
talk to. Freilich acknowl-
edges that it was per-
sonal experience that
drove her on to cor-
rect this.
“The kind of sup-

port we offered was
completely missing
for my mother and

me. If you don't have information about a condition,
you can build pictures in your mind that can be so
harmful and so negative and can affect the way you
recover or the way you respond to treatment. But it
was unusual for hospital doctors to havemuch time
to spend with patients beyond the hospital envi-
ronment. The role of the breast care nurse was not
very well developed at that time. So I considered it
important that patients had someone else to turn to
for support.
“I think it’s about cooperation. In the past,

patients have traditionally deferred completely to
doctors,which I believe iswrong.But I don’t go along
with the idea thatwomen are equipped tomake their
own independent decisions. They need to be
informed sufficiently to be able to make sensible
decisions in collaboration with doctors.”

EUROPA DONNA
If it was an error that contributed to the founding of
Cancerkin, it was a chance meeting that led to
Freilich becoming Europa Donna’s first president.
Her valuable work at the Royal Free led to her
being invited onto aReach toRecovery international
advisory committee, under the auspices of the
UICC (International Union for CancerControl) in
Geneva. After attending a Reach to Recovery con-
ference in Trieste in 1992, she shared a taxi back to

the airport withUmberto Veronesi, and
asked himwhat had happened to
his plans to set up aEuropean

“If you don’t have information, you can build pictures

in your mind that can affect the way you recover”
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With renowned concert pianist Alfred
Brendel. Having trained as a pianist and
opera singer herself, Freilich put her
musical connections to good use,
organising fundraisers for Cancerkin.
This picture was taken following a
Gala Concert featuring Brendel with
London’s Philharmonia Orchestra,
at the Royal Festival Hall,
September 2004



breast cancer coalition
along the lines of
the American National
BreastCancerCoalition.
Veronesi admitted that
things had not got off the
ground as rapidly as he’d
wished. Freilich said she
was interested in becom-
ing a representative in
London, and they
exchanged addresses.
Three weeks later,

she received a box full of
all the papers relating to
the proposed organisa-
tion. She was kept
informed of all corre-
spondence, but didn’t have any official role.But a year
later, in 1993, shewas invited to attend a conference
of EUSOMA, the European breast cancer special-
ists, in Paris. At the end, Veronesi made a surprise
announcement: a newbreast cancer coalition called
Europa Donna was to be formed, and its first presi-
dent would be Gloria Freilich.
Nobody was more surprised than Freilich. It

took some backtracking – establishing a working
party and organising elections – for the body to actu-
ally come into being, with Freilich formally at the
helm. With enthusiastic representatives of breast
cancer patient groups in Italy, Germany, Belgium,
Austria, Switzerland and the UK, the objectives
were agreed: enhancing the role of women in con-
trolling breast cancer; promoting improvements in
the standards of diagnosis and management across
Europe; promoting equality of access; making part-
nerships with clinicians and scientists; influencing
European and national politicians. “From the earli-
est days, wewere greatly helped by the valuable sup-
port of Alberto Costa and the European School of
Oncology, with whom Europa Donna has worked
closely throughout its history,” stresses Freilich.
The launch conference was held at the Euro-

pean Institute of Oncol-
ogy in Milan in 1994.
“At that time the advo-
cacy concept was
barely understood,” says
Freilich. “Immediately,
we had to overcome sus-
picion of our motives
and establish a clear
understanding of our
mission. We began to
make our presence felt
through involving our-
selves in breast cancer
public education, hold-
ing conferences and
patient meetings, lobby-
ing decision makers,

publishing newsletters, holding media campaigns
and generally coalition building.”
OneofEuropaDonna’s early undertakings – a15-

country survey of women’s experiences of breast
and gynaecological cancers carried out in 1996–con-
firmed the absolute legitimacy of what it was trying
to do. “Someof their experienceswere pretty ghastly.
I think many women felt able, for the first time, to
vent feelings they would never have shared with a
medical expert. You could tell that people had suf-
fered psychological angst, damage, and the survey
drew attention to aspects of treatment and care
across Europewhere improvements could or should
bemade.”
The fact that Europa Donna – the name is Ital-

ian for ‘European woman’ – was envisaged as a ‘sis-
terhood’ is important, says Freilich. It isn’t that the
organisation has excluded men – supporting male
family members and friends is an important objec-
tive, and many male clinicians, most importantly
Veronesi andCosta, have been influential in driving
the organisation forward. “But I suppose that
women, by virtue of our biology, have various times
of our liveswhen important events and diseases hap-
pen to us alone, and because we have the child
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“We had to overcome suspicion of our motives and

establish a clear understanding of our mission”

A milestone in patient advocacy. The European Breast Cancer
Conference is the first European scientific cancer conference
to include patient advocates as equal partners. As Europa
Donna president, Freilich was a co-founder of EBCC, and is
pictured here at its first conference, September 1998



bearing responsibility, all the gynaecological side of
it ismore or less out in the open.We’re used to com-
municatingwith each other about these issues, and
even in countries where topics like cancer are not
openly discussed, women do get together and sup-
port each other in many different ways.”
Nevertheless, the fact that breast cancer – and

even the breast itself – is still a taboo subject in
some countries, has been a consistent hurdle. The
original logo design for EuropaDonna was a breast,
but was vetoed because of sensitivities – instead,
it became a map using women’s silhouettes. The
very word cancer is still barely spoken publicly in
some regions – an additional barrier to getting
patients to feel confident about talking to others
about their condition.
“In some countries, if it becomes widely known

that there is cancer in the family, it can cause all sorts
ofproblems, influencingmarriageprospects, for exam-
ple. I suppose it startswith the assumption that if you
havecancer, youhaveanuntimelyend.That’snotnec-
essarily the case anymore, and I think that as people
acquire confidence about adiagnosis of cancer being
properly treated and the possibility of making a good
recovery, then fears and superstitions will gradually
subside.We are alreadymaking a difference.”
There have been other significant problems:

creating objectives to work towards on a European
level has been immensely difficult, given the cul-
tural disparity and variations in health care systems
and economies between EUMember States. The
idea of patients having a say in their own care is
still anathema to some doctors – like the oncolo-

gist who stood up to challenge Freilich in 1997.
“Not all countries are readily accepting of layper-

sons’ involvement,” says Freilich. “But you change
things by driving up levels of understanding and
confidence, by encouragingmore interplay between
the layperson and themedical profession. Themed-
ical professionals have to feel confident that they’re
not going to be overrun by women wildly making
demands they can’t meet. You change things by
showing examples ofwhat has been already achieved,
and which they can emulate.”
The merits of a professional multidisciplinary

approach to breast cancer, which Europa Donna
advocates, are still not always appreciated. Wher-
ever this is the case, EuropaDonna has had to work
hard to persuade medical professionals to link
with their colleagues to found multidisciplinary
breast units.
But Freilich assesses the organisation’s achieve-

ments over 16 years as considerable: its influence in
the setting of European standards of breast cancer
care; its planting of the patient perspective firmly in
the centre of high-level clinical and political discus-
sions; the growing acknowledgement of the need for
multidisciplinary breast units.

“I did have a very strong feeling about Europa Donna.

I thought it would be wonderful to do it”
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A powerful alliance. Breast care nurse Sylvia Denton (right)
was among the first advocates for patients to be treated by
a multidisciplinary breast team, including a specialist breast
nurse – key issues for Europa Donna. President of the UK

Royal College of Nursing (2002–2006), she is pictured here
with Freilich at the Europa Donna conference, Paris 1999,

where she led a one-day course on endocrine therapy aimed
at nurses from Europa Donna’s member states E
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ONE AIM, MANY CULTURES
She is proud that Europa Donna membership now
extends to44countries.She’sproud tooof the link that
she forgedwithEORTC(theEuropeanOrganisation
for Research and Treatment of Cancer) and
EUSOMA to found the biennial European Breast
CancerConference.And she’s certainly proud of the
coalition’s relationshipwith theEuropeanParliament.
But she is also realistic. “We wanted to equalise

the standard of diagnosis and treatment right across
Europe, and one has to acknowledge it’s going to be
a long time before that happens. We’ve lately
embraced countries like Kazakhstan, Kyrgyzstan
and Georgia, and our Russian-speaking Europa
Donna Ukraine Forum is able to help them with
training and education. But things are going to hap-
pen more quickly in some countries than others.
Because of these variations, I think there could be
more regionalisation within Europa Donna in the
future in order to concentrate help where it can be
givenmost effectively.”
She sees improving screening as key to sparking

developments in all areas of cancer services. “Where
good screening programmes have been established,
those standardshave tended tocarry through into sur-
gery andoncology aswell,” she says.Though there are
questionsbeing raised in theUKabouthowmany lives
a national breast cancer screening programme really
does save,Freilichbelieves that if theprogrammesare
established to a high standard, and women are pro-
videdwithquality informationabout theprosandcons
of screening, the benefits outweigh the risks.

A royal occasion. HRH the Duke of Gloucester
joined other distinguished patrons, major
donors, medical experts and dedicated
volunteers for the launch of Cancerkin’s 20th
anniversary, in Goldsmiths’ Hall, the City of
London, April 2007

Though she is no longer in full-time
employment in the cancer world, full
retirement doesn’t seem an option. The
set of oil paints, brushes and canvases she
was presented with when she left Can-
cerkin remain largely untouched, await-
ing adaywhen shehas timeonherhands.
HerworkwithEuropaDonna continues
in her capacity as founding president.
She remains involved with ESO and

many cancer projects, such as theLookGood…Feel
Better programme,which provideswomen affected
by cancer with access to cosmetics to address the
effects some cancer treatments can have on one’s
appearance. In 2008 shewas appointed a trustee of
the Bowel and Cancer Research Trust at the Royal
LondonHospital, and shewould love to see some of
the growth in interest and resources that breast can-
cer has experienced in recent decades spill over into
these less well publicised fields.
Was it really chance, luck, mistakes that led her

guiding role in these influential breast cancer bodies,
as she implies?Hermodesty is misleading. The rea-
sonbehindFreilich’s rise in thecancerworldbecomes
clearer when I ask her exactly what it was that
Veronesi saw inher, after that conversation in a taxi –
whatmadehimwant to invest such responsibility and
trust in her. She thinks carefully before answering.
“I think he had made some enquiries about my

work in London and probably heard a few good
reports. I tend to make things happen. I’m a very
entrepreneurial person, and I think that if I want to
make something happen, and work hard enough at
it, I willmake it happen. I did have a very strong feel-
ing about Europa Donna. I thought it would be
wonderful to do it.”
Skill at fundraising, organising people andmak-

ing alliances, driven by personal conviction. It’s a
potent combination, which has significantly driven
on the cause of user involvement in Europe. It is a
combination still vitally needed in cancer organisa-
tions around the world.
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