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Who we are

W

E ARE THE LEADING UK CHARITY PROVIDING

support, care and information to people
affected by conditions of the pituitary gland.

We bring people together.
We are stronger together.
Vision
Our vision is of a world where every person affected by a
pituitary condition has a timely diagnosis and access to the
best treatment, information and support.

History
It is estimated that there are approximately 70,000 people with
a pituitary condition in the United Kingdom. To meet the need
for information and support for people affected by a pituitary
condition, The Pituitary Foundation was set up in 1994, and
was subsequently registered as a charity in September 1996.

Left to right: Pituitary Foundation staff; Jay, Emily, Martin and Rosa.
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Our mission

In order to advance our
vision, the charity’s mission is to:
• Provide information and caring
support
• Improve public awareness and
understanding
• Influence health and social care
• Develop local
communities

Introduction

Making progress

D

URING THE PAST YEAR WE HAVE

continued to build on our
achievements from 2013/14.

Last year we reported that we saw
increasing demand for our services,
more patients were supported,
we had a record-breaking year in
fundraising and we saw increasing
volunteer numbers. 2014/15 has
followed in the same vein and we are
pleased to report that this year’s income
has broken another record for the charity!

heart of the charity. We have seen an increase
in the number of Local Support Groups, we
now have a team of 115 volunteers and
we have an excellent volunteering
retention rate. Indeed, we have seen
growth in many areas of the charity
and we need to ensure we can
effectively support and sustain
the growth in the future, so that
we can ultimately make more of a
difference to pituitary patients.

The charity expansion aims to provide
a strong and sustainable organisation
for the long-term, meeting both current
In September 2013, our three-year
and future growth demands. We
Strategic Plan was formally issued
are investing in key areas across the
Menai Owen-Jones Chief Executive Officer
detailing our vision and goals for
organisation, which means that there
the future. The primary objective of
are changes to current staff roles and
the Strategic Plan was to give the charity a
we are recruiting new staff to join the team.
clear and agreed direction and purpose
There is much more work for us to do
for the period 2013 – 2016 and to
as a charity and these changes to the
communicate this to our staff, our
organisation will help us to: improve
volunteers, members, healthcare
awareness; improve quality of life of
professionals, donors and everyone
patients and their families; reduce
who supports us, or indeed benefits
isolation; reduce diagnosis times
from the work of the charity. This
and reduce preventable incidents
Annual Review celebrates the
of death amongst pituitary patients.
progress and achievements we have
All of our achievements outlined
made during the second year of our
in this Review have only been
Strategy, against our four Strategic
possible because of the hard work and
Pillars: Effective Organisation, Awareness,
dedication of so many people. We would
Caring Support and Education.
particularly like to thank our dedicated team
2014/15 has been a busy year of
of staff who, though small in number,
strategic planning and the completion
Jenny West Chairman of Trustees
continue to deliver so much under a
of a comprehensive review of the
lot of pressure, our network of Local
organisation. In July 2015, the Board of Trustees set a new
Support Groups, our volunteers, trustees, donors, fundraisers,
five-year vision for the charity and approved a plan to expand
members and those who have chosen to remember us in
the organisation. Over the past four years, with thanks to the
their Wills.
generous support of our members and supporters, we have
So while we’re keen to celebrate all we’ve done this year
generated surplus funds each year, which means we are now
we know there’s still much more to do. Thank you for your
in a strong financial position to invest for the future.
continued support.
Recent years have been very positive for the charity in many
ways, in terms of our financial position, the running of the
Menai Owen-Jones Chief Executive Officer
organisation, reaching and supporting more patients and
families. Volunteers have been, and continue to be, at the
Jenny West Chairman of Trustees
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Highlights of 2014/15
Team Pituitary
at the London
Marathon contributed
in excess of

£50,000

We processed 5,570
financial transactions
during the year

Our Endocrine Nurse
won the Helpline
of the Year Award
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Awareness Month in
October 2014 was the
most successful year yet

6,200
Number of
Twitter followers
and Facebook
likes

Excellent
volunteer
retention rates

Over 5,000
printed publications
were distributed

We achieved 87%
of our Key
Performance
Indicators

437 printed
copies of our
publications are
distributed
a month

27% increase in the

92.5% of

number of calls to
our Endocrine Nurse
Helpline

our volunteers
would
recommend
volunteering
with us

I would like to say that I find
the articles and information in
Pituitary Life magazine extremely
valuable and informative. Many of
these have ‘struck a chord’ during
the last 12 months.

A new
publication for
young people
and parents
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Effective organisation

D

EVELOPING THE EFFECTIVENESS OF THE CHARITY

continued to be central to our work during 2014/15.
Our Goals for this Strategic Pillar are:

• GOAL 1 Increase diversification of funding and improve

long-term sustainability
• GOAL 2 Create a strong staff and volunteering team
• GOAL 3 Improve evaluation and performance
measurement
• GOAL 4 Improve facilities, internal processes and systems

The 2013 – 2016 Strategic Plan sets our charity’s three year
Strategy. To benchmark our performance against the Strategy
we have an annual Operational Plan with Key Performance
Indicators. In 2014/15, 43 Key Performance Indicators
(KPI) were set. We are pleased to report that 35 (87%) Key
Performance Indicators were fully achieved and 1 partly
achieved. Only 4 were not achieved and 3 were withdrawn, all
due to the limitation of staffing resources.
The Financial Year 2014/15 was the most successful
fundraising year in the history of the charity following on from
a record-breaking year in 2013/14. Our fundraising events

We achieved 87% of our
Key Performance Indicators
income exceeded all expectation and increased
by over 125% and donations to The Foundation
during this period increased by over 17%. Our
many loyal fundraisers took on many challenges
including marathons, skydives, cycling, walks and
many other innovative events including a sponsored
body wax which raised £28,000! Team Pituitary at the
London Marathon contributed in excess of £50,000 and
the Foundation Skydive raised over £15,000. Pituitary
Awareness Month in October 2014, Springtime Teas, the
lottery, raffles and merchandise through the online shop
all continue to contribute generously to the income of The
Foundation with the Christmas Raffle bringing in a record
sum of over £6,500. The number of online orders through the
website has also increased by 21% over the previous year to
over 800.
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Two specific donation appeals were organised during the year.
The “Sponsor the Endocrine Nurse” was launched at Christmas
2014, following on from our Endocrine Nurse, Alison Milne,
being named as the Helpline Employee of the Year by the
Helplines Partnership. This appeal met its target and raised over
£11,000 towards the cost of this service. Another successful
appeal was instigated towards the end of the Financial Year
which contributed towards taking our income for the year to
over half a million pounds for the first time in our history. The
“Isabella Andrews Appeal” launched in 2013/14 continues to
raise income for our charity through its annual Golf Day.
The lottery continues to be successful with over 500 regular
players and the “Brick-by-Brick” scheme launched in June
2014 now has 99 people donating on a monthly basis. The
Legacy Strategy implemented last year now has 34 pledges
and legacies income in this year totalled just under £200,000.
Our Membership numbers remains static at approximately
2,300 but our supporters, particularly amongst fundraisers,
continues to grow.
We were joined at our Skydive in Swindon by the Capon family
(below) and their Nanny, Steph. Gareth Capon and Steph Watkins
joined 20 others in braving the 12,000 feet jump whilst Jane and
children, Isaac and Callum, cheered them on.

and assisting with the delivery of our Patient Support and
Information Helpline. During 2014/15 we also introduced a
new type of volunteering role, called ‘Volunteer Campaigner’.
Volunteer Campaigners support our ongoing campaigns
work and help us to fulfil our goals to influence policy and
key decision makers and improve general public awareness.
We have also introduced an annual feedback questionnaire
for volunteers to gain insight into their experiences of
volunteering.

Catherine Budd and Geoff McAdam.
We reported last year that Phases 1 and 2 of our reorganisation
had been completed and that the 2014/15 financial year
would see the completion of the planning for Phase 3.
The Board of Trustees approved the Organisation Review
Proposal in July 2015, which will result in the expansion of The
Foundation across key areas, using some of our financial
reserves to support the changes. The changes that
will be implemented from September 2015 to
July 2016 aim to provide a strong and sustainable
organisation for the long-term. The ultimate aims
of the changes are that we will be able to:
• increase the number of people we help
• expand current patient and family services and
introduce new services
• increase our support of young
people and their parents
• improve health care
professionals’ engagement
and education
• increase awareness of
pituitary conditions and
patients’ needs through
more campaigning
work.
The first full year of
our Volunteer Strategy
delivered well against its
objectives. We now have 115
volunteers providing a range of
support, including the running
of our Local Support Groups

We continue to improve the efficiency of the organisation.
The new IT system implemented back in May 2014 is working
well and we have introduced further improvements to our
infrastructure this year including: the introduction of online
payments; integration of our database and finance software
and a new online HR system. We are also committed to
following high standards of fundraising practice. Our
fundraisers are members of the Institute of Fundraising and we
are also a member of the Fundraising Standards Board.

92.5% of our
volunteers would
recommend volunteering
with us.

Volunteer, David Drew.
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Awareness

W

E INVESTED MORE RESOURCE INTO RAISING

awareness and understanding of pituitary
conditions during 2014/15. Our Goals for this
Strategic Pillar include:
• GOAL 5 Engage with stakeholders in key areas of our

work
• GOAL 6 Influence policy and key decision makers
• GOAL 7 Improve general public awareness and

understanding
• GOAL 8 Develop our brand and reputation

During 2014/15 we introduced our
first ever Policy and Campaigns
Strategy. A key priority for pituitary
patients and their families is raising
awareness of pituitary conditions
and related issues. It’s important
that The Foundation increases our
campaigning work in a planned way
to be effective in our aim to improve
the treatment, care and support of
pituitary patients and their families and
to make sure the voice of people affected by
pituitary conditions is heard by
politicians and policymakers.
In recent years The
Foundation
has
been involved with
greater
amounts
of policy work. This
includes such activities as: responding
to government consultations, surveys,
policy briefings and
position
statements.
Equally, policy work can
involve social research, participation in reference groups,
and supporting other organisations’ activities. The Policy and Campaigns Strategy contains key objectives,
running from April 2015 to December 2016, and it is
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Angela Jones, Colin Jackson and
Jay Sheppard (above).
Frontier Medical Brecon to Cardiff
Cycle (left).
currently
being
rolled
out.
Developments since introducing the
Strategy include: we are now proactively
promoting three national, targeted
awareness campaigns a year and we have also
introduced a new Volunteer Campaigner role. We
currently have 8 Volunteer Campaigners who are busily raising
awareness in their local communities across the country and
working with their local endocrine clinics.

We have
introduced a
new Volunteer
Campaigner role

We launched a campaign
prior to the General Election
in 2015 urging our MPs to
keep Rare Diseases on the
agenda and in June 2015 the
“Save our Loos” campaign was
launched to support patients
living with Diabetes Insipidus.
We are a member of Rare Diseases UK which puts forward
the views of over 1,600 members including many patient
organisations. We participated in Rare Diseases Day 2015 and
attended Rare Diseases UK receptions at the Welsh Assembly
and the House of Commons in London.
During the year we also attended a number of healthcare
conferences and events including the Society for

Endocrinology Annual Conference, regional clinical update
meetings and the annual Clinicopathological Conference on
Pituitary Disease in London. At all these events we provide
an information stand and engage with clinicians to widen
their knowledge of the important work undertaken by The
Foundation. We continue to develop our links
with health care professionals and
endocrine clinics across the country.

Pituitary Awareness Month in October 2014 was the most successful year yet, with 216 people directly contacting us asking
for materials to participate (against our target of 100 people
contacting us). We saw many people raising awareness in their
local areas by writing letters to their MPs, holding information
stands at their local clinics, holding fundraising
events and giving talks to local groups.
The theme for Awareness Month
2014 focussed on making emergency health workers aware
of the inadequate administration of hydrocortisone in emergency
situations and The
Pituitary Foundation
campaigned
for
this to be a “Never
Event” and worked
hard, albeit unsuccessfully, for this to
be included on the
NHS “Never Event”
List.

“I am delighted that The
Foundation have made progress
on this much needed resource and area
of patient care. Thanks for your sterling
work which I am sure will be cherished by both
patients and healthcare professionals alike. The
needs of young people are generally overlooked
and it is fantastic news that The Pituitary
Foundation is driving the agenda in terms
of information and support.”

We continue to represent patients’ views to pharmaceutical companies through
workshops, talks and
presentations. Our
two celebrity ambassadors,
Mike
Crawshaw
and
Stephen Campbell Moore continue to support our
events and raise
the profile of the
charity.

Endocrine Clinic Feedback
Foundation staff
supporting our
campaigns work.
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Caring support
Booklets
The Pituitary Foundation Information

T

HIS YEAR WE CONTINUED TO PROVIDE QUALITY

support to anyone contacting our patient and
family services. Our Strategic Goals under the
Caring Support Pillar are:

A pituitary patient
on hydrocortisone,
who is in shock,
been in an acciden
t
or is vomiting,
URGENTLY needs
a higher dose of
hydrocortisone
(usually by 100mg
injection)

For teens and young adults

l Think

- Adrenal
Insufficiency

l Realise

• GOAL 9 – Reach more patients

- Adrenal Crisis!

l Act NOW

to treat
this patient and
save their life!

• GOAL 10 – Develop our services to meet the needs of

different demographics
• GOAL 11 – Increase our presence in local communities

throughout the UK and Republic of Ireland

Working to support pituitary patients, their

An adrenal
crisis is life
threatening!

www.pituitary.org.uk

carers & families

13/04/15 10:20 AM
Teens DI booklet.indd 1

Our Nurse won
the Helpline of
the Year Award

We are delighted to
report that our Endocrine
Specialist Nurse, Alison
Milne, won the Helpline
Employee of the Year Award
in November 2014, awarded
by the Helplines Partnership. This is a prestigious award and is
a testament to her hard work and dedication to her role. We
wholeheartedly congratulate Alison on her award.
Thanks to our generous supporters in September 2014 we
were delighted to be in a position to extend the hours of our
Endocrine Nurse Service. The service is inundated with calls
and we are hoping to further extend the service in the future.
The Patient Support and Information Helpline saw
688 calls, a small increase on the previous
year. 1,037 Helpline emails were answered
and a significant number of queries now
come via Facebook too. The Endocrine
Nurse Helpline saw a 27% increase
with 498 calls being received during
the year, with each call lasting about
19 minutes. We completed an internal
audit of the Helplines during the year
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Hydrocortisone A5_2

sided.indd 1
26/08/14 10:02
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and we contacted users of the Helpline service asking for their
feedback.
Over 5,000 printed copies of our publications were distributed
during the period, a 16% increase on 2013/14. Nine of our
publications were updated during this financial year and we
continued developing our range of publications by introducing
new titles. We know that there is a great need for information
for young people and parents and we were pleased to
produce a new publication for teens and young adults with
DI – the first of many. We also introduced a new Post-Operative
Factsheet for patients and a new Adrenal Insufficiency Leaflet
for Awareness Month 2014. A successful internal audit was
carried out on the publications faculty during the year also.
Pituitary Life membership magazine continues to be published
three times a year and we receive consistent positive feedback
about the quality of the magazine.
We continued to develop our face-to-face support activities
this year. We held another very successful National
Conference at Wembley in November 2014, attended by 251
delegates, 99% of whom said that they would come to a future
conference. The Foundation now has a network of 33 Local
Support Groups providing invaluable support and information
to thousands of patients in the UK and the ROI.

(left to right) Robert Brady, Julie McDermott, Ronnie Lawler, Niall
Cavanagh, Brian Lawler. New ACs and past ACs of the Ireland group
at their support group meeting in October 2015.

A few quotes from Conference
delegates:
‘Meeting other young people with
pituitary conditions made me feel
“normal” again’.
‘The whole day was superbly
organised and I would recommend other people attending’.
‘Great conference. Nice to meet
people and share experiences,
the day has left me with a new
positive outlook’.
The Young People and Parents’
Group continues to grow and a
successful workshop was held at the
National Conference 2014 with 10 new members.
The Coordinators of the group, Alice and Richard Jackman,
attended the British Society for Paediatric Endocrinology
and Diabetes (BSPED) Conference and distributed posters
and information to clinicians. This was a new event for The
Foundation and was very useful in raising awareness of our
work amongst paediatricians.
Social media continues to play a major role in fundraising, as
well as improving public awareness. The number of Twitter
followers increased from just under 2,000 to over 2,600 and
the number of people who like our Facebook page increased
by 47% over the year reaching nearly 3,600 at the year end.
Our website also continues to be very well accessed with over
560,000 sessions during 2014/15. The average number of visits per month was over 17,000 from the UK and over 19,000
from the US, demonstrating our global appeal.

Why your support is
so important
“I felt so alone and isolated that I
fantasised about ending my life. It
felt like I was the only person with this
terrible disease. Then I discovered The Pituitary Foundation and speaking to a warm,
reassuring voice at the end of the phone made me
realise I wasn’t alone and I could cope with the life-long consequences of this illness. They were my rock and saw me through my
darkest of days.”
Charlotte, 31, Reading.

That’s
great... Thanks
so much Pat!! No more
questions for now! Really do
appreciate it... I don’t know
what I would have done if
it weren’t for your
advice.

6,200 Number of Twitter followers
and Facebook likes
The Pituitary Foundation • Annual Review 2014/15
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Education

P

ROVIDING INFORMATION AND EDUCATION TO

health care professionals about pituitary
conditions is a key priority for The Pituitary
Foundation. Our Goals under the Education Strategic
Pillar are:
• GOAL 12 – Drive improvements in education and

training of healthcare professionals
• GOAL 13 – Develop our understanding of patient

experience and needs to inform our work
• GOAL 14 – Promote research relating to pituitary

conditions

Staff and volunteers attended a number of healthcare
conferences and events during the year, manning information

stands and giving presentations. These events are very
important allowing for engagement with clinicians and health
care professionals, including endocrinologists, neurosurgeons,
endocrine nurses and ambulance personnel.

Volunteer Steve Harris’ experience:
Steve Harris covered The Foundation’s awareness stand at the
National Ambulance Clinical and Patient Safety Conference
2014 in September, as well as a stand at the Endocrine Nurse
Update conference in the same month.
Steve said that the ambulance event was very well organised
and he had a dozen people actually ask questions - three of
them having relatives with a pituitary tumour – he gave them
a sheet from our referral tear-off pad and advised them to
check out our website/Helpline.

Volunteer Steve Harris
covered The Foundation’s
awareness stand at the National
Ambulance Clinical and Patient
Safety Conference 2014 in
September.

Steve Harris & Gail Weingartner.
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In March, Steve also gave a talk to the ambulance staff in
Bristol at the College of Paramedics event. There were over 100
paramedics and health professionals in the audience and he
spoke about hydrocortisone and emergency injections and
answered all questions put forward. After his talk, two A&E
nurses from a Birmingham hospital introduced themselves;
they said they did not know anything about pituitary disease
and Steve is now going along to speak at one of their weekly
training sessions soon. All delegates at the event were given
one of our factsheets for ambulance personnel.
2,434 printed publications in total were distributed to health
care professionals and endocrine clinics during 2014/15,
an increase from last year of 14%. Our Medical Committee
continues to provide invaluable medical guidance and
support to our Patient & Family Services team.

During the year we have publicised a number of external
research studies and projects which may be of interest to
our pituitary community through our website and social
media channels. The Board of Trustees agreed to part fund
a PhD project at Plymouth University researching the needs
of children and young people with pituitary conditions from
October 2014.
Our Endocrine Specialist Nurse, Alison Milne, has also been
invited to join the Society for Endocrinology Nurses’ Committee
which represents an excellent opportunity to represent the
interests of pituitary patients and The Foundation. The Pituitary
Foundation sits on the Steering Group of the annual Endocrine
Nurses Forum organised by Novartis.

What is the

The pituitary is a hormone-producing
gland, situated behind the bridge of the
nose and below the base of the brain.
If you have been diagnosed as having
a pituitary disorder such as Acromegaly,
Craniopharyngioma, Cushing’s, Diabetes
Insipidus, Hypogonadism, Prolactinoma or
Pituitary Adenoma you should contact
The Pituitary Foundation.

Symptoms: can include
Fatigue, headaches,
weight changes, poor
body temperature control,
extreme thirst, infertility,
mood changes.

Working to support pituitary patients and their families.

Visit www.pituitary.org.uk
or ring our helpline on 0845 450 0375
What is the Pit Gland Poster A4.indd 1

Registered Charity No: 1058968

Endocrine Nurse,
Alison Milne.

Disease Awareness Campaign Supported by Pfizer Limited

Pituitary
Gland?

23/08/13 11:04 AM

2,434 printed publications in total
were distributed to health care
professionals and endocrine clinics
during 2014/15.
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Financial report

O

VERALL THE CHARITY RAISED £578,888 (2013/14:

£466,022) in 2014/15 generating a surplus of
£209,868. 2014/15 has been another very
positive year financially for The Pituitary Foundation
with record-breaking income generation and a
significant surplus.
Income grew by 24% against the previous year and expenditure
continues to be well-managed. There were many factors that
contributed towards our 2014/15 financial performance,

including very generous legacies once again and excellent
performance of our events fundraising.
The financial performance over the past four years, 2011 –
2015, has enabled the charity to build a solid level of reserves,
with unrestricted general funds standing at £629,241 as at 30
June 2015. In light of this financial stability, in July 2015 the
Board of Trustees approved a plan to expand the organisation,
investing in key areas, utilising our reserves.

In 2014/15 we raised £578,888

In 2014/15 we spent £369,020

2014/15 income

2014/15 expenditure
1%

2%

1%
5%

10%
11%

6%

2%

37%
9%

82%
34%

Donations

£211,616

Cost of generating funds

Legacy

£199,186

Membership

£50,908

Charitable
activities: advice, info

& patient support

Gift Aid

£12,933

Regional activities (LSGs)

Activities for generating funds

£33,101

Governance costs

Investments
Grants
Regional Activities (LSGs)
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£5,275
£57,223
£8,646

£38,471
£302,852
£8,065
£19,632

Income

2014/15

2013/14

Donations

£211,616.00

£118,082.00

Legacy

£199,186.00

£165,854.00

Membership

£50,908.00

£53,339.00

Gift Aid

£12,933.00

£12,246.00

Activities for generating funds

£33,101.00

£24,343.00

£5,275.00

£4,238.00

£57,223.00

£78,735.00

£8,646.00

£9,185.00

£578,888.00

£466,022.00

£38,471.00

£40,775.00

£302,852.00

£258,766.00

£8,065.00

£18,595.00

Governance costs

£19,632.00

£9,449.00

Total expenditure

£369,020.00

£327,585.00

Net incoming resources before transfers

£209,868.00

£138,437.00

Transfer between funds

-

-

Net incoming resources

£209,868.00

£138,437.00

Total funds carried forward as at 30 June 2015

£677,490.00

£467,622.00

Investments
Grants
Regional Activities (LSGs)
Total income
Expenditure
Cost of generating funds
Charitable activities: advice, info & patient support
Regional activities (LSGs)

This financial summary is extracted from our full accounts which have been independently examined for 2014/15 and are
available on our website www.pituitary.org.uk
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Thank you to all
of our volunteers,
members, donors and
fundraisers who give so
generously.
Trustees
Mrs Jenny West (Chairman)
Mr Mike James (Vice Chair)
Mr Mike Beaven (Hon Treasurer)
Dr Ezra Macdonald (Hon Secretary)
Dr Stephanie Baldeweg
Ms Hilary Frazer
Dr John Newell-Price
Dr Mark Pharaoh
Ms Claire Thatcher
Mr Tom Sumpster

Staff team
At report date The Pituitary Foundation employed ten members of staff:

Chief Executive Officer

Mrs Menai Owen-Jones

Patient & Family Services
Head of Patient and Family Services

Mrs Pat McBride

Endocrine Specialist Nurse

Mrs Alison Milne

Campaigns, Volunteers and Events Manager

Miss Rosa Watkin

Patient and Family Services Coordinator

Mrs Sammy Harbut

Patient Services and Volunteers Administrator

Ms Emily Graham

Find us on
Facebook

& Twitter

Contact information
Finance & Resources
Head of Finance and Resources

Mrs Sarah Leighton

Resources Officer

Mr Martin Cookson

Fundraising
Senior Fundraising and Marketing Manager

Mr Jay Sheppard

Membership and Trusts Manager

Mrs Emily Mullen

The Pituitary Foundation
86 Colston Street, Bristol, BS1 5BB
www.pituitary.org.uk
Main switchboard 0117 370 1333
Patient Support and Information Helpline
0117 370 1320
Charity registration number: 1058968
Company Registration Number: 3253584

