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Why Choose [@@]Eﬁ@/@@?

At Pure 02 we ensure that our services and products are second to none. Our portable

oxygen concentrators have revolutionised the oxygen industry by offering users so
much more confidence, reliability and efficiency, allowing long-term or ambulatory
users to take small steps to have a better overall quality of life.

Our dedicated care team & technical support are available
queries you may have. We at Pure 02 pride ourselves on
outstanding customer care.

Need finger tip advice? Why not view our research centre

real life stories & helpful tips, updated daily by our qualified
medical staff.

Our show room is open Monday to Friday. Why not book an
appointment to come and visit us. Pure 02 have for many years
been providing patients and medical professionals with the
opportunity to view all our medical oxygen ranges. Call our
appointment line now on 0870 712 02 02. We look forward to
seeing you.
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24/1- we are always available to help you with any questions or

recognised globally as providing up to date information about all
aspects of COPD and all other lung conditions. Questions/answers,
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FULL SUPPORT 24/1
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Our Portable
Oxygen Solutions
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Not only small & light but its new
revolutionary oxygen generating
system makes it the most reliable

POC around!
oews

G8¥ With 2 weight of only 0.8kg
(280z) and standing just

° Free trials on all our POC’s

o Buy back & part exchange available to all our customers
o Best buy guarantee with unbeatable discounts

o Back-up units always available

Focus is a true innovation in
portable oxygen technology

Pure 02 “We Care....”

Contact us now to arrange a full, free, professional assessment. From your

first enquiry you will receive our complete undivided attention to ensure your

needs are fulfilled to the highest level.

Qur brochure has full details of all our Portable Oxygen Concentrators.
Call now or visit our website to request your copy.

Pure O2, Viking House, 71 Princess Road, Urmston, Manchester. M41 55T

Website: www.healthoxygen.com
Email: info@healthoxygen.com

SimplyGo

————
RESPIRONICS

Combining Continuous Flow
and Pulse Dose oxygen delivery into a single
ten pound device, SimplyGo offers an excellent
all-round portable oxygen solution.

Inogen

ONF

The lightweight portable oxygen
~ concentrator that offers up to Slpm
#  and weighs 2.2kg.

WHY NOT VISIT OUR SHOWROOM
CALL NOW TO MAKE AN APPOINTMENT
CALL 0870 712 02 02 (24 HOUR)
Wi FREE PHONE - 0161 747 2617

Available 9 - 5pm Mon - Fri

Approved by Local NHS
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Play your part in the

Welcome

Welcome to the winter issue of Emphasis; the final
edition of 2017. A lot has happened over the last
12 months, and on page 19 we share some of your

fight against PH

Clinical trials have transformed medical treatment

for people with pulmonary hypertension —and more

patients are needed to take part in research.

In the UK, before a new drug can be given to patients,

it must be shown to be safe and effective in clinical trials,
and must be approved by the Medicines and Healthcare
Products Regulatory Agency (MHRA).

Before there were therapies available to treat PH, people
diagnosed with the condition had an average life expectancy
of about three years. Now, thanks to the approval of various
new drugs, this life expectancy is much improved.

Without clinical trials, and the patients who agreed to be
involved in them, these drugs would not be available.

All of the specialist PH centres in the UK are involved in
research, so you may be asked if you would like to take part in
a clinical trial. If you can, please think about getting involved
and playing your part in the fight against PH.

Interested in taking part in clinical research?
Let your specialist centre know!
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¢¢I intend to continue to
take part in any research,
study or trial in the hope
that one day we can all be
cured of this disease.??

Carole Ayrton
PHA UK member

highlights of the year.

For the team at PHA UK, a stand-out
event was definitely the patient
conference in May. Bringing patients,
families and professionals together, it
was the PH community at its best and
we all learned something from each
other. Thank you to everyone who
made it so special.

As always, this issue of Emphasis

is packed full of all the things that
matter to you and to us.

Pauline Harrison, Shani Fernando
and Kevin McAllister all share their
different experiences of living with
pulmonary hypertension, and on
page 14, Asha Sagoo reveals her tips
for making everyday life with PH a
bit easier.

PH professionals Joana Ford and
ValIrvine give us an insight into
their working lives and on page 38
pharmacist Neil Hamilton offers

his advice on coping with winter
vomiting bugs.

We'd like to say a special thank
you to Sunil and Rinku Puri
for sharing their experiences
of adoption, and the difference
their little boy has made to
their lives.

h

Finally, as we look towards 2018, with
your help we’ll continue our fight to
make life better for people affected
by PH. A key focus will be on reducing
the financial impact of PH, so if you've
received a survey through the post,
please do fill it in and return it to us
as soon as you can. You can find out
more about the research on page 20.
Thank you to everyone who has
contributed to Emphasis during 2017,
and from everyone at PHA UK, we
wish you a peaceful Christmas and

a happy new year.

JMW

lain Armstrong
Chair of PHA UK
editor@phauk.org

~
iy,

& ;

“we’ll continue our
fight to make life

better for people
affected by PH”
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Social Media Round-up

Here are some top tweets and Popular posts
Jrom PHA UK's Facebook and Twitter

1
| Stacie Leeanne

.:/_““\

All ready for my sky dive thanks
to my sponsor pack! It's been
areal pleasure raising money
for such an amazing charity!

@®amy_goodi23turk

(Amy Gooding)

Thanks @BobbyCNorris for the
raffle prize donations for the
@PHA_UK fundraiser |ast night
#rafflewinner #needitframed

@HarryRozakis

It’s very important to recognise
the psychological as well as
physical impact of PH #phaware

Vickie Ridge

United Utilities team take
on Tough Mudder 2017.

In memory of our much
loved and missed friend
and colleague Sarah
Mary Herron xx

@MaryFergusonCBM

On location at Tesco today
- filming the reality of life
with pulmonary
hypertension for
@PHA_UK with
@visualisedit

@wginsing (Wendy Gin-Sing)
An early happy birthday to the
€ver-young Dr Armstrong
@PHA_UK




A charity night held in support of her brother-in-law Mick Noble helped Jan
Chappell raise over £4,800 — with support from family and friends along the way.

Jan, from EsseX, organised the event with daughters Jade and Ria after her sister’s
husband was rushed into hospital, and after two months, fast—tracked for a double
lung transplantin August. Mick had lived with PH for 17 years and celebrated his
aoth wedding anniversary with wife Deborah two days pefore the operation.

Mick was determined t0 be well enough to attend the fundraiser at paringdon
Social Clubin Harlow, and received a standing ovation on his arrival.

—

Entertainment on the night included local soul band ‘Soul Crusaders and a bottle
stall, auction and raffle all helped to raise funds for PHA UK. Local businesses and
TOWIE stars Amy Childs and Bobby Norris all donated prizes.

Jan's go-year-old mum Brenda Unsworth also held her own (affle where she lives
in Spain, raising 400 EUTOS:

Jan said: “It’s been sucha coller-coaster for the family since Mick went into
hospital 5O for him to be Jble to make the event was fantastic. It was Very
emotional but he was SO pleased he could be there and he even managed to get
up and give a talk about PH.

e
cee
°e
cee
.
......
X3
LX)
cee
cee

“The support we have had for the event has been amazing and both Mick and
Deborah have been completely overwhelmed. We hope and pray that we have
raised awareness of PH and will continue to do s0.

LX)
cee
oo
cee
cee
......
cee
°e
ceo
LX)
oo

Mick and Deborah’s daughter Leanne Noble is organising her own challenge,
‘Hungry and Hairless, which will see her aim to lose two stone in return for
sponsorsh'\p. if she succeeds, her husband will wax his chest.

Jan’s nephew Lewis Anderson has also raised money for PHA UK by shaving his
head for sponsorship. See ourfundmising map on p3o for details.
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Call the Silver Line Helpline on 0800 470 80 90

| ——

o A N
The Sﬂmﬁm\
helpline for older people
. 08004708090
\

Youre not alone
this Christmas

Many older people suffer from loneliness and isolation, especially during
the winter months. Charlotte Goldthorpe reports on a free and confidential
helpline that can provide friendship and hope this Christmas.

he Silver Line is a dedicated helpline providing support

to people who are suffering with loneliness in the UK.
Open every day for 24 hours, the helpline supports older
people who just need someone to talk to, particularly those
in their 70s and older.

Dame Esther Rantzen was prompted to set up the Silver
Line in 2013 after the death of her husband. Since launching,
the helpline has received over 1.4 million calls. Over two-
thirds of these calls were made overnight or at weekends
when no other helpline is available for older people who may
be lonely, isolated or confused.

The Silver Line now receives around 10,000 calls every
week from lonely and isolated older people; with 53% of
callers saying they have no-one else to speak to.

The specially trained helpline team provide information
and advice, offer regular friendship calls, link callers to local
groups and services, and support those suffering abuse and
neglect. Over 3,000 volunteer Silver Line Friends are making
regular weekly friendship calls to older people.

The helpline relies entirely on voluntary donations to cover
the cost of calls, the Silver Line’s friendship services, and all
other costs.

lain Armstrong, chair of PHA UK, said: “In today’s fast-
paced world and with cuts to social care funding, it’s no surprise
that some older people are feeling lonely and vulnerable.
Having a long-term illness like PH can make things worse and it
can become much harder to talk about your feelings.

¢(It’s important to be aware of services
like the Silver Line for anyone feeling
like they need someone to talk to and
to help make living with PH as an older
person easier.??
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Become a Silver Line Friend

Volunteers are vital to the Silver Line’s commitment to
reduce loneliness and isolation and improve the lives of
older people. Just a few moments of your time can make a
huge difference to older people struggling with loneliness
this Christmas.

Could you spare a few minutes each week to be a
volunteer Silver Line Friend, and be a person to share

an experience, joke or chat with? Or perhaps you could
volunteer as a letter writer, providing friendship by post?
To find out more about becoming a volunteer, email
volunteering@thesilverline.org.uk

©000000000000000000000000000000000000000000

Hallamshire
PH consultant

wins prestigious
research award

A consultant based at the specialist PH centre in
Sheffield has won a national award for his research
around pulmonary hypertension.

rofessor David Kiely, who has

been the director of the Sheffield
Pulmonary Vascular Disease Unit
at the Royal Hallamshire Hospital
since 2001, has been recognised for
supporting high-quality research -
facilitating the evaluation of new
technologies and treatments for PH.

The award, from the NIHR Clinical
Research Network and Royal College
of Physicians, rewards outstanding
research leadership in the NHS.

Professor Kiely’s team provides
specialist care for a population of more
than 15 million people across Yorkshire,
the North West and significant parts of
the Midlands and Wales.

The team have participated in more
than 4o studies, resulting in the
development of drugs that are now
used to treat pulmonary hypertension.
Collaborating with colleagues in other
specialties in Sheffield, they have
pioneered PH diagnostic techniques
such as MRI, making it safer and more
comfortable for patients.

Professor Kiely said: “Working with
specialists from other parts of our
Trust and the University of Sheffield
has helped our goal of delivering more
research for the benefit of patients.

I also work with a great group of

colleagues and I am delighted that
younger members of our team are
spending time in the USA to increase
our international research.

“We’ve also given patients more
opportunities to be involved in research
by setting up dedicated research clinics
and working with patient groups,
such as PHA UK, to understand what
patients want from research and how
best to get them involved.”

The drive to increase patient
participation has led to new treatments
for pulmonary hypertension.

Professor Kiely added: “We’ve worked
hard to give patients the opportunity
to take part in research, ranging from
taking blood samples and assessing
new technologies, to trialling new
drugs and catheter-based treatments.

“Over the last five years, we have
recruited more than 6oo patients
to NIHR Portfolio studies. And
working with a fantastic pulmonary
hypertension research network in the
UK, we are involved in studies funded
by the British Heart Foundation,
Medical Research Council and
Wellcome Trust, which aim to find out
more about why people get pulmonary
hypertension.

“When I started in Sheffield there

Royal College
of Physicians

NHS

National Institute for
Health Research

Clinical Research Network

was only one treatment for pulmonary
hypertension, which required a line

to be tunnelled under the skin and
connected to a pump, containing a
drug that had to be prepared by the
patient every day.

“We have been able to develop new
therapies for patients and most of our
patients now take tablets. In Sheffield,
as one of the largest pulmonary
hypertension centres in the world,
we have taken part in many of these
studies and we are very proud of
the contribution our patients have
made.”
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Asha Sagoo from Leicester was diagnosed with pulmonary
hypertension in Spring »016 and has learned to adapt her

life to accommodate her symptoms. Here, she shares some
of her tips for living more comfortably with PH.
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know how difficult it is to prepare a family meal. My chronic hardly noticed aﬁye;;frﬁ}z:: m?;’jh;)lulders and heart and I at
with the ruck sack on m
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fatigue comes without warning so I cook as much asIcan in It also keeps my hand f
s free.

the morning when my body has more energy to cope.
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ooooooooooooooooooooooooooo
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levels a Ol{Sevyork in the mornings when m seteeeecensss g light weight towel works well before puttingon a towelled
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one I've learned exhausted if [ have a shower in the evening or beforeIgo to bed.
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own. > ®ecccccccccce ®eccccce EEP
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h pillows and a v-shapepregnancy C’ush' e 'n/
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@
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Greasy hair days are now inevitable - sometimes you just agodsend.
have to let it go and do it when you have the energy. For a long
time I couldn't adapt to greasy hair days so I rang my local TAKE YOUK‘HME AND A((EPT HELP
hairdresser and tbey only charged £5 for a wash and blow dry. et vush through life, even if I'm having a good day. Tnever ’ ’
It made a lot of dffference to how I felt and saved some of my say no to help, even i_fI';nfeeling Ok as it means I can save
energy for my children. that energy for spending time with my children or doing other

important things.

Pauline Harrison from Inverness was
diagnosed with PH when she was pregnant
with her little boy. Seven years later, she’s
learning to make the most of life with her son.

a

Do you have any tips you'd like to
share with the PH community?

Email editor@phauk.org or find us
on Facebook (@ PULHAUK)
or Twitter (@PHA_UK) a
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Getting
a diagnosis

I knew there was something wrong
right from the beginning. I fell pregnant
in the January and was tired and drained,
my skin was grey, and I was getting
increasingly breathless. As the baby grew
it got to the stage where I couldn’t walk up
the stairs, dress or shower. I couldn’t walk
more than the length of two cars before
having to stop for breath and
I'was getting dizzy spells too.

Each time I went to see a doctor
about it they told me it was a normal
part of pregnancy. It was my first child
so it felt hard to stand up for myself,
having had nothing to compare it to.

I knew something was really wrong but
no-one would believe me.

I'saw two or three different GPs and
two consultants. One consultant told
me it was part of being pregnant and
Ishould just get on with it’.

It felt like I was banging my head
against a wall and at times it felt like
I was going crazy. I was so frustrated.

When I was around seven months
pregnant my symptoms had got so
bad that I had to move into my mum’s
bungalow because I could no longer
manage the stairs in my house. I was
getting blue lips and feeling dizzier, so
went to the doctors one more time, and
saw someone I hadn’t seen before.

He could tell something was wrong
and asked if I had ever had my oxygen
levels checked — so referred me to the
hospital. When there, I struggled to
walk to the lift and a consultant saw
me, thought I was in labour, so insisted
I was seen straight away.

Istayed in for two days and had my
oxygen levels checked and a chest x-ray.
They showed there was something

wrong with my heart and I was referred
straight away to the Scottish Pulmonary
Vascular Unit at the Golden Jubilee
Hospital in Glasgow for further tests and
that’s when things started to move.

I'had a right heart catheter the next
day and at seven months pregnant,
I'was given the news that I had
pulmonary hypertension.

I'had never heard of it and I couldn’t
get my head around it. All I kept
thinking was I'm dying’. I was told
there was no cure, but that it could be
managed with drugs.

Iwas so scared. I didn’t know how
long I had left. I was bringing a child
into the world, that I wanted so much,
and I didn’t want to leave my baby
behind. I cried 24/7. I felt angry. I had
always looked after myself, so why this?

A week after I was diagnosed, my
son Ciaran was delivered early by
caesarean section. It wasn’t easy and
ITowe my life to the staff at the Golden
Jubilee Hospital. I just can’t thank them
enough.

Fighting for
what [ deserve

I'was working as a nursing auxiliary on
a renal ward when I was diagnosed, but I
had to give that up. My employers tried to
help me find something less demanding,
but no job in a hospital is easy!

I tried some office shifts but my
partner is in the forces and was based
down in England, so with a young baby
and the fatigue associated with the PH
it just didn’t work.

When I was diagnosed I was
awarded benefits for the next five
years. But problems began a couple
of years ago when I had to apply for

Personal Independence Payments (PIP).

I'had my car taken off me but I fought
it in court and won. Then it happened
again four months later and I had to
fight it all over again. Again, I took it to
court and won.

When they took my car off me I
thought my life was over. I couldn’t
walk very far and the thought of having
to get a young child on and off a bus,
with my symptoms, was awful. It felt
like my whole world shattered. They
had taken my lifeline.

The last two years have been spent
fighting for PIP. I've now got what
I'm entitled to and don’t have to be
reassessed until 2021, but it makes me so
angry that other people are still having
to fight for what they deserve.

Moving on

Ciaran is nearly seven now, and I feel
like I'm accepting things. I still have good
and bad days but I'm feeling a lot better
as I'm learning more about the condition
and I don't feel like I'm going through a
dark tunnel on my own anymore.

I do still have a fear of ‘oh my god,
Ican’t leave my son behind’. But I'm
positive that one day there might be a
cure for PH.

A year ago, I had a Hickman line put
in, delivering medication straight to my
heart, and I feel like it’s given me some
of my life back. I have the motivation
to do things now, and can manage
everyday tasks like hoovering much
better. Before, I used to struggle to get
even two rooms done.

I feel more like the old me now.
Sometimes I even forget there is
something wrong with me - until
my body reminds me!
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In our 17th year, we are proud to have stepped up our work
to support everyone affected by PH, not just those with a
diagnosis. Here, we share the highlights of our year so far.

fter identifying a need for a
publication that sets out what
financial support is available
to people affected by PH, in the
spring we were proud to publish an
innovative new financial guide. Titled
‘What could my family and I be entitled
to?’ the publication uses real-life
scenarios to help people navigate the
benefits system.

In May 180 people attended our
patient conference, at Heythrop Park
Hotel in Oxford, making it a weekend
to remember. Patients and their
families enjoyed educational talks,
entertainment and the chance to make
new friends and share experiences.

A key part of our activity this year
has focused on greater Government
focus for PH.

In the summer, we developed
and launched a new website that
focuses on the work of PHocus2021
(www.phocus2021.0rg.uk).

As well as launching a dedicated
website, we have worked closely with
associates to access influencers and
decision-makers. We saw successful
outcomes from our attendance at the
Liberal Democrat’s Spring Conference
with meetings set up with a number
of MPs.

We received some good news in July
when we found out that Emphasis, your
magazine, had been shortlisted for a
prestigious communications award.

We made the final cut in the ‘Best
Publication’ award category at the CIPR
Yorkshire & Lincolnshire PRide Awards.
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In September, we published two
reports into the results of the Living
with PH survey.

To bring the survey to life and raise
awareness of what it is like to live with
PH, we commissioned a media relations
campaign around the launch of the
Living with PH survey results. Thanks
to the help of PHA UK members, this
resulted in extensive media coverage
across the UK - in print, online, and
broadcast, including ITV News.

As part of this work, we also
produced an 18-minute documentary
film on life with PH, with separate
shorter videos that focus on individual
patient stories.

In November, we launched our
second PH Awareness Week, building
on the success of last year. This year’s
theme was breathlessness and to
educate both PH professionals and the
wider public about how breathlessness
affects everyday life, we commissioned
a short film through the eyes of PHA UK
member Julie Royle.

Throughout the year, we have hosted
a series of study days at our resource
centre for medical professionals, which
have been extremely well attended.
We even had to organise a fourth
session to meet the demand!

Between 30 to 40 per cent of people

attending the study days have gone ' , H
on to sign up for the full medical &
education programme ‘Pulmonary -
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YOUR HIGHLIGHTS...
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"My highlight was attending the PHA

“My highlight was raising over £2,100
with the help of my mother Val
Annett by running Tough Mudder

in August. It was brilliant fun and it
was great to be able to support the
charity. My wife suffers from PAH
and it felt great to contribute in
some way.”

Richard Annett
on Facebook

UK conference in May. It was great to
see patients and their families outside
of the hospital setting, being the
people they want to be."

Carl Harries
Clinical Nurse Specialist in PH at the
Royal Brompton Hospital
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“Professionally, in 2018,
I'm looking forward to
handing over the reins
to my successor in June
and the new challenges
that the year will bring.”

Professor Paul Corris
Director of Cardiopulmonary
Transplantation and the
Northern Pulmonary
Vascular Unit in

Newcastle

“In 2018 I am looking
forward to seeing how
the physical activity
programmes have
benefitted the patients
I've referred to them.”

Carol Keen

Clinical Specialist
Physiotherapist

in PH at the Royal
Hallamshire Hospital

“For me it has to be the
birth of my beautiful
grandson Freddie. With
having PH and then a
heart and double lung
transplant - it is a dream

come true.”

Kath Graham
on Facebook
“It was a two week holiday in
St Lucia, a few months after
my open heart surgery.”

Deborah Waugh
on Facebook

Hypertension Diagnosis and
Management’ hosted by PHA UK in
conjunction with Edge Hill University.
To understand more about the
financial difficulties people face
because of pulmonary hypertension,
we recently launched a financial impact
survey. Without a ‘big voice’ it’s difficult
to push for change, so we need as
many people as possible to share their
experiences before the 22nd December.
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The PH community is growing!
Demand for our support is
increasing, with 408 new
members joining us between
January and October — an &

average of 34 a month. ’ .‘o‘\"
R

We'd like to thank all PHA UK L

members who have helped

raise awareness of PH in 2017.

“The highlight of my year in 2017 was
being well enough to see my sister get
married. It was such a fantastic day.”

Catherine Makin
on Facebook
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There’s still time to help us
understand more about the financial
difficulties facing people with PH,

to enable us to push for change.

We want to make sure that people don’t face financial
difficulties because of pulmonary hypertension, and to
do that, we need to understand more.

Financial difficulties caused by PH seem to be getting
worse. Last year, 63% of those who responded to our Living
with PH survey said that financial worries had an impact
on their lives, and the same number said their condition
affects their ability to attend work or education.

We want to build on these findings to find out which
elements of people’s financial stability are affected the
most, and to understand the impact that has on their lives.

Without a ‘big voice’ it’s difficult to push for change, so we
need as many people as possible to share their experiences.

You may have received a survey through
the post recently, with a freepost
envelope. We would really appreciate it
if you could complete and return it by
22nd December, to help us understand
more and provide an evidence base that
will help us campaign for change.

We understand that finances are personal, so we would
like to reassure you that the information you provide will be
kept completely confidential, and will only be used to input
data. After that, it will be destroyed. You can also remain
anonymous with your responses.

Without people like you sharing your experiences,
we wouldn’t be able to meet the needs of those affected
by PH so as a thank you, we are giving away £10 Love2shop
vouchers to 150 randomly selected respondents.

These vouchers can be spent at over 20,000
shops, restaurants and attractions.
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If you haven’t received a survey, but
would like to take part in the research,
please call us on 01709 761450. Just press
‘option two’ when prompted, leave your
name and address, and we will post you
one out. Alternatively, you can email us
at office@phauk.org

The bigger the voice,
the bigger the change.
Please add your voice and help
us support people living with
pulmonary hypertension.

When Rinku Puri was diagnosed with PH, she

was terrified it would put an end to her dream of
becoming a parent. But after deciding adoption
was the right choice, 35-year-old Rinku and her
husband Sunil are enjoying family life together at
last. Here, she shares their journey with Emphasis.



was only 27 when I was diagnosed with pulmonary

hypertension. It was a huge amount to take in and I felt
utterly bewildered for a few weeks. I didn’t want to grind
to a halt. I had only just graduated and was working in a
local hospital — the last thing I wanted to do was give up
my career.

So, I decided I would try to build up my fitness levels as a
way of making me physically stronger. I went back to the
gym and began yoga and Pilates classes which really helped
and I was eventually able to return to work.

But the one thing that my partner Sunil and I were very
concerned about was if we would be able to have a family
of our own. Just two months before I was diagnosed we got
engaged. We are both from extended Asian families and
having children is a huge part of our culture and something
we both truly yearned for.

But I was warned the pressure on my heart and lungs
during a pregnancy could kill me. I was devastated. Planning
your wedding should be such a happy time, but we felt
like our little bubble of happiness had been shattered. The
thought of not having children of our own to love and
cherish was just heartbreaking.

After we got married in 2010, we were referred to a fertility
clinic to discuss what options we had. We were keen to see if
my eqgs could be harvested and go down the surrogacy route.

But after more discussions with specialists at my PH
centre, we were told this wasn’t an option as stimulating
my ovaries was just too risky. Although part of me expected
to be told this, it was still hard to take in and left me
emotionally drained.

Considering another option

It was then Sunil and I spoke about the possibility of
adopting a baby. We both had so much love to give a child
and desperately wanted to become parents. It felt right that
if we couldn’t have a child naturally, we should try and give
a baby that desperately needed a home the chance to be
brought up in a loving family unit.

So, we filled in the forms with social services and attended
a three-day course. I would be lying if I didn’t say it was
daunting and intense but we were so focused on our hopes
of becoming parents that we tried to take it all in our stride.

Afterwards began the process of being approved.
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We had to be interviewed, provide references and prove
what family support we had. At the time we were still living
with Sunil’s parents, but we bought our own home to show
how committed we were.

We had specifically asked to be considered to adopt a
child in the o to 3-year-old category. We felt we could teach
a baby or toddler how to adapt to what I could and couldn’t
do, due to my health. We were asked how we would deal
with certain situations including how we would cope with
a very active child.

We explained Sunil and I were a team. That he would do
the more physical stuff while I could do activities that were
less exertive. We even made a video showing what I could
and couldn’t do. The social workers were very understanding
and completely receptive to my needs and a year later we
were approved to become adoptive parents.

We were absolutely elated. We couldn’t have hoped
for better news. We were enrolled on a national register
where our profile could be looked at and we could view
any children that had been placed for adoption.

Finding the right match

The next four years were tough. We applied for hundreds
of children but for one reason or another we weren't deemed
the right match. It could be something as simple as not
being in the right age or ethnic group.

With each rejection, it was hard to remain positive and
there were times we felt very disheartened. We even looked
at going abroad to adopt but the financial outlay was
enormous. Most agencies specified an upfront payment
of £15,000 to £20,000.

Then in December last year our social worker called and
said there was a child that was a perfect match for our
profile. We desperately wanted to get excited, but didn’t
dare get our hopes up again.

And a month later, we thought all our dreams had been
dashed again, when we were told the baby’s grandparents
may be willing to take the little boy on.

Devastated, we assumed it wasn’t meant to be. We even
booked a holiday to Las Vegas and Florida for later in the
year to give us something to look forward to.

But the very next day, we received the email that would
literally change our lives, stating the adoption was back on.

It felt right that if we couldn’t have

a child naturally, we should try and
give a baby that desperately needed a
home the chance to be brought up in
a loving family unit.

Welcoming Kiaan

I cried and cried with happiness. It meant we had to cancel
the holiday but it was a small price to pay and one we were
more than willing to sacrifice.

In March this year, we got to meet Kiaan for the first time.
He was just three months old. And as I held him in my arms,
the bond was instant. It was an incredible feeling. We both
loved Kiaan from the moment we set eyes on him.

We spent 13 hours a day with him and his foster parents
for a week, getting to know
Kiaan and his routine, before
we brought him home. As
Sunil carried him through
our front door, I had never
felt so happy. It was the
best Mother’s Day present
I could have ever wished for.
There couldn’t have been a
greater gift.

We had decorated
a nursery and bought
everything we needed
for our son. Sunil had

—

managed to secure five
weeks off work and we enjoyed
every minute as we settled into becoming a family.

Family life

Kiaan is such a funny, happy and contented little baby.
At the moment there is very little I can’t do with him.

I have a Hickman line in so I just need to be careful that
he doesn’t grab at that but I can pick Kiaan up, cuddle him
and feed him. As he gets older, we will adapt to make sure
Kiaan doesn’t miss out on anything. Sunil will always be
around to chase him around the garden and play football
and when our son wants to curl up on the sofa with a DVD,
I'll be ready and waiting.

Kiaan has completed our family and we couldn’t be
happier. And it just goes to prove that having PH doesn’t
mean you can’t become a parent.

I'would advise anyone to go down the adoption route if
it’s right for them. I would just say be honest about what
you can do and expect that it might take a while. But we are
proof that if you follow your dreams, they can come true. 99

Emphasis spoke to Adoption UK’s chief
executive Dr Sue Armstrong Brown about
the benefits of adoption.

She said: “Adoption gives children a second
chance of experiencing enduring family
relationships when birth parents cannot care
forthem and no other reasonable options are
available in the wider family. Adoptive parents
provide stability, permanence, a new sense
of identity and the love and nurture that all
children need — and an opportunity to reach
their full potential. “I would like to congratulate
both Rinku and Sunil on becoming parents and
it’s heart-warming to hear that this couple’s
hopes of becoming a family have materialised
through adoption.” There is a huge need for
adoptive parents. The most recent figures,
released by Adoption UK, revealed that in
England in March last year, 70,440 children
were in the care of local authorities, compared
to 69,540 in 2015. Dr Armstrong Brown, added:
“This winter the number of children needing an
adoptive home may outnumber those coming
forward to provide that home. More still needs
to be done to recruit adoptive parents who are
willing and able to provide a forever home for
children, especially those with complex health
needs or disabilities, as well as those from BME
backgrounds and sibling groups.”

Please speak to your specialist PH centre
if you have any questions or concerns
about how pulmonary hypertension
affects family planning.

For more information on adoption visit
www.adoptionuk.org
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How to organise...

a Christmas

charity bake sale

A Christmas bake sale is a great way to get in the
mood for the festive season. Shows like the Great
British Bake Off have got the nation baking again,
so why not get in on the act this Christmas and
raise money for PH at the same time?

§ET A DATE AND Lo(ATIoN

Decide where and when you would like to hold your bake sale.
During the build-up to Christmas there are plenty of other
events taking place that your sale could coincide with, such

as nativities, Christmas markets and carol singing. Organising
your sale where there is already a captive audience means
you are likely to raise more money.

G4ET OTHERS INVOLVED

Encourage friends, family and colleagues to join in and give as
much notice as possible. Not everybody likes to bake, but most
of us know somebody who would be happy to put their baking
skills to use for a good cause, especially at this time of year.

If you don’t have the time to bake everything from scratch,
you can sell a few bought cakes.

ASK FoR SUPPORT

Update your social media followers on how you're getting on
with your training. If you show that you are working hard,
people are more likely to sponsor you. You can also raise
awareness of PH when training by wearing one of our charity
t-shirts. Give us a call on 01709 761450 and we’ll send one out.

PRoMoTION

As well as word of mouth, use posters, email and social

media to spread the word about the date and time of your sale.
Use festive hashtags to reach as many people as possible - see
what's trending. If you're doing the sale at the same time as
another event, you could ask the organisers to promote it on their
social media account. After the event, you can also share the
photos on social media and let us know how much you've raised.

DISPLAY

Make sure that your cakes are displayed as festively as possible.

Going to town with tinsel, Christmas plates and a themed
tablecloth will attract buyers to your stall, and in turn help you
raise more cash.

DON'T FoR4ET...

Decide on prices for your cakes and clearly label them
in advance or use a price board. Make sure you
include allergy information with each bake.

LET V§ KNow WHAT YoU'RE VP To

We're always keen to know what people are doing to help
raise much needed funds and awareness for PHA UK.

If you're planning a Christmas bake sale contact Helen
at office@phauk.org or on 01709 761450 and

we’ll send you a handy Fundraising Kit ~

to help with your event.
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remember their inspirational daughter.

(44 rgan donation and research was so important to
Ally. She was diagnosed with pulmonary arterial
hypertension when she was 22. This was a big shock to
her and us as a family. Initially doctors gave her only
two years to live.
When people would meet Ally it was difficult for them
to believe that she was seriously ill. She was such a positive
person and she would never let anything, not even a
debilitating illness, prevent her from living life to the full.
Despite suffering from chronic fatigue, chest pains and a
deteriorating immune system, Ally always managed to look
on the bright side of life. She defied everyone’s expectations
as she held down a part time job at an accountancy firm, was
a chairperson at the annual Castlewellan Agriculture Show,
a prominent member of the local Young Farmers Club and
was heavily involved in The Girl’s Brigade.

Although there is no cure for pulmonary arterial
hypertension, an organ transplant can often help prolong
the life of people like our daughter. This was something that
Ally was very aware of and so she fundraised for charities
that supported people dealing with PAH and the Transplant
Association in Northern Ireland. In fact, before she passed
away she succeeded in raising over £40,000.

Since her death, that figure has exceeded £50,000 to date.
Such was the response of the many people’s lives that she
touched with her positive outlook on life, they were all wanting
to honour her in a way that would help to discover new
medicines and methods of controlling this serious condition.

So many different events were arranged in memory of
Ally. These included donations in lieu of funeral
flowers, charity auctions, marathons, abseiling
down prominent buildings, a vintage vehicle
show and also donations instead of favours

at weddings.
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Alison Whan was dedicated to generating awareness
of pulmonary hypertension and raising money for charity, f
supporting both the PHA UK and the Northern Ireland
Transplant Association before she passed away in May.

In a special article for Emphasis, her parents Edna & Davy

PEPPER  SALT

~—

Such was her determination for raising funds for the PHA
UK, a few years back Ally published a cookery book, Ally’s Racy
Recipes’, which raised over £13,000. We are extremely proud of
what Ally achieved.

Ally managed to live 11 years after her initial diagnosis and I
believe this was because she never saw herself as a sick person.
Shortly before she died she made a list of ‘101 things to do in
1001 days’ and for us, it sums up her character. On it she has
a list of places to visit, tasks to complete and people to help.
She even had completely random things like lamb a ewe’ and

‘make a loaf of bread’ on it. Every time we read it we smile as it
is 100 per cent Ally, and with the help of her cousins, we hope to

complete the list for her.

¢¢Ally had an infectious personality,
a beautiful smile and a kind word for
everyone...our loss is Heaven’s gain.??

We will always cherish the short time that we had with
Ally as a family. Thanks to her we have a completely different
outlook on what really matters and we hope that by telling her
story we can persuade people to do something that can change
someone’s life; become an organ donor.
Ally had an infectious personality, a beautiful smile and
a kind word for everyone she met and was sure to light up a
room just by entering it. We as a family are so proud of all these
memories and to have known her as our precious daughter Ally.
Our loss is Heaven’s gain.”
Thank you to Ally’s parents for sharing her story and to all
of her family and friends for their incredible fundraising in

her memory. @

1€r charity recipe book

Ally with

Ally’s friend Jemma Roleston is one of many people who have

raised money for the PHA UK in her memory. In September, four

months to the day since Ally’s death, Jemma faced her fears to

abseil 120 feet down the Europa Hotel in Belfast, raising £1271.

Jemma said: “Ally was my oldest and best friend. We grew up

together. I am 12 days older than her - of which she reminded me
at every opportunity! We have a lot of happy memories growing
up and she was my bridesmaid when I got married. She was such
a strong person and took everything in her stride. Even after her
diagnosis she continued on where many others would have given
up. Ally’s main goal was to try and raise as much awareness of
PH as possible and I decided that I would complete my abseil in
her memory to continue to raise awareness on her behalf.

“An abseil is not something that I would normally do, so people
knew it was something close to my heart. A lot of those who
sponsored me did not know anything of PH so it was exactly
what Ally would have wanted. It also gave me the chance,
in my own way, to say thank you to Ally for being my friend.”
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partnerships

PHA UK

Living with PH can have a knock-on effect on finances and mental
and emotional wellbeing, so, PHA UK has built two charity
partnerships to ensure members have access to specialist advice
and support. Charlotte Goldthorpe looks at what is available.

Navigating financial support with Turn2us

fyou're struggling with your

finances, you're not alone. Of those
who responded to the Living with PH
survey, 63 per cent said that financial
worries had an impact on their
lives, and the same number said the
condition affects their ability to attend
work or education.

Living with a chronic condition like
PH can have a big impact on family
finances and personal purse strings.
There are many hidden costs that
can be associated with the condition,
including the cost of travelling to and
from hospital, an increase in electricity
bills from using an oxygen machine, or
the minefield of dealing with a benefits
system, which doesn’t understand PH.

To help members deal with the
financial burden, PHA UK has teamed
up with national financial hardship
charity Turn2us, which helps people
gain access to welfare benefits,
charitable grants and support services.
As a trusted partner of PHA UK since
2014, Turn2us offers a range of free
tools to help you search for grants
and calculate benefits. Simply by
filling in your personal details and
circumstances, the tools flag the
benefits that are likely to help you
and how you can access them.

The benefits calculator, available to
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access through the PHA UK website at
www.phauk.org by searching ‘benefits
calculator’, allows you to find out what
welfare benefits, tax credits, and other
support you may be entitled to, based
on your situation. It takes into account
where you live, and can identify local
benefits such as discretionary housing
benefit or emergency funds. You can
also find out if you are eligible for
additional support through charitable
trusts by searching ‘grant tools’. Turn2us
has over 3,000 of these funds listed on
its database and the tool makes it easy
to find the right one for you.

As a trusted partner
of PHA UK since 2014,
Turn2us offers a range
of free tools to help you
search for grants and
calculate benefits.

Another useful source of information
can be found on the Turn2us website
at www.turn2us.org.uk where the
‘your situation’ tab at the top of the
homepage provides advice for those
who are ill, injured or disabled.

Not everyone has access to the
internet, so support through Turn2us
is also available through a free
Turn2us helpline on 0808 802 2000
between gam and 8pm, Monday to
Friday. Its team can help you access
all the support found on the website.
Calls are free from landlines and major
mobile network providers, but do check
with your provider before calling.

Shaun Clayton, director of
membership support at PHA UK,
said: “Financial hardship can have a
debilitating effect on those already
struggling with the physical and
emotional impact of living with a
chronic condition like PH.

“This is an area we are focusing on
which is why we are carrying out further
research and working with partners like
Turnzus to offer specialist advice.

“I'd encourage anyone experiencing
financial hardship to make the most
of our partnership with Turn2Us by
using the free online tools and accessing
support via their helpline."

Gt

For further information
on Turn2us services,

visit www.turnaus. org.uk
or call the free helpline
on 0808 802 2000

eople living with PH cope with

the condition in different ways.
While some struggle to come to terms
with the diagnosis, others are more
accepting and are able to cope better.

In our most recent Living with PH
survey, an overwhelming 8o per cent
of people said that PH had an impact
on their general mental and emotional
wellbeing. This highlights a need for
more resources to help people living
with this serious condition and to raise
awareness of how it affects people’s
quality of life.

Leading mental health charity
Anxiety UK has been a trusted partner
of PHA UK since 2012. Through the
partnership, members can access
free services to help them deal with
feelings of anxiety, stress and anxiety-
based depression.

Dedicated telephone helpline and
email support services are available
to PHA members, completely free of
charge. If you're struggling with stress
or anxiety, or if you or your family
have concerns about your emotional
wellbeing, call the dedicated helpline
service on 0844 332 9010 between the

hours of 9.30am and 5.30pm, Monday
to Friday. An email support service is
also available by emailing phauk@
anxietyuk.org.uk.

PHA UK members may also receive
free assessment and therapy provision
if more emotional support is needed.
This may be accessed directly through
the helpline or via referrals from
PH teams working with pulmonary
hypertension patients and their
families.

For those accessing therapy, a
limited number of free subscriptions
to lifestyle app Headspace are also
available. Headspace is a digital tool,
accessed via a computer or smart

phone, which uses proven meditation
and mindfulness techniques to help
users train their minds in order to
reduce stress and anxiety.

lain Armstrong, chair of PHA UK,
said: “We know that many of our
members struggle with the associated
psychological impact of a PH diagnosis.
Our partnership with Anxiety UK gives
patients and their families access to a
dedicated helpline and email service,
providing vital support for their
emotional wellbeing.

“Understanding what anxiety is and
how its symptoms can be managed,
allows those faced with a diagnosis of
pulmonary hypertension the ability
to focus on moving forward with their
diagnosis and lead a fulfilled life."

0844 332 9010
phauk@ anxietyuk.org.uk
www.anxietyuk.org.uk
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Catching up on some of your
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To see more of the fundraising that's taking place for PHA UK,
or to publicise your event, join us on Facebook & Twitter L] %)

Toughmann to support mum

Michelle Towers from the Isle of Man took part in the island’s Toughmann event

— a 10k obstacle course designed to test physical strength and mental courage.
Michelle’s mum has PH and finds support through PHA UK and Emphasis magazine.
She said: “I have never done anything like Toughmann before but was given the
opportunity and thought what better time to raise awareness of PH and raise

Edinburgh Rough Runner
; i : ; i. T iluEg;iIrclibS:l::b:z:e completed Ro.ugh Run'ner
gh in memory of his late wife
o - ENENN - Gillian. Friends and family joined him
ot A lENE - for the 10k charity fun run to help him
==u-HENEN raise money for PHA UK, the Scottish
. s lEEsElE - - Pulmonary Vascular Unit (SPVU) and
. NN EEEE . Scottish Adult Congenital Cardiac Service
- HHEEEEEEN - (SACCS), which all played a part in
- HHEEEEEEN - supporting and treating Gillian. Dugald
= N said: “I hope the money raised can help
= fund research and help others who
= H B require support and
= B advice from these »
3 | services.” iy f’ a}“,
-t . £ 29 66 ROUGH
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money for something that is so close to the family.”

e Lewis’ hair-raising

- HEEEEE * chall
sEEEEEN- || C"7N9¢

T N | 1| E Lewis Anderson took part in a

Peaks 4 PHA

Mark Harris and a group of friends
have completed the return leg of their Ridgeway ramble .

hair-raising challenge to generate
: =iii==..==. _ awareness of PH amongst his
colleagues at Ipswich Building
sEEEEEEEN

Society. Far from a typical

fundraising walk across the Peak
District in support of Mark’s brother
Paul who has PH. Dressed as nurses, the
team walked 55 miles from the Royal
Hallamshire Hospital in Sheffield to the
Broughton Arms in Rode Heath. Mark
said: “The medical and support staff at
the specialist pulmonary hypertension
unit at the Hallamshire hospital are
absolute heroes. They have supported
Paul through some extremely tough
times with their continued
expertise, dedication
and support.”

Niki Vallance and her husband Wayne
joined Niki’s office colleagues at Nationwide
Building Society to take part in a 23-mile
sponsored walk. The team walked nine
hours from Nationwide HQ in Swindon
along the Ridgway to Hampley Hollow in
Calne, Wiltshire. Wayne was diagnosed with
PH in January 2016 and receives treatment
at the Royal Brompton Hospital. Niki said:
“We hope the money raised will help raise
awareness of this disease and help

towards research to find a cure.”

...............
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WINTER 2017 emphasis 30

day in the office, Lewis had
his head shaved to raise
money for PHA UK in support
of his uncle who has been
living with PH for 18 years.
Lewis set up a stall where
people could find out more

. . ] about the work of PHA UK
. . I and gave out goody bags with
. . . . PHA branded gifts. He also

| L organised a cake sale on the
day to raise additional funds.

If you have any ideas for raising money for PHA UK visit
www.phauk.orq. Fundraising mini-packs are also available.
And, don’t forget to share news of your achievements via our
Facebook page or tweet about them tagging @PHA_UK
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Shani Fernando was diagnosed with PH as
a baby. Now 26, she tells Emphasis about

studying for a degree, planning for the future
and how social media is helping her inspire
others to live the best life they can.

henIwas diagnosed at just nine
months old, like most other
people, my parents had never heard
of pulmonary hypertension.

People are shocked when I tell them I
have a serious illness but I don’t blame
them for their reaction. For me, PH is an
invisible illness; it’s not until I climb a lot
of steps or do something really physical
like running a long distance that my
breathlessness becomes obvious and I
know that I'm lucky in that respect.

I've been taken off the transplant list
twice, and when the PH was at its worst
I'have been in and out of hospital for
six or seven years of my life. However,

for the last three years things have been
relatively normal for me. Don’t get me
wrong, I do have my down days where
Ijust curl up and watch Netflix all day,
but I guess we all feel like that at some
point in our lives.

As I've grown older, I've learnt how
to cope and manage my illness and not
let it consume me. I always try to make
time for the things I enjoy such as
spending time with family and friends.

Lalso try to keep fit and healthy
and enjoy going to the gym. I used to
have a personal trainer who I would

train with twice a week with a
special programme to suit my
condition, but it started
getting a bit costly. I'm
now more confident
exercising on my
own and I think it’s
important to try to stay
as active as possible.

Over the last six years, I have kept my
brain active too by studying full-time
for a degree in aerospace engineering
at Kingston University in London. It has
taken me much longer than the average
undergraduate due to my PH and
fitting studying around my treatment.
The course has also been incredibly
intense, which led me to being admitted
to hospital for stress. At that point, I
knew I needed to listen to my body and
not overdo it and am grateful to the
university for being so understanding.

Itruly believe that if your mental
health is suffering, your physical health
will be affected too. Luckily, I have a
great support network. Living with a rare
disease is difficult and I try to surround
myself with positive people. Having PH
certainly gives a new perspective for me
and I see it as a second chance at life.

The fudire..

My PH has definitely affected past
relationships I've been in with people
who struggle to understand the
condition and how it affects me from
one day to the next.

I'try not to think about it, but I do
worry about finding the right person in
time to start a family - it’s something
that’s always in the back of my mind.
Having PH doesn'’t give you a long-
lasting life and as I approach 30, I
become more and more concerned about
whether I'll be able to have children with
someone I love.

I'was aware of the risks of pregnancy,
not just for me but for my baby too, so
I'took medical advice from doctors and
decided to have my eggs frozen. This has
helped put my mind at ease a little, but
the possibility of the surrogate mother

bonding with the baby does trouble
me. I suppose I will have to cross that
bridge when I come to it.

As a student who will be graduating
in January 2018, I'm worried about the
prospects of getting a job and being
able to afford to live with PH.

Currently, I receive disability allowance,
but I fear that the government will take
it away, and the pain of applying and
then reapplying for financial help scares
me. I'm also worried about finding an
employer that understands my condition
and offers flexible working hours if I need
them. But for the moment, I'm trying to
stay positive.

Kw i/% wt%

I'visit the specialist PH centre at
Brompton Hospital for check-ups every
six months and I am grateful for the care
and support I receive.

Over the past few years, I have felt
in total control of my illness and the
medication I am prescribed, but if my
condition goes downhill I know the
doctors will deliver the appropriate
care for me.

However, when I was put on an
epoprostenol pump around three years
ago it was a very different story. This is
where the drug is administered through
a surgically placed central venous
catheter — a constant reminder of my PH.

I'm a very free-spirited person so I
decided to take charge of the situation
by coming off the medication. It was
a big decision because the drug did
improve my symptoms, but it was

holding me back from living the life
I'wanted to live.

felpiag M.

It saddens me to meet other PH
patients who let the condition get the
better of them. This spurred me on to do
something that would help give other
PH patients hope for the future, so with
encouragement from friends, I set up a
viog (short video clips, like a blog).

My idea is to make weekly vlogs
about how to achieve a positive
mindset to cope with PH and to share
how I deal with my bad days and make
the most of my good days. My posts will
cover everything from socialising and
exercise, to relationships, travel, fertility
and depression.

Iwould encourage other people
affected by PH to watch my vliog and
I welcome any questions they may
have. I would also be happy to keep
in touch via Facebook and Snapchat.
Social media is such a powerful tool
these days and really does help raise

awareness. ,,

Shani will be posting her vliogs
on her Facebook page — search
‘Shani Delphina’.You can

also follow her PH journey on
Snapchat, where she posts as
Phightergo.
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GREEN LEAF CREW Q&A

DALE LEITCH

Dale Leitch is 13 years old and lives in
Midlothian, Scotland, with his mum
Sharon, cousin Angela and his two dogs.
Dale was diagnosed with PH when he
was 18 months old and is cared for by
Great Ormond Street Children’s Hospital
and the Royal Hospital for Children in
Glasgow. Here, Dale shares some of his
favourite things.

0. What’s your favourite subject at
school?

A. Ilove all the sciences, especially
chemistry as I want to do
pharmacology or biochemistry
when I leave school.

Q. Where would you most like to
go on holiday?

A. Canada or Ireland.
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Q. If you could be anyone in the world

for a day, who would it be and why?

A. Usain Bolt, so I would be first in line

for my lunch at school every day.

Do you have a favourite TV
programme?

. Top Gear and Tom and Jerry.

. What is your dream job?

. I'd love to be CEO of McLaren cars.

. What do you like to do at weekends?

. Tae Kwon-Do training or playing
on my Xbox.

. What'’s the best thing about
Christmas?

A. The presents, the food and

spending time with my family.
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Contact us q¢
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Congratulations to five-year-old Amelia Kelly
who completed a ‘scootathlon’ to raise over
£260 for PHA UK. Amelia wanted to support
a family friend who lost his daughter to PH.
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Family Matters

TAKING CARE
OF MUM

Dawn Shelley from Sutton became a full-time carer for her mum, Christine Codd,
after she was diagnosed with PH in 2012. Her experiences of struggling alone have
led to her setting up a Facebook group, ‘Carers for PHighters’, to help other carers
access support and advice. Here, Dawn shares her story.

“Mum was officially diagnosed with pulmonary

hypertension associated with Scleroderma at
Hammersmith Hospital, and she also had the connective
tissue disorder ‘CREST".
Her first symptoms were in 2007, when she had problems with
swallowing, and she was diagnosed with esophageal disease.
A year later she was diagnosed with Reynaud’s phenomenon.
We then noticed Mum had blotches like broken veins on her
face, but her GP said it was ‘just old age’. In around 2010
she started to get a bit breathless, but we were told it was
‘probably asthma’.
For about 18 months Mum tried various different inhalers,
before she finally saw a different GP who referred her to our
local hospital. Here she saw the Respiratory Consultant, who
by chance had recently attended a conference that covered
PH. Unfortunately, by the time she was diagnosed, Mum
was already at stage three. She was immediately started on
treatment.
Following a chest infection in December 2014, Mum become
unwell and after a trip to our local hospital she deteriorated.
She was admitted to Hammersmith and after three weeks was
discharged with ‘end of life’ care. By this time, she was in a
wheelchair, and on oxygen 24/7.

€€ Being a full-time carer for a loved
one is hard and | suffered physically,
financially, mentally and emotionally.99

Mum initially had carers in place through our local social
services and she hated it. We also found they weren’t giving
her ‘proper’ care, so after a week I decided I would give up
my job as a children’s nurse to care for her full time. We also
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paid for a private care company to provide us with additional
help a few times a day. With the joint efforts of the carers and
myself, Mum started bouncing back and for a few months she
seemed a lot better. She started going to the local hospice for
craft sessions and to have lunch with the other patients, and
we started going out for meals together again, and to the local
garden centre. We also went to see Lionel Richie in London in
July; something Mum had always wanted to do.

€€ As a carer | felt isolated and alone. 99

Everything was great until July 14th 2016 when she suddenly
seemed to deteriorate. I managed to persuade her to let me call
an ambulance and she was admitted to hospital. After a three-
day stay the doctors discharged her home ‘to die’ and she was
now bed-bound, which she found very hard.

At this point I was living with her, as she wasn’t coping very
well. She did bounce back again briefly before finally giving

up the fight on the 1st September 2016. She died in my arms,
surrounded by close family.

As a carer it was tough. I did Mum’s medications, attended all
her hospital and doctors’ appointments, and attended to all
her personal and basic care.

As well as giving up my career, I also ended my marriage and
moved in with her after her hospital stay as she needed someone
there 24/7. My marriage was on the rocks anyway and seeing
Mum deteriorate made me realise that life’s too short.

Being a full-time carer for a loved one is hard and I suffered
physically, financially, mentally and emotionally. My only income
was carer’s allowance and Mum gave me attendance allowance.
Everything took its toll and I was diagnosed with depression.
In front of Mum I had to pretend everything was ok, so my
suffering was in silence. I hid it from friends and family.

Mums 69th birthday meal, April 2016. Mum & me before our Lionel Richie concert.

€6 Mum was my best friend and we
were very close.99

The only support I received was from the hospice’s counsellor,
who was amazing. As a carer I felt isolated and alone. No-one
understood what I was going through and people assumed

I was fine - which was partly my fault, as I didn’t want to
burden people. And besides, compared to what Mum was
going through my problems seemed insignificant.

Mum was my best friend and we were very close. Watching her
going through what she did was hard and I had no one I could
really talk to; I found there were groups for people who had PH
but nothing to support people like me.

Before I set up the Facebook group I used to go on various PH
forums but I felt guilty ‘moaning’ about my problems to a
group that was full of people suffering themselves from an
illness that I was moaning about. It didn'’t sit right.

Carers for PHighters is a group where we as carers can talk

Dawn'’s Facebook group, Carers for PHighters, is a
private forum where people who care for a loved
one with PH can share experiences and access
advice and support from others. Search ‘Carers for
PHighters’ on Facebook to send a join request.

Mum in January 2015.

about anything that needs talking about — whether it is PH
related or not. As I found, there are lots of other issues that
come when caring for a loved one.

There are no rules to the group — except that it is strictly

for carers of people with PH only, not patients themselves.

We have parents, siblings, friends and partners on there,

and they can talk about anything, confidentially.

I want the group to be a place where people can open up and
discuss anything that is worrying them. I want them to feel
that they are not alone, to ask for advice, and to come and
rant about anything that has happened to them that day.

I know more than anyone how damaging it can be not to talk
to someone. I now have good days and bad days. I'm still on
antidepressants and am arranging to see a counsellor, but I
have no regrets about caring for Mum - I feel I did the best

I could to ensure she had a good quality of life. ) )

000 0000000000000 000000000000000000000 00
If you would like to share your family’s PH story,

please email editor@phauk.org
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It's common knowledge that winter weather can
increase your chances of catching illnesses like cold
and flu, but you're also more likely to contract an
unpleasant stomach bug at this time of year too.
Consultant pharmacist Neil Hamilton offers his

advice on how to cope.

b

Vomiting bugs can theoretically
occur at any time of year but

are more common in winter. There
are many different strains, the most
common of these is called Norovirus.

Norovirus is a highly contagious
stomach bug causing a high
temperature, stomach cramps,
vomiting and diarrhoea. It is estimated
that annually it affects up to a million
people in the UK.

Whilst this is highly unpleasant for
anyone, it is usually a very short-term
problem lasting only a few days and
virtually everyone will make a full
recovery without needing to see a GP
or visit A&E. In fact, I would advise
patients to definitely not go to the
surgery unless symptoms persist more
than 72 hours. If this is the case, contact
them by phone for advice. This is due to

the highly contagious nature of the bug,

meaning that contact with others could
almost certainly spread the infection.

To reduce the chances of passing
on stomach bugs to others, extra care
with hand hygiene is essential. This
means frequent hand washing, not
sharing flannels or towels and maybe
using alcohol hand gel if you want to
make really sure. These measures are
particularly important if you have
either small children or older people
in the house.

PH patients do not cope with any
infection well. The body diverts all its
attention to fighting off the infection
so patients often notice an increase in

93,

breathlessness. This is likely to be made
all the more significant if the stomach
bug means that usual medication
doesn’t ‘stay down'.

In addition, patients who take
diuretics (which are absorbed despite
the bug) may notice more problems
with thirst and dehydration. Careful
management is needed because light-
headedness or dizziness may be down
to either dehydration or the PH. If these
are occurring at rest, they are far more
likely down to norovirus than PH.

If this is the case for you, there is no

specific advice to cover all eventualities.

However the most vital consideration
through the (hopefully short) time of
the bug is keeping well hydrated and
keeping blood sugars as normal as
possible. This is achieved by gentle sips
of clear fluids. Rehydration sachets can
be helpful to replace valuable salts.
Paracetamol can help with the
symptoms of stomach cramps but
there is little else that can be taken
to treat norovirus. The bug will run
its course in only a few days.
If possible I would advise against
the use of loperamide or other agents
for diarrhoea. These can prolong the
duration so should be avoided.
In terms of PH medication, I would

simply apply common sense. In general,

tablets are absorbed from the stomach
into the system within about an hour,
but that depends on many factors and
will vary hugely. However if you are
sick after taking your medication we

This article originally appeared in the Winter 2015 issue of Emphasis.

——

cannot be sure how much has been
absorbed or not. I would not ‘double
up’ by taking more just in case.
I'would concentrate on keeping up
your hydration and blood sugars and
try again when your next dose is due.

As this is only likely to be a short-
term problem there are more risks from
taking too much of your medication
than missing a few doses whilst poorly
with a stomach bug. However, if you are
unfortunate enough to catch norovirus
and you have any specific concerns or
questions, don’t hesitate to give your
PH centre a ring.@

DON'’T FORGET YOUR FLU JAB!
Flu vaccination is available every year
on the NHS to help protect adults
and children at risk of flu and its
complications.

According to the NHS website:
“Flu vaccine is the best protection we
have against an unpredictable virus
that can cause unpleasant illness
among at-risk groups, including
older people, pregnant women and
those with an underlying medical
health condition.” Contact your GP or
pharmacist to make an appointment
now, and make sure you're protected.
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Research
Physiotherapist
JOANNA FORD

in conversation with

Deborah Wain
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Joanna Ford is a Research Physiotherapist at the Golden
Jubilee National Hospital, Glasgow. She gained her BSc (Hons)
Physiotherapy degree at Glasgow Caledonian University in
2003. She has extensive knowledge in a variety of clinical
specialities and vast experience in the rehabilitation of
patients suffering from advanced heart failure.

Joanna was appointed as a Research Physiotherapist for the Scottish Pulmonary Vascular
Unit (SPVU) in 2015 to be involved in a study to assess the effects of exercise training

in PH patients. It is the first project of its kind in the UK and is inspired by a pioneering
programme in the German town of Heidelberg.

The study involves an initial three-week residential phase with individually-tailored and
supervised daily exercise training either one-to-one or in small groups. Following this
there is a 12-week home exercise programme supervised over the phone and by email.

Q. How did you become involved with this project?

0. Can you tell us what’s been achieved so far
in numbers?

Q. How are you involved with an individual patient,
from initial contact?
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Research
Physiotherapist
JOANNA FORD

0. How do you work with the rest of the team?

A. The study is being led by Dr Martin Johnson, along with a
fantastic research team which includes nursing and medical
staff from the SPVU. We work very closely as a team to ensure
that we are providing a safe, effective and patient centred
service. We also work in collaboration with other allied health
professionals, the Golden Jubilee Research Institute and the
Golden Jubilee Conference Hotel who we could not perform
the study without.

0. What is the significance of the study?

A. The causes of reduced exercise capacity are not fully
understood in PH. It has been shown in other European countries
that exercise training can improve symptoms, heart function,
exercise tolerance and quality of life to a greater degree than
many of the drugs available. Exercise therapy is not established
for people with PH in the UK. It is unclear what changes in the
body are responsible for the improvement in symptoms and
exercise capacity seen with exercise therapy. Understanding
these changes would help to deliver the best type of training
programme specifically for people with PH in the UK.

0. What sort of results are you seeing so far?

A. We are delighted with the progress of the study. Initial results
have shown significant improvements in exercise capacity,
quality of life and breathing function and going forward we
hope to gain more insight into how the therapy is benefiting
patients.

0. Have there been any surprises for you?
A.Iam amazed by the commitment of the participants — three
weeks staying here, then a further 12 weeks of independent exercise
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¢(It has been shown in other
European countries that exercise
training can improve symptomes,
heart function, exercise tolerance
and quality of life to a greater

degree than many of the drugs
available.?

at home. The majority of participants have enjoyed it so much
that they do not want to finish at the end of the programme!

Q. Have there been any inspiring moments?

A. There have been many! For example, one of our patients
had a successful lung transplant last year. She believes that
she would never have got through the process had she not
had the prehabilitation of our programme. Another chap
had been housebound, but managed to walk up the 164m
(539 ft) Blackford Hill, in Edinburgh, within a month of going
home from here. One of our ladies managed a 5k event,
jogging and walking, and just last week a chap started
running again on the treadmill in our gym. He hadn’t run
for years and years and was positively glowing when he
finished his residential programme.

Q. How wiill these results be used at the end

of the two years?

A. The results of the study will be analysed and published
in scientific journals (hopefully!), as well as being presented
at scientific meetings. We have already presented some of
our initial results at the Pulmonary Hypertension Forum,
in Vienna, and the European Respiratory Society Congress
meeting, in Milan, this year. In the long term, the aim is to
establish a dedicated rehabilitation service for this specific
patient group.

0. And finally, what’s the most rewarding aspect

of your job?

A. We have a fantastic group of motivated, inspiring participants
who we really enjoy working with. Many of our patients have been
unwell for a long time and have significant exercise limitations.
Watching them learn how capable they are and gain confidence in
their bodies again is very rewarding. Seeing participants achieve
their goals is phenomenal. I feel very proud. @

Important definitions when applying for welfare support

Benefits
Advisor

With Shaun Clayton

have found during my time helping members navigate

the welfare system that there are particular phrases that
the Department of Work and Pensions (DWP) look
for in applications.

These words and phrases are what the DWP themselves use to
decide whether to award benefits, so by including them in your
application, you'll be speaking in their language — giving you a
better chance of success.

If you feel like these key words may help describe your situation
then please use them wherever you feel appropriate when
completing your application, but make sure you understand
what they mean as you may be questioned about it later.

Frequent is defined as ‘several times, not just once or twice
in a 24-hour period.’ For example: ‘I frequently experience
breathlessness or light headedness when going up and down
the stairs.”

Continual does not mean ‘non-stop’, but simply ‘less than
continuous’. For example: ‘I'm continually breathless when
I'm up and about making a meal, but fine whilst eating it.”

Supervision/supervised can mean precautionary

('in case of or ‘safely’) or anticipatory (in case something
may happen; for example, blackout trip and fall). It doesn’t
mean that someone eliminates the danger; merely that their
presence reduces the risk of harm.

Night/day time is defined by when the ‘house’ shuts down.
When the last adult goes to bed night time starts, and when
the first adult wakes day time begins.

Prolonged is defined as at least 20 minutes. For example:
“I experience prolonged palpitations or light headedness (dizziness).”

Repeated means more than once during a period of 24 hours.

Significant refers to length of time, not the importance of
the occurrence. Experiencing symptoms for a ‘significant’
period of time, for example, means an hour or thereabouts
and can consist of one or a number of periods during the day.

Consistently refers to whether you can always carry out
a particular activity. For example: “I cannot consistently
bath myself without the aid of supervision.”

Reliably refers to whether you can reliably complete an
activity. For example: “I can walk to the shop but I cannot
always reliably walk back.” In this case, you may be able to
get to the shop one day but because of your symptoms you
cannot get back —even if on the previous day you could.

Or: “Today I could cook my breakfast but due to symptoms
suffered throughout the day, come dinner time I couldn’t
cook my dinner. Therefore, I couldn’t cook reliably and safely.”

Our free guide to navigating
potential financial support is
available now. For your copy of
Financial support: What could
my family and | be entitled to?
please contact 01709 761450
or email office@phauk.org

————
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Shaun Clayton is Membership Services Director at PHA UK, and specialises in helping
members navigate different aspects of the benefits system. If you would like a particular
subject covered in a future issue of Emphasis, please email editor@phauk.org
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S ime rely on our supporters to continue our

I —— LPIOVG t-he lives of people with PH. Playin
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and every lttle helps” atients and their families
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Could you Support
us by playing our
PHA UK Lottery?

posted to winners di
rectly —there’snon
your numbers or make a claim yourself edtochect

« Match six digits to win £25,000
« Match five digits to win £1,000
« Match four digits to win £25
« Match three digits to win £5
You can increase
] your chances of winni
purchasing more than one entry ey
Signing up is simple!

Gotoei
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“It’s nice to support the
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with the added bonus of ’
maybe winning a prize.”
Sarah, Oxfordshire

to my lungs!”
Darren, Glasgow

t;; play because I like to know
the money is going to a charity
at’s close to my heart... and

1 play the PHA UK Lottery to
support the charity in their
research. Plus, I've won some
money a couple of times too!”
Catherine, Lancashire '
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Kevin uses painting asa

f his pieces of work.

PH. Picturedare some O

rough PH

Kevin McAllister from Newcastle was diagnosed with

PH at the age of three. Now aged 43, he's started to
notice his body’s limitations but won't be defeated.

a project enti
people view dis

How does PH affect your daily tasks?

66 Nowadays, I get out of breath putting socks on and
climbing stairs. It’s frustrating put I'm still independent
and I will continue to push my body. WhenIwas younger,
[ had ambition to become an artist and after almost
20 years, I started painting again. It helps me switch off
from the world and my condition.

Ialways suffered with shortness of breath put since my
late thirties and early forties, I have seen a massive change
in my breathing and the ability to do daily tasks. Day-to-
day activities such as shopping for food o7 prowsing retail
stores are nearly impossible unless I am just going out for

a few items. 99

My wife is the 0

know it all
for consecutiv
and she restric

My advicetoa

How does PH affect your relationships
There are no re-Tun

with family and friends?

66 Over the last ten years in particular, my PH has had
a huge impact on my social life. My friends meet on a
regular basis in Newcastle city centre butI'm restricted
as I cannot walk the distances anymore, s0 Ioften meet
them at home.
My eldest child fusses over me d lot and encourages me
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Are you struggling
with stress or anxiety?
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To find out more about how Anxiety UK can support the
emotional aspect of having a diagnosis of PH contact us today
on 0844 332 9010, email us at phauk@anxietyuk.org.uk,

or visit www.anxietyuk.org.uk

it

Dr Simon Gibbs, Lead Clinician and Honorary Consultant
Cardiologist for the National Pulmonary Hypertension Service at
Hammersmith Hospital, retired from clinical practice in August.
He spoke to Mary Ferguson about his time at the specialist centre

and what he’ll miss most about working directly with patients.

Ithough Simon has stepped down

from his clinical role, he is still a
busy man. As founder of the National
Audit of Pulmonary Hypertension
he remains as audit lead, and is
continuing his roles as a member of
the UK Specialist Respiratory Clinical
Reference Group, and as board member
of the European Reference Network’s
project around rare diseases of the
respiratory system (ERN-LUNG).

Simon is also still involved in
international clinical trial committees
and remains a close friend of the PHA
UK, playing a key role as part of the
PHocus2021 steering committee.

Simon joined Hammersmith in
1997 and on the day he arrived, there
were just seven PH patients. Now, the
specialist service manages over 1300
each year.

He said: “When I started at
Hammersmith the national PH service
didn’t exist and we tried for four years
to get it established. So, a real standout

moment for me was actually seeing
the launch of a designated national PH
service back in 2001. As a professionals
group we worked so hard to get it up
and running.”

Simon said the biggest thing he’s
learned about PH patients over the
years is just how determined they are
to make the most of life.

“It’s something I really admire. These
people have inspired me, and plenty
of others, to develop the PH service,
do more research and find better
treatments to improve the clinical
service. The patients are just amazing.
I'will miss them, and the satisfaction of
seeing them feel better under our care.
That’s what has driven me.”

As well as keeping busy with his
other projects, Simon will be using his
semi-retirement to spend time with
his wife, daughter and Miniature
Schnauzer Flora. But he will always
remember his years in clinical practice
with fondness and pride.

He added: “Meeting so many
extraordinary people has definitely
been a highlight of my time at
Hammersmith, as well as appointing

and working with such a fantastic team.

It’s been great fun, and hopefully we’ve
done some good.”

Dr Gibbs trained at Christ's College,
Cambridge and St Thomas's Hospital
Medical School. He completed London
training in cardiology at the National
Heart Hospital, Royal Brompton
Hospital, Westminster Hospital and St
George's Hospital. ®
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Patients helped by
Dr Gibbs shared their
thanks on Facebook

“Simon treated me for seven years
and was amazing. He and his team
kept me alive long enough to get
my transplant and did everything in
their power to give me a great life to
live. I cannot thank him enough for
all he ever did for me.”

Stacie Pridden

“Thank you so much for all the help
and support you’ve given me, | will
truly miss you and your incredible
knowledge.”

Suzy Spencer-Boyce

“Dr Gibbs is the type of doctor

who fills you with hope and
positivity about your condition
whilst ensuring you know all the
facts. Whilst I'm saddened that his
vast knowledge, experience and
expertise will no longer be available
to us PH patients, | wish him a long
and enjoyable retirement.”

Hayley Maggs

“Dr Gibbs is an amazing consultant,
he will be sadly missed by his team
and all the patients he has treated.
Dr Gibbs diagnosed me with PH
back in 2000 - thank you for all
you have done.”

Christine Banks

®ececccccccccccccccsccscccscccccccccec’®
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Welcome to our regular column where PH professionals
tell us more about themselves and their work.

NAME: Val Irvine.
PLACE OF WORK: Golden Jubilee National Hospital, Glasgaw.
JOBTITLE: Senior Research Nurse with the Scottish Pulmonary Vascular Unit (SPVIA).

HOW LONG HAVE YOU WORKED WITH PH PATIENTS? For 20 years now. I started as a staff nurse on
the respiratory ward, and in 2004 became a research nurse Jor the SPYU research
portfolis. With the help of patients, we've run studies contributing to the licensing of
nearly all of the modern PH specific medicines, A lavge part of my role now concerns
the big genetics research studies in collaboration with Cambridge University and all
of the PH centres in the UK. It has been a complicated project; challenging, but with
serlously awe-inspiring aims, which I am proud to be associated with.

WHAT DOES YOUR JOB INVOLVE? Busy times would generally be assaciated with taking
patients through research activities, and as this is a lot more exciting than the
desk-based parts of my job, T look forward to it. But there is a lot of data handling,
e way or andther, which isw't as dull as you would think since it concerns pedple
I have met - who all have an interesting clinical story.

WHAT IS THE BEST THING ABOUT YOUR J0B? Undoubtedly, the patients. One particular joy is ¢a
know patients who were at the very start of their PH journey when I first met them
n the early years. I get ¢t spend a lot of time with individuals taking part

W certain studies, which is a distinct bonus of the job.

WHAT'S ON YOUR DESK? Lozs! Laptap, project files, Siling pending, in-teay, and of course
my paper diary and some sceap paper and notebaoks. There’s also my tea cup, water

bottle, and currently a copy of the PHA UK Financial Support booklet. The overall look
L5 not minimalistic,

WHAT DO YOU LIKE TO SNACK ON AT WORK? T bring a pear or an apple to quell hunger pangs

between meals, but when I'm with patients I'm a lot less distracted by hunger
and thirst,

WHAT DO YOU LIKE TO DO WHEN YOU'RE NOT AT WORK? T enjoy cooking and baking, reading, and
exercise classes. I have ambitions to foster mare worthy projects, such as Sfurther

education, and to put my new(ish) sewing machine 20 good use - instead of letting
it gather dust in the carner!

If you work with people with PH and would like
to answer our Q&A please e-mail editor@phauk.org
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How we spend
your money...

Thank you to everyone who raises money
to support the work of PHA UK. With your help,
we can continue to improve the lives of those
affected by pulmonary hypertension.

And when you raise money for PHA UK,
you can be confident that it’s being spent
in the right way. An independent assessment
of our charitable activities has shown that
for every £1 we spend, 96p goes on

charitable activities.

For fundraising support...

call the PHA UK office on 01709 761450,

or email office@phauk.org

In your Spring

issue of Emphasis...

The next issue of Emphasis is
due out in March 2018 and we
have planned features about:

Physical activity and PH — How
exercise can help.

Your charity — A closer look at
PHA UK.

Mental health — Taking care of
emotional wellbeing

Plus, lots more articles,
interviews and news...

you - contact editor@phauk.org

You can get involved in
Emphasis too:

Emphasis Reviews - read a book,
used an app or seen a film you think
other readers may be interested in?
Tell us about it!

Family Matters - let us know if you'd
like to tell us about your family’s PH
experience in our regular feature.

In the News - let us know if you raise
awareness of PH through the media.
Take the biscuit! - and please get in
touch if you'd like to answer the
Green Leaf Crew Q&A.

We always love to hear from

with any feedback or ideas.
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Join our PH tamily
for free today

Be part of a 3,500-strong
national support network.

Influen
HOpe, €.

Integrity,

Are you living with PH, or have
friends and family who are? We're
here to support people like you.

Being part of PHA UK also enables you to
participate in important research, and our
friendly office staff are just one call away when
you need advice. Join our PH family and you'll be
joining 3,500 members in a unique network of
support and inspiration.

Join today and benefit from:

Join FREE today at www.phauk.org
call us on 01709 761450

email us at office@phauk.org

or simply fill in the form below
and return to us.

« Support and advice
- Helpful printed information and resources

« Emphasis magazine delivered to your door
four times a year

- Free access to emotional support
from qualified professionals via our
partnership with Anxiety UK

- Free access to financial advice from
qualified professionals via our
partnership with Turn2Us

- Fundraising ideas and guidance

@ | Influence.
° ° ° Hope.
YES! I'd like to join PHA UK for FREE.  pPhaR ik
Name:
Address:
Postcode:

Email: Telephone:
Areyou aPatient[ ] Carer[ ] Parent[ ] Medical professionall |
Other (please state)
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PHA UK Contact Details Turn2us

Office hours: gam to 3pm, Mon to Fri for general enquiries
Tel: 01709 761450

Web: www.phauk.org

Email: office@phauk.org

Address: PHA UK Resource Centre,

Unit 1, Newton Business Centre, Newton Chambers Road,
Thorncliffe Park, Chapeltown, Sheffield, S35 2PH
Registered Charity Number: 1120756

Anxiety UK

PHA UK works closely with our partners at Anxiety UK.
To speak to someone about how you are feeling, call the
dedicated PHA UK helpline on: 0844 332 9010 or email:
phauk@anxietyuk.org.uk

PHA UK has joined forces with Turnzus, a national charity that
helps people in financial hardship in the UK. The charity aims to
help people in need to access support; and provides a range of
information and resources on welfare benefits, charitable grants
and other services via its website: www.turnzus.org.uk. Through
our partnership with Turn2us, PHA UK members can also use the
Turn2us Benefits Calculator and Grants Search on our website at
www.phauk.org

Do we have your correct details?

Please email us on office@phauk.org if any

of the following apply to you:

« Are the details incorrect on the mailing you've just received?

+ Have you moved house recently?

+ Has your contact number changed?

Pop your completed form into an envelope and return to us for free to FREEPOST, PHA UK (no stamp needed).

Emphasis magazine is produced by PHA UK. Content by Capital B Media. Design by Creativesmith.

This magazine is intended only to provide information and not medical advice on individual health matters
PHA UK will not be responsible for readers’ actions taken as a result of their interpretation of this magazine.
We encourage readers to always discuss their health with their doctors and medical team.
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Free PHA UK

publications for
support & advice

If you would like copies
of any of our publications

please contact the PHA UK
office on 01709 761450

or email us at office@phauk.org



