NI

WWW.NIHEALTHCARE.COM

Healthcare
Review

Issu e 124 - 2022

T h e Ne x t C ha pt e r
Man ife sto s an d voi ces fo r
h e al th c are c h a ng e

SUBSTANCE
DEPENDENCY

PAIN
MANAGEMENT

NI HEALTHCARE
CONFERENCE

ROYAL COLLEGE
OF NURSING

The strain of poverty

A more open approach?

Meet the line-up

Raising the value of the
workforce

NIHR

APRIL 2022

1

WWW.NIHEALTHCARE.COM

Connecting with patients
“My journey with epilepsy started out rocky, but evolved into one of
self-discovery. It’s allowed me to look at my life with a new pair of eyes,
change my behavior, and finally think outside the box.”
LaKeisha, living with epilepsy
UCB has a passionate, long-term commitment to help patients and families living with severe
diseases lead normal, everyday lives.
Our ambition is to offer them innovative medicines and ground-breaking solutions in two main
therapeutic areas: neurology and immunology. We foster cutting-edge scientific research that
is guided by patients’ needs.

To connect with your local UCB Pharma Ltd representative, please call or e-mail:
Tel:+44 1753 534 655. E-mail:UCBCares.UK@ucb.com
Website:www.ucbpharma.co.uk
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WELCOME
EDITOR’S LETTER
Welcome to the latest edition
of Northern Ireland Healthcare
Review!
The recent hour change has not only paved the way for lighter
evenings (and temporary confusion), but brighter spirits too.
Everywhere I turn, plans are being crafted for the summer – from
road trips and luxury retreats, to camping site stays and holidays
abroad. I’ve allowed myself to get swept up in the excitement too,
spending my commutes reminiscing about my holidays in the sun
from years gone by. How the first thing my brothers and I would
do upon arrival to any hotel was race to the edge of the pool and
jump in – not even pausing once to consider our surroundings
nor disapproving stares.
As we get older, this act of diving deep straight-off seems less
common. Even just last week, I met up with my cousin – one of
my favourite people – but I realised that our conversation was
littered with what can only be described as ‘niceties’. We were
merely skimming the surface, and giving one another the robotic
responses which society has made us accustomed to. I had to give
myself a shake, break off the topic, and ask ‘How are you REALLY
doing?’. The conversation then turned into one that mattered to
us both.
It’s still as important as ever to bravely aim beneath the
surface – not just in how we engage with others, but in our
ambitions, identification of what really matters, and pursuit of
change. It’s a theme that you’ll see running through this edition
of NIHR as our contributors dig deep. In light of the impending
Assembly election, Rita Devlin, Director of the Royal College of
Nursing in Northern Ireland, speaks out on why nursing must
now be seen as an asset, rather than a cost (page seven), and the
British Medical Association Northern Ireland shed light on their
manifesto for sector improvement (page four). We also learn why
moving forward policy-makers must better acknowledge the links
between addiction and deprivation (page 10).
This issue’s patient stories are a stark reality check too –
from the true extent of sepsis’ challenges (page 20), to the lived
experience of Parkinson’s during the pandemic (page 44), and the
deepening ovarian cancer crisis (page 33).
Before you go, don’t forget to find out more about the future
of neuromuscular care in Northern Ireland (page six), and how
you can register for the forthcoming Northern Ireland Healthcare
Conference free of charge (page 12).
Happy reading!

@kyronmedia

Kyron Media
APRIL 2022
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Menarini is committed to the
global fight against antimicrobial
resistance by:
Supporting the appropriate use of antibiotics
Collaborating strategically with others
to find practical and long-term solutions
to antibiotic resistance
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BMA

A WORK IN PROGRESS
With the forthcoming Assembly election edging closer, Dr Alan Stout, Chair of
the BMA Northern Ireland General Practitioners Committee, and Deputy Chair
of the BMA Northern Ireland Council, provides an insight into the organisation’s
manifesto – and ambitions for ensuring that our health service thrives during the
region’s pandemic-recovery journey.

Dr Alan Stout
A pandemic is not something any of us ever
expected to work through. And I hope it is
something we will never have to face again.
While COVID-19 continues to circulate
in the community with persistently high
infection numbers, I sincerely hope that
the link to high hospital and intensive care
patient numbers remains reduced.
What will take a lot longer to recover
from is the damage the pandemic has made
to our health service. Everyone knows it was
already struggling – very long waiting lists,
recruitment issues and demoralised staff.
None of that has gone away, if anything it has
worsened.
At the start of his tenure as Health
Minister, Robin Swann acknowledged that it
was time to transform health and put some
of the many recommendations made in
numerous reports into action.
Whoever takes the reigns in the next
mandate will really have to make some
changes. I am loathe to call these difficult
decisions, because we all know what needs
to be done, but they will not all be popular
decisions. Everyone has a view about health
and what needs to happen but at the same
time they want to make sure that their local
services remain.
We need to get better at explaining
the reasons behind the decisions that are
taken and reassure the population that
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reorganisation doesn’t mean removal. The
services are still there, but they are just being
delivered in a different, better, safer, more
efficient and more cost-effective way.
The BMA Northern Ireland manifesto for
this forthcoming Assembly election sets out
some of the changes we think are needed.
Central to our manifesto is the doctors
who work in the NHS. With the incredible
pressures we have gone through we now
need to make sure that we provide a safe and
supportive environment for doctors to work
in, where they feel supported and valued.
Key to feeling valued is paying doctors
fairly for the work they do. It is unbelievable
that we are still waiting for this year’s pay
uplift in many sectors. Last year’s was also
paid months after it was announced, causing
significant issues with pension allowances for
many doctors, and in some quite bizarrely
actually costing them money.
We also urgently need reforms to the
pension scheme to stop doctors being forced
to retire early. We genuinely risk losing
skilled medics from the NHS at a time when
we can’t afford to lose a single member
of staff. Aligned with this is the need for
meaningful workforce planning; a proper
analysis of how many doctors we need and
in what specialities in order to meet current
and future patient needs. Our manifesto also
asks for an end to the current blame culture,
introduction of safe staffing legislation and
an organisational duty of candour.
Crucial to workforce planning is making
sure we train enough doctors, therefore we
also want to see a permanent commitment
to fund the second medical school at
Magee and a review into the fees and costs
associated with studying medicine and junior
doctor training. Training to become a doctor
both at the degree stage and as they build
their career is expensive and we do not want
anyone, from any background, to be deterred
from becoming a doctor because of the cost.
In relation to general practice we need
an urgent increase in GP training numbers
and a commitment to annually review these

numbers to make sure they reflect need.
We also need multidisciplinary teams to
be rolled out across all Northern Ireland,
funding to improve premises and a statebacked indemnity reimbursement scheme.
Is all this change possible? I think it is
and nowhere is that clearer than in general
practice. Despite the many accusations
that general practice ‘closed’ and questions
as to when we are going to ‘begin to see
patients face-to-face again’, our services have
remained open throughout the pandemic,
not closing for a single day. What we did
have to do, however, was completely and
rapidly review what we were doing, assess
how we could work in a way that offered
maximum safety to patients and general
practice staff.
If anything, these changes have
highlighted the significant pressure on
general practice more than ever. With a
phone-first system likely to stay in practices
we have changed to mostly same-day access.
This has uncovered the true demand, and
we are fully aware that access can be difficult
for some at times. But importantly we had to
change, and with these changes it has clearly
demonstrated that the problem is capacity
and not access. We just simply must have
the infrastructure, the teams and the GPs in
place to be able to deal with the need.
What the pandemic has taught us is
that we can rapidly change how we deliver
services when we work together. But we
shouldn’t have to wait for a global pandemic
to force that to happen. We need the next
mandate as a stimulus to enable us to work
together and with the wider healthcare
system to change our entire health service for
the better.

NIHR
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NIHLF

LEADING THE WAY
As a member of the Northern Ireland Healthcare
Leadership Forum, Aideen Casey is helping to amplify
the views of her peers and inspire improvement in the
sector. Here, Aideen shares with NIHR the various key
lessons on leadership she has learned along the way.
on so much more.

1. EVERY TEAM MEMBER CAN BE A
LEADER

Aideen Casey

THE ROLE OF
THE NORTHERN
IRELAND
HEALTHCARE
LEADERSHIP
FORUM (NIHLF)

I am currently a final year Medical student
at Queen’s University Belfast and this is my
second year on the committee of the NIHLF.
The NIHLF is a student-led society which
aims to recognise and promote areas of
improvement within our healthcare system.
The society is made up of healthcare students
from multiple disciplines which allows a
true multidisciplinary team approach to any
improvement project we develop, as well as
encouraging future healthcare workers to
develop their leadership skills.

FIVE THINGS I’VE
LEARNED ABOUT
LEADERSHIP

Initially when joining the NIHLF I thought
effective leadership was characterised by the
ability to be organised, to instruct others,
and to take responsibility for tasks. Although
these skills fit into the definition of a leader,
working with the NIHLF has taught me that
the foundations of good leadership are built
NIHR

When working in healthcare an
invisible hierarchy can exist within the
multidisciplinary team, resulting in
assumptions that only the most senior
member of staff can lead change. I’ve seen
first-hand that every member of a team can
be a leader. Whether you’re the nursing
student or the sister in charge of the ward,
the foundation doctor, or the consultant with
20 years’ experience, everyone can lead and
create impactful change regardless of their
professional title or stage in their training.
I thought that most of the NIHLF projects
would be led by our chairperson, however
each and every committee member has taken
the opportunity to develop and lead projects,
hence teaching us vital skills for our future
careers.

2. INITIATING CHANGE ON ANY
SCALE

One might think that to initiate impactful
change in healthcare you have to think
big – carry out extensive research, change
guidelines, create laws. Although these actions
are clearly required to make an overall change
to our healthcare system, without the small
actions that precede them the fact is that they
wouldn’t occur at all.
Last year the NIHLF hosted an evening
series discussing advance care planning. I was
involved in organising the organ donation
event where we discussed the changes that
were due to occur in the law regarding organ
donation. It wasn’t until I read about Daíthí’s
Law being passed earlier this year whereby a
soft-opt out system regarding organ donation
will start in 2023 in Northern Ireland, that
I realised the impact and influence of small
actions. All healthcare staff and students
have a voice and your voice can translate into
action and improvement.

3. KNOWING YOUR LIMITS – ‘DO OR
DELEGATE’

something done right, do it yourself ’ was the
objective that most effective leaders probably
took. However, I now believe a successful
leader has the ability to recognise their limits.
Among the NIHLF committee we have the
motto. ‘do or delegate’. This means that if
you are given a task you either complete it
or delegate it to someone else suitable. This
allows us to recognise our limits and ensures
that all tasks are completed effectively which
has improved the quality of our work hugely.

4. INSPIRING YOUR TEAM

Any leader has the ability to inspire others,
however a good leader encourages their team
to develop their own leadership skills. Our
chairperson has led our team for the last two
years and from the very first meeting she has
encouraged us all to express our ideas and
lead our own projects. I believe team leaders
in any healthcare discipline should do the
same in order to push things forward and
make real change.

5. LEARNING FROM OTHERS

Most importantly, I have learned that effective
leadership is not possible without the ability
to learn from others. Working in healthcare is
committing to life-long learning. A consultant
of 30 years can enter a ward and still learn
something new that day. A crucial part of
being a leader is having the humility to realise
you don’t always have all the answers and that
the capability to make good decisions stems
from listening to the opinions and expertise
of everyone within the team. The value of the
NIHLF is having multiple perspectives from
students from different disciplines which is
essential to creating meaningful change.

THE NIHLF
LEADING CHANGE
THIS YEAR

This year our committee has tried to lead
change through education. Our Humble
Leadership Lessons Workshop in November
enabled healthcare students to learn
more about leadership from experienced
professionals. Our Dear Colleague event
organised with the Queen’s University Belfast
GP Society discussed the issues around
diagnosis and treatment of endometriosis, a
condition which can sometimes be difficult
to recognise. Currently, we are preparing an
event promoting sustainability in healthcare
across the UK. All are small steps towards big
change.

I used to think that the saying ‘if you want

APRIL 2022
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MUSCULAR DYSTROPHY

THE FUTURE OF
NEUROMUSCULAR CARE
IN NORTHERN IRELAND
How can health services be
improved to support people living
with muscle-wasting conditions?
Across the UK, there are around 110,000 people living with a muscle-wasting condition.
These are rare and complex conditions that carry a multitude of serious health
complications, meaning that it’s vital that well-co-ordinated multidisciplinary health and
social care is in place.
Muscular Dystrophy UK recognised that the COVID-19 pandemic was widening many
pre-existing gaps in care, so undertook detailed research among its community. The charity
then produced four reports that highlighted how the pandemic had affected those living
with muscle-wasting conditions. The reports were called ‘Shining a Light on the Impact of
COVID-19’ and, as well as producing a UK-wide version, the charity also wrote one for
each of the three devolved nations.
Most importantly, each of these reports included tailored recommendations on how
care for people living with muscle-wasting conditions can be improved in the future. This
is because it’s essential that people living with a muscle-wasting condition have access
to specialist healthcare, regular exercise, daily essentials, care packages, family support
systems and physiotherapy to lead safe and healthy lives.

STRIDES TOWARDS STRENGTHENING CARE

In February, the charity presented its report before the All-Party Group for Muscular
Dystrophy in Northern Ireland, which included priority areas to strengthen neuromuscular
care going forwards.
During the meeting, Muscular Dystrophy UK shared testimonies from families about
delays to accessing critical appointments, the impact on their mental health of not seeing
their family and carers while shielding, and the loss of mobility and muscle weakness due
to being unable to exercise. The charity also reported the experiences of neuromuscular
clinical teams and the impact of the pandemic on staffing, service gaps, access to
appointments and treatments.
In Northern Ireland, there has been a range of challenges in neuromuscular care
provision over the years due to limited clinic space and stretched staff capacity. As well as
this, commissioning pathways don’t provide sufficient flexibility to account for the support
that a growing neuromuscular population requires.
The report revealed that Northern Ireland has just one hub in Belfast from which all
specialists neuromuscular care is provided, meaning that some patients are forced to travel
across the country for their treatment. Further to this, the hub lacks enough specialist staff.
There are only two part-time neuromuscular consultants, two full-time neuromuscular
clinicals nurses and two full-time physiotherapists running all clinics to support Northern
Ireland’s neuromuscular community. There is nobody to replace staff when they leave, nor
any support available to start training to prepare for this inevitable staffing gap.

RECOVERY PRINCIPLES

During the meeting, Muscular Dystrophy UK outlined six recovery principles. These are:
• Allocating sustainable and consistent care and funding for neuromuscular services,
including more neuromuscular consultants, nurses, physiotherapists, psychologists, and
occupational therapists
• Increasing the number of neuromuscular staff who can work with community services to
bridge the gap between specialist teams and surrounding areas
• Providing specialist mental health services for people with a neuromuscular condition
• Implementing local virtual outreach clinics to help reduce waiting lists and address the
growing backlog appointments
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• Establishing an NHS-managed
regional neuromuscular clinical
network across Northern Ireland
and appointing neuromuscular
leads to ensure a connection with
the government
• Providing a specific clinic space
for people with muscle-wasting
conditions to access appointments
when they need to
You can read the report in full
at www.musculardystrophyuk.org.

WHAT’S NEXT?

Since the meeting, Muscular
Dystrophy UK has started plans
to establish a forum for clinicians,
service-users, and the Belfast Health
& Social Care Trust and Northern
Ireland government leads. The
forum will discuss gaps in services
as they push for improved access
to and provision of neuromuscular
care.
Michaela Regan, Head of Policy
and Campaigns at the charity,
explained, ‘Many services, including
specialist neuromuscular services
referrals and diagnostics, were
halted or significantly reduced
throughout the pandemic, leaving
people in Northern Ireland with
delayed diagnosis and no access
to expert care. Consequently,
many living with these conditions
have been unable to receive the
full treatment and care they need
and are at severe risk of faster
progression of their conditions.
It is vital that, across Northern
Ireland, stakeholders implement our
recommendations to ensure that
neuromuscular care is improved for
people living with these conditions.’

ABOUT MUSCULAR
DYSTROPHY UK

Muscular Dystrophy UK is a charity
that brings individuals, families and
professionals together to help fight
muscle-wasting conditions. It offers
practical and emotional support
for the 110,000 people with a
muscle-wasting condition and their
families at every stage, and funds
vital research into the conditions.
The charity also co-chairs Changing
Places, which leads the campaign
for fully accessible toilets.
For more information
about the work that Muscular
Dystrophy UK does, visit www.
musculardystrophyuk.org. NIHR
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ROYAL COLLEGE OF NURSING

LISTEN
UP

Rita Devlin

Stop viewing nursing as a cost
– it’s an asset which should be
valued and supported, explains
Rita Devlin, Director of the Royal
College of Nursing in Northern
Ireland.
The next Northern Ireland Assembly election is fast approaching.
Having come through two years of a global pandemic, nursing staff
working in hospitals, the community and care homes continue to
work under immense pressure.
Currently, the health service in Northern Ireland is facing a
host of issues which show no sign of abating. No-one can fail to
have noticed the unsustainable pressures in emergency care, for
example. The Royal College of Nursing (RCN) Emergency Nurse
Network recently wrote collectively to the Minister, Permanent
Secretary, Health & Social Care Trusts, the Regulation and Quality
Improvement Authority, Health Committee and Health and Safety
Executive to raise concerns. While these issues are neither new nor
easy to resolve, pressures in the system have now escalated beyond
the level of being simply unacceptable, to being beyond the point of
collapse.
Another issue of huge concern to community nursing staff is
the recent escalation in fuel costs, with the price of a full tank of
fuel increasing by as much as £100 a month. The cost-of-living
crisis means that nurses are struggling to meet this additional cost.
Community nursing staff drive great distances to see their patients,
giving vital care, and recent measures taken by the Chancellor are
not enough – they need immediate additional payments and an
urgent review of the rates.
One of the most pressing concerns for the RCN has been
the physical and mental wellbeing of nursing staff. The nursing
workforce was under significant strain before COVID-19 and staff
shortages, high stress levels and unhealthy working environments
were all having an impact on the provision of care and the wellbeing
of staff. These pressures have been exacerbated by the pandemic
and our members have told us clearly that they are working harder
than ever, yet feel less valued. As a result, there has been a sharp rise
in the proportion of nursing staff considering leaving, or actually
leaving, the profession. We are also extremely concerned about the
number of recently qualified nurses we are losing. If this continues
NIHR

it will have a significant impact on the number of
nurses in the future.
Our election manifesto sets out nurses’ priorities
for starting to fix the many long-standing problems
that have brought the health and social care system
in Northern Ireland to the point of collapse. These
include measures to recruit and retain the nursing
staff needed to provide safe and effective care, fair
pay, reward and career progression and enabling
nurses to play a leading role in the rebuilding and
transformation of services.
Over two years ago, the RCN members in
Northern Ireland took industrial action over
safe staffing and pay equality. We’re demanding that the safe staffing
legislation which was promised at this time is implemented as a priority.
It is also essential that a workforce plan is developed, and action taken,
to stem the increasing numbers of nurses who are leaving the service. A
robust approach to tackling violence and aggression towards nursing staff
must also be prioritised. In addition, we’re calling for better support for
nursing homes and community health services, as well as a fundamental
review of how nursing homes are funded, managed and operated.
As the largest workforce group within health and social care, nursing
has a leading role to play in rebuilding services and targeting the deep
health inequalities that exist here. To enable nurses to fulfil this role,
politicians and policy-makers must stop viewing nursing as a cost to be
controlled or reduced and must, instead, see it as an asset to be valued
and supported. The crisis in our health and social care system has many
underlying causes. But it is rooted more than anything in the fact that
there are not enough nurses to provide the right level of care for patients.
Our recent evidence to the NHS Pay Review Body calls for a
substantial pay award to address inflationary pressures and provide
an initial instalment on redressing the real decline in the value of
nursing pay since 2010. It also places a fair pay award in the context of
wider moves to retain nursing staff in Northern Ireland. The greatest
challenge for the next Assembly and Executive is to deliver a nursing
workforce capable of meeting the health and social care needs of the
people of Northern Ireland. If we don’t act now, the consequences will be
unimaginable.
More than ever, we need strong, committed and accountable political
leadership for our health and social care services. No priority is more
important than ensuring that we are able to meet the health and social
care needs of our citizens and our communities. Nurses’ votes will be
crucial in determining the outcome of this election and the make-up of
the next Assembly. We are urging our members to make sure that they
use their voice in this election campaign and then use their vote on 5th
May. We also ask politicians to listen to the voice of nursing, and make
sure that they deliver for nurses and the people of Northern Ireland.
APRIL 2022
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RAPID ACCESS ANGINA CLINIC

A MOMENT IN TIME
While everything changed, nothing really
changed at all, reflects Dr Janet Ford,
Specialty Doctor in Cardiology, Antrim
Hospital, as she take us on the Rapid
Access Angina Clinic’s journey through the
pandemic.
communication to discuss the rationale for
this decision, and address any concerns.
Repeated audit confirmed the absence of
adverse outcomes in this patient group. For
those requiring further investigation, again
the focus was on effective and empathetic
communication, both in establishing the
history, and in patient-tailored education,
to enhance understanding and patient
confidence in decision-making.

STEPPING UP TO THE CHALLENGE

Dr Janet Ford
The Rapid Access Angina Clinic (RAAC)
aims to facilitate specialist assessment of
patients with symptoms indicative of stable
angina. Significant regional development
of the RAAC (previously known as Rapid
Access Chest Pain Clinics) included the
establishment of minimum referral criteria
in November 2019. This change in referral
criteria ensured that resources could be
appropriately focussed on those with
reasonable suspicion of angina, to enable
timely assessment. In late 2019 the team
undertook significant work to integrate
the new referral criteria into practice. This
allowed the Northern Health & Social Care
Trust RAAC to meet the 14-day appointment
target, which had been previously
unachievable. The benefit of this reduced
waiting time to our patients was clear and
motivated the rapid evolution of a model
suited to the pandemic restrictions in March
2020.
Following earlier changes to NICE
guidance in 2010, the Northern Health &
Social Care Trust were first in the region
to move away from the previous model of
treadmill-focussed appointment, instead
we undertook detailed clinical assessment
and ECG. A significant proportion of
those assessed did not describe symptoms
suggestive of angina, and so did not require
further investigation. Appointment time
freed up by no longer undertaking a
treadmill test was used to enable clear, open
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The challenges we faced in March 2020
were common across services. Face-to-face
appointments were difficult due to pandemic
restrictions, patient concerns, and constraints
on physical space. Some staff were redeployed,
and others required flexibility to juggle work
and childcare challenges / home-schooling.
While the initial two months saw a sharp
reduction in referral numbers, these steadily
rose and are now sitting at pre-pandemic
levels. Yet, despite all these obstacles, we were
able to avoid referral breaches. As to how we
did this… well, while everything changed,
nothing really changed at all. The foundation
of meaningful two-way communication,
both in gathering and sharing information,
remained fixed.
So, while we moved to telephone
appointments for our first contact, we
lengthened appointments to ensure that
patients were not only listened to, but felt
listened to. We strived to ensure that those not
needing further investigation felt reassured,
rather than dismissed.
Follow-up calls were used as needed,
particularly for those referred for invasive
tests. Where the referring doctor had not
examined the patient or completed an
ECG, we arranged focussed face-to-face
appointments to do so, after the initial
phone call. We honed our skills in using
three-way telephone interpreting services.
We were flexible, where necessary offering
first appointments face-to-face, e.g. for those
with impaired hearing who did not use sign
language.

While the model appeared to be
satisfactory to our patients, it wasn’t always
straightforward. Good communication,
without the benefit of non-verbal cues,
could often be more arduous and timeconsuming. The inefficiency of arranging
a separate second appointment for ECG
or examination became frustrating. The
long-standing issue of waiting lists for tests
was exacerbated by practical difficulties with
certain investigations at various points in the
last two years.
Even prior to the pandemic, there were
occasional patients who reported more
concerning, unstable symptoms during
clinic assessment, requiring consideration
of inpatient investigation. Where these were
uncovered during a telephone call, they were
particularly tricky, with no option at times
but to signpost patients to the emergency
department.
Overall though, our patients responded
favourably to the teleRAAC model, expressing
satisfaction with their consultation, and
offering thanks for the time taken to
communicate well. Telephone clinics were
often easier for patients to accommodate
alongside busy schedules or caring roles. They
could continue when staff were required to
isolate and work from home, minimising
disruption.

THE NEXT STAGE

We are currently planning our move back
to face-to-face appointments, believing it’s
appropriate for the current circumstances. We
trust this will help maintain efficiency, and in
particular, streamline the safe management
of those identified during the consultation
to have unstable symptoms. We hope that in
future we can incorporate our telephone clinic
experience to develop service enhancements.
We move into this next stage still
convinced that, while everything changes,
nothing really changes at all. However,
our model is delivered, and whatever new
challenges lie ahead, effective and empathetic
communication remains the key to all we do.
NIHR
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INSPIRE

MAKING THE
CONNECTION
Policy-makers can’t ignore
the links between poverty,
addiction and mental
ill health, asserts Alex
Bunting, Group Director
of Care & Support for
Inspire’s Mental Health and
Addiction Services.

Statistics released by the Northern Ireland
Statistics and Research Agency last month
paint a starkly illuminating picture of
the obstacles we at Inspire encounter in
supporting those impacted by substance use
and mental ill health.
According to these figures, 218 people
were lost to alcohol and other drugs in 2020,
a significant increase on 2019. These were all
preventable deaths and they force us to reflect
on how best to reach people living with
addiction issues.
Behind the headline figures lie significant
repercussions for families, communities and
region-wide physical and mental health.
The social cost of substance use is thought
to be around £1 billion per year, further
demonstrating the urgent need for a new
approach focusing on harm reduction and
recovery.
Granted, progress has been made
in some quarters. Crucial policies now
working their way through the Department
of Health, including the Mental Health
Strategy 2021-to-2031 and the equally vital
Substance Use Strategy, provide opportunities
to reduce the scale of substance use and
addiction in Northern Ireland. These contain
distinct proposals, of course, but, given the
undeniable crossovers between mental ill
health, addiction and substance use, they are
equally important and interdependent.
If these strategies are to be successful,
ministers must commit significant time and
effort to their full implementation. They
should be adequately resourced, in order
to affect the various objectives and bring
about positive change. That is no small
consideration, obviously. To deliver all of the
actions in the Mental Health Strategy, for
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example, a 34 per cent increase in funding for
services is required.
Elsewhere, even as the Department
consults on the putative introduction of
minimum unit pricing for alcohol, we must
remember that these kinds of measures serve
as complements to reform; they are not silver
bullets. There must be wider strategic thinking
around what influences substance use and,
thus, it is essential that we look to prevention
as a fundamental part of any solution. Key
Executive initiatives must be bound together
and operate according to the factors that fuel
mental ill health and addiction.
One such framework still outstanding is
the cross-departmental Anti-Poverty Strategy,
one of a long list of pledges in the ‘New
Decade, New Approach’ accord of January
2020.
As remote as those pre-pandemic days
now seem, the promises made have never
been more relevant than they are today. The
strain of poverty has undoubtedly expanded
to myriad households throughout Northern
Ireland, with deprivation constituting
a significant driver of mental ill health,
substance use and addiction. Widening health
inequalities further underline the necessity
of joined-up thinking and resourcing that
remove barriers to help and support.
The Health Survey (NI), published in
December, found that a third of those in
the most deprived areas had experienced
mental ill health, compared with just under
a quarter of their peers in the least deprived
neighbourhoods. The numbers in both
categories are up in comparison to the
previous year but the imbalance remains clear.
Changes to the social security system
have also created genuine fear and anxiety.

Many Inspire service-users have admitted
to feeling worried about the transfer from
disability living allowances to personal
independence payments.
As people face the ongoing challenges
of austerity, a cost-of-living crisis has now
arrived to compound their difficulties. Fuel,
energy, gas and food prices are forcing
families to make increasingly difficult choices.
As thousands are falling below the poverty
line, incidences of mental ill health and
addiction will inevitably rise.
Mental health and personal finances
intersect in two main ways: changing
circumstances when a person becomes unwell
and the impact a mental health condition
can have on a person’s ability to make sound
financial decisions. This mix of uncertainty
and precariousness combines to produce
unwelcome outcomes, pushing people
towards alcohol and other drugs. Indeed,
in Northern Ireland, high levels of mental
ill health are tracked by our UK-leading
antidepressant prescription rates.
While addiction can touch on the lives of
people across the socio-economic spectrum,
we can’t neglect the significant links with
deprivation. In short, poverty is a threat to
public health and the government must act,
without delay, to tackle it.

NIHR

28th April 2022
ICC Belfast

SPONSORS
The following companies
have sponsored this
event by way of exhibition
space only:

NI

Healthcare
Conference

COLLABORATIVE
WORKING
POST-COVID-19
Organised by Kyron Media – the publishing
company behind Northern Ireland Healthcare
Review – this year’s conference will be centring on
the theme ‘Collaborative Working Post-COVID-19.’

HOSTED BY:
MARIE-LOUISE
CONNOLLY

BBC NI HEALTH
CORRESPONDENT

To register for your free
place, contact
028 9099 9441.
www.linkedin.com/company/kyron-media
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THE
LINE-UP
OF
SPEAKERS

MINISTER OF HEALTH
Health Minister Robin Swann
was appointed Minister of
Health in the Northern Ireland
Assembly on 11th January
2020. Before his appointment
as Minister he held a number
of posts, including Chairman of
the Public Accounts Committee,
Chairman of the Employment and
Learning Committee, Assembly
Commissioner, as well as Party
Leader and Chief Whip of the
Ulster Unionist Party.

DR ALAN STOUT

RITA DEVLIN

CHAIR OF THE BRITISH
MEDICAL ASSOCIATION’S
GP COMMITTEE IN
NORTHERN IRELAND

DIRECTOR, ROYAL COLLEGE
OF NURSING NORTHERN
IRELAND

Dr Alan Stout has been a GP in East
Belfast for the past 20 years. He
is currently Chair of the BMA NI
General Practitioners Committee
and Deputy Chair of the BMA NI
Council.

Rita joined the professional
development department of Royal
College of Nursing in Northern
Ireland in 2009. She is also a
Florence Nightingale Leadership
Scholar, a management coach, an
experienced facilitator, and has
delivered leadership programmes
across Ireland and in England and
Scotland.

DR JIM LIVINGSTONE

EMER HOPKINS

PRESIDENT OF THE
PHARMACEUTICAL
SOCIETY NI

DIRECTOR OF HOSPITAL
SERVICES AND INDEPENDENT
HEALTHCARE, AUDIT AND
REVIEWS IN RQIA

In 2002 Jim was appointed
Director of Primary Care at the
Department of Health, and later
served as Director of Infrastructure
Investment and finally Director of
Safety Quality & Standards (in which
role he led the development of the
Department’s quality improvement
strategy – Quality 2020) before
retiring from the service in October
2012.

www.linkedin.com/company/kyron-media
NIHR

ROBIN SWANN

Emer is a Neurological
Physiotherapist by professional
background and joined RQIA in
February 2019, having previously
led the commissioning and
transformation of stroke services
in the Health & Social Care Board.

CHRIS.FLANNAGAN@NIMEDICAL.INFO
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ANTIBIOTIC RESISTANCE
ANTIBIOTIC RESISTANCE AND THE
HEALTHCARE PROVIDER: HELP IS
AT HAND
Professor Colin Garner, CEO and founder of
Antibiotic Research UK, updates us on the current
state of play of antibiotic resistance, in addition to
the sector’s contribution to antibiotic stewardship
– particularly in helping their patients navigate a
responsible way forward.

Professor Colin Garner
Antibiotic resistance is on the rise around
the world. Bacteria are becoming resistant to
antibiotics, resulting in infections that can
no longer be treated with the drugs available.
New research published in January 2022
in the Lancet confirms what public health
experts have long known: the overuse of
antibiotics risks making the drugs useless.
The researchers reported that about five
million deaths were associated with bacterial
antimicrobial resistance in 2019. 1.27 million
of these deaths were directly attributable
to bacterial antimicrobial resistance.
Antimicrobial resistance kills more people
annually than either AIDS or malaria, and the
numbers of deaths are rising.
Despite the real and immediate global
health risk posed by antimicrobial resistance,
the devastating reality is that we do not have
enough new antibiotics under development to
tackle the rise in resistance.

HEALTHCARE PROVIDERS AND
THEIR KEY ROLE IN ANTIBIOTIC
STEWARDSHIP

Solutions will need to come from many
sectors, and healthcare providers have an
important role to play. Healthcare providers
need to ensure that they are using existing
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antibiotics judiciously and advising patients
wisely so that future generations – our
children and grandchildren – will have the
benefits of antibiotics that current generations
have relied on to keep common infections
from turning deadly. Antibiotic stewardship
to keep our current antibiotics working is
an important component of antibiotic use
since resistance is driven by antibiotic mis- or
overuse.
Striking the balance between providing
enough information and not overwhelming
patients can be tricky. Please know that
Antibiotic Research UK – the charity for
which I am the CEO and founder – has
resources to help both healthcare practitioners
and patients. In fact, Antibiotic Research UK
provides the only Patient Support Service
(www.antibioticresearch.org.uk/patientsupport/find-support) specifically for people
with antibiotic-resistant infections.
Our general advice to healthcare providers
is to start by explaining bacteria, infections
and antibiotics in simple terms. As you know,
many patients don’t know the difference
between bacterial and other infections. Then,
talk about how bacteria become resistant to
antibiotics due to their incorrect use.

DIFFERENT CONVERSATIONS FOR
DIFFERENT PATIENTS

The best way to raise awareness of the
importance of using antibiotics responsibly
is to be prepared for conversations from all
kinds of patients:
• Some patients may not have been prescribed
antibiotics when they expected them. Explain
that by not taking antibiotics for things they
do not work for, they are helping to keep them
working when we need them most
• Patients who are frequently prescribed
antibiotics might want to know more
about preventing resistance. You can talk
to them about completing the course, not
sharing antibiotics, and disposing of unused
antibiotics through the pharmacy
• Patients who have recurrent infection can
be encouraged to talk to their GP about

treatment options. You can also tell them to
contact our Patient Support Service if they
need support, or information about bacterial
infections
Also, consider giving a delayed
prescription, which has been found to be a
safe and effective strategy for most patients.
<BMJ 2021;373:n808>

OUR PATIENT SUPPORT TEAM
OFFERS ONE-TO-ONE SUPPORT

We know healthcare providers are already
juggling so many things. We are here to help.
The patients supported through the charity
tell us time and again that they didn’t know
where to turn for information. Sharon, for
example, had sepsis twice due to a resistant
urinary tract infection.
‘I was left in an isolated room with all
these questions. I really wanted someone to
sit down and explain what it all meant, and
what it means for my future,’ Sharon told our
Patient Support Team at Antibiotic Research
UK.

ABOUT ANTIBIOTIC RESEARCH UK

Antibiotic Research UK offers one-to-one
help through a confidential phone and
email service. We also offer online patient
support groups to meet other sufferers.
We can answer their general questions,
help patients work out what they want to
ask healthcare professionals, and provide
ongoing support during this difficult time.
We do not offer medical advice. Please tell
patients and your colleagues that they can find
information at www.antibioticresearch.org.
uk/PatientSupport.
We also have a range of leaflets that you
can print and share with your patients, such
as ‘Antibiotic-Resistant Infections; Are you at
Risk?’. Use the QR code below, or find them at
www.antibioticresearch.org.uk/resources.
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DAY IN THE LIFE

THE INSIDE
SCOOP
As a Correspondent at UTV
for almost 30 years, Jane
Loughrey’s career has been
laced with unpredictability –
reporting and responding to
breaking news and historical
events. Now, having entered
a new professional arena for
channeling her formidable
journalism force, Jane tells
us about her role as Head of
Communications at South
Eastern Health & Social
Care Trust, and the impact
of witnessing the efforts of
healthcare heroes from the
inside.

Jane Loughrey
23rd March 2020. Lockdown. What only weeks earlier would
have been laughed at as a farfetched plot in a film script, was
now a reality.
As a Correspondent at UTV I found myself immersed in
reporting the pandemic. Gone were the court and security
stories that normally filled my days. Like a panther waiting
to pounce, COVID-19 crept towards our shores with
devastating consequences.
Night after night I reported on the impact of this cruel
virus which tore through our community, the clapping for
our beleaguered yet courageous health service staff, and the
raw grief of the families whose loved ones succumbed to this
deadly virus.
Then came the vaccine. A little vial of hope. And we all
dared to dream.
NIHR

Reporting on the moment in December 2020, when Joanna Sloan
became the first person here to receive the COVID-19 vaccine, was an
emotional and an historic moment.
Little did I realise then that, just six months later, instead of leading the
news in UTV, where I worked for almost 30 wonderful years, I would be
leading the communications team in the South Eastern Health & Social
Care Trust.
It was indeed a baptism of fire.
The South Eastern Health & Social Care Trust had been tasked with
running the largest mass vaccination centre in Northern Ireland at
Belfast’s SSE Arena. Every day the communications team was faced with
the task of both keeping the public constantly updated about the vaccine
and encouraging them to get this life-saving jab.
Ideas such as ‘Grab a Jab and a Poke’ went viral. ‘Selfie Stands’ and
‘Pokes on Tour’ when the mobile clinics were deployed to areas where the
vaccine uptake was stubbornly low, were all part of the communications
team’s weaponry to urge people to protect themselves and their loved
ones.
Before the SSE Arena closed its doors in September, with the clang
of ‘last orders’ ringing over the Trust’s social media feeds, over 380,000
vaccines had been administered. An incredible feat.
Although I had left my television career behind, I remained in
constant contact with journalists, camera crews and photographers, seeing
many of them regularly, as the story of the pandemic continued unabated.
In a way I felt I had never left UTV!
The frenetic nature of my previous career as a Correspondent and the
requirement for meeting strict deadlines has certainly helped me tackle
the job as Head of Communications at the South Eastern Health & Social
Care Trust, which employs over 11,500 people.
Having concentrated on health stories in the year prior to accepting
this job, it has been fascinating to observe, from the inside, the incredible
work undertaken by the staff in the Trust. I am not just referring to the
fantastic work of frontline staff but the work which is carried out behindthe-scenes too by porters, laundry workers, laboratory staff, switchboard
operators, to name but a few.
To that end, the ‘Hidden Heroes’ campaign was born, which each
month celebrates teams across the Trust who provide these vital services.
‘Step Inside’ the South Eastern Health & Social Care Trust was also
launched, which aims to give an insight into the variety of jobs which are
carried out, not just in our hospitals but also in the community.
Throughout my 30-year career at UTV I encountered many hidden
heroes as I reported on both historic and sadly, horrific events. I consider
it a privilege that so many people trusted me to tell their stories. I will
never forget them.
Since I walked through the doors of Trust headquarters at the UIster
Hospital on the 1st June last year, I have been on a steep learning curve,
hungry to find out everything I need to know about our ailing health
service, which must be rebuilt after the ravages of the pandemic. That will
be an onerous task.
Never one to shy away from a difficult story, I will hope to play my
part, however small, in that challenging journey.
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Neocate Syneo for the dietary management of
cow’s milk allergy (CMA) in formula-fed infants

FOR HEALTHCARE PROFESSIONAL USE ONLY
Breastfeeding is best

BREAK THROUGH
THE BURDEN
of cow’s milk allergy
• FEWER infections and
less medication use1†,2‡
• FEWER symptoms1†
• 31% SHORTER
clinical journey1†#
PLUS POTENTIAL
COST SAVINGS
to the NHS1†,2‡

Neocate Syneo
significantly outperforms
a non-synbiotic AAF*1†,2‡

NEW
EVIDENCE

Neocate Syneo, the only AAF*§ with a unique combination
of pre- and probiotics (synbiotics) that helps rebalance the
gut microbiota of infants with CMA2-5
SCAN HERE TO
DISCOVER MORE
ABOUT OUR POTENTIAL
COST SAVINGS

visit nutricia.co.uk

IMPORTANT NOTICE: Breastfeeding is best. Neocate Syneo is a food for special medical purposes for the dietary management of Cow’s Milk Allergy, Multiple Food Protein Allergies and other
conditions where an amino acid based formula is recommended. It should only be used under medical supervision, after full consideration of the feeding options available including breastfeeding.
Suitable for use as the sole source of nutrition for infants under one year of age. Refer to label for details.
References: 1. Sorensen K., Cawood AL., Cooke LH., Acosta-Mena D. & Stratton RJ., The use of an amino acid formula containing synbiotics in infants with cow’s milk protein allergy - effect on clinical outcomes. Nutrients. 2021;
13;2205. 2. Sorensen K., Cawood AL., Gibson GR., Cooke LH. & Stratton RJ., Amino acid formula containing synbiotics in infants with cow’s milk protein allergy: A systematic review and meta analysis. Nutrients. 2021;13:935. 3.
Fox AT., Wopereis H., Van Ampting MTJ., Oude Nijhuis MM. et al., A specific synbiotic containing amino acid-based formula in dietary management of cow’s milk allergy: a randomized controlled trial. Clin Transl Allergy. 2019;9:5.
4. Candy DA., Van Ampting MTJ., Oude Nijuis MM., Wopereis H. et al., A synbiotic-containing amino acid-based formula improves gut microbiota in non-IgE-mediated allergic infants. Pediatr. Research. 2018;83(3):677-686.
5. Burks WA. Harthoorn LF., Van Ampting MTJ., Oude Nijhuis MM., et al. Synbiotics-supplemented amino acid based formula supports adeqaute growth in cow’s milk allergic infants. Ped Allergy Immunol. 2015;26:316-22.
* AAF: Amino acid-based formula
† Observational study of real world evidence in The Health Improvement Network (THIN) GP database1, n=148, Neocate Syneo vs Alfamino (Feb 2021)
‡ Systematic review and meta analysis of 4 randomised controlled trials2, Neocate Syneo vs Neocate LCP (Nov 2020)
# Clinical journey endpoint measured as being asymptomatic and not requiring a hypoallergenic formula prescription for at least 3 months
§ As compared to all other AAFs on the UK market, comparison conducted in August 2021
21-047. Date of prep: February 2022. © Nutricia 2021
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ASTHMA

THERE’S SOMETHING
IN THE AIR
Despite the climbing temperature and
clearer sky evoking a much-needed
reprieve from winter’s clasp, the warmer
weather can be problematic for many
asthmatic patients, particularly when
it comes to the effects they encounter
due to seasonal allergic rhinitis.
Margaret Kelman, Specialist Allergy
Nurse at Allergy UK, tells us more,
and explores why patients’ asthma
treatment plans need to take into
account the seasonal shift.
Asthma is a complex inflammatory condition of the airways. Allergic asthma is IgEmediated and exposure to a trigger irritant or allergen releases a host of chemical
mediators, causing swelling, inflammation and an increase in mucus production.
This leads to increased hyper-reactivity in the airways, resulting in symptoms,
including dyspnoea and wheezing.
When discussing an asthma management plan, especially during the spring
/ summer months, it is essential to ask about allergic rhinitis symptoms, as these
symptoms are frequently overlooked by the patient. Poorly-controlled asthma can
lead to unpredictable asthma attacks or worsening of asthma symptoms, especially
when in contact with trigger allergens and irritants, as well as colds or infection.
However, untreated or poorly-treated allergic rhinitis is also a risk factor for
worsening or poorly-controlled asthma symptoms, as well as increasing the risk of
developing asthma in both adults and children of any age.
Research suggests that around 90 per cent of people with asthma have allergic
rhinitis and around 10-to-40 per cent of individuals with allergic rhinitis have
symptoms of asthma. When allergic rhinitis and asthma symptoms are wellcontrolled and treated, individuals with asthma experience lower asthma flare-ups
and fewer A&E / hospital admissions. Therefore, any treatment plan for asthma needs
NIHR

to take into account any allergic rhinitis symptoms and
treat them accordingly.
Seasonal allergic rhinitis is very common, affecting
around 10-to-15 per cent of children and 26 per cent
of adults in the UK, and is continuing to increase in
prevalence. During the summer months, when grass
pollen is particularly high, studies have shown that there
is a significant impact on quality of life for sufferers.
It has been shown to affect examination results for
individuals with grass pollen allergy taking exams
during grass pollen season. (Walker et al 2007) ARIA
(2019) classifies allergic rhinitis as moderate-to-severe
when one or more of the following are impacted;
sleep disturbance, impairment of daily activities, and
impairment of school / work.
Allergic rhinitis occurs after exposure to an
inhaled allergen in a sensitised individual, causing
an immunoglobulin E (IgE)-mediated inflammatory
response in the nasal lining, releasing chemical
mediators in the nasal passages, eyes or airways. One
of the key mediators, histamine, works quickly to cause
the familiar sneezing, itching and runny nose and
eyes. Other mediators work more slowly, causing an
inflammatory reaction with symptoms, such as blocked
nose, reduced sense of smell and difficulty sleeping.
Symptoms of allergic rhinitis include itching of
the nose, sneezing, rhinorrhoea and nasal congestion.
Frequently, there is associated palate, throat, ear, and
eye itching, as well as eye redness, puffiness, and watery
discharge. Cough is also a common symptom and
wheezing or difficulty breathing can also occur if the
patient has allergic asthma.
A diagnosis of allergic rhinitis is usually confirmed
through the patient’s clinical history, without the
need for diagnostic testing. However, where there
is uncertainty over whether the rhinitis is driven by
allergy, the trigger allergen is not obvious, or the exact
identification of the allergen is needed for diagnosis
or specialist treatments such as immunotherapy, then
diagnostic testing, such as a skin prick test, specific IgE
blood test or component testing, is useful to determine
the allergen that is driving the symptoms.

MANAGEMENT OF ALLERGIC RHINITIS AND
ASTHMA

It is important to advise on avoidance of allergens
where practical. In many cases the likely triggers can be
identified by taking a careful history from the patient.
However, many allergic individuals react to common
aero allergens which are difficult to avoid.
Treating symptoms of allergic rhinitis can improve
management of asthma symptoms. Mild allergic rhinitis
symptoms, including itch and rhinorrhea, can often be
treated with an over-the-counter daily non-sedating
antihistamine. Intranasal corticosteroids are very
effective in relieving symptoms of nasal congestion, but it
is essential to advise your patient that the treatment will
only be effective if used regularly throughout the trigger
season. Treatment options for more severe allergic
rhinitis include intranasal antihistamines, Leukotriene
APRIL 2022
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ASTHMA
receptor agonist (LTRA) if asthmatic, and immunotherapy. (Scadding
et al 2017, Scadding 2020 and Bousquet et al 2019)
Ensure that there is training provided for all medical devices for
each patient, including intranasal spray and inhalers, to ensure they
are fully effective, and monitor asthma symptoms and response to
treatment:
• How to use your inhaler – www.asthma.org.uk/advice/inhalersmedicines-treatments/using-inhalers
• How to apply a nasal spray –www.bsaci.org/wpcontent/
uploads/2019/12/Howtouseanasalspray.pdf
Also, observe for signs of poorly-managed allergic rhinitis, such as
mouth breathing, persistent sniffing or nose rubbing.
Treating symptoms of allergic rhinoconjuntivitis is important too.
Eye drops can be very effective for eye symptoms, with these including
antihistamine or mast cell stabilisers. Supportive measures during the
pollen season can be very helpful in reducing the symptoms of allergic
eye disease, including cold compresses, artificial tear preparations and
wearing wraparound sunglasses when outside.
As well as pharmacotherapy, consider supportive measures,
including wearing a face mask, wraparound sunglasses, and a hat
with a brim to help keep pollen away from the face and hair; nasal
douching, to flush out mucous, allergens and irritants; and barrier
ointment applied around the base of the nostrils to help trap allergens
before they enter the nose − very useful to aid symptom relief, and
can be used as frequently as required and in conjunction with usual
medication.
Consider onward referral for severe symptoms / symptoms not
responding to standard treatments / insufficient response to optimised
medical treatment.
• Red flags: consider differential diagnosis and refer to ENT if there are
unilateral symptoms only, anosmia, pain, pus or heavy bleeding

Reference – Taking a patient history for allergic rhinitis and asthma
www.guidelinesinpractice.co.uk/respiratory/treating-allergic-rhinitishelps-improve-asthma-symptoms/455636.article

PROFESSIONAL RESOURCES

PATIENT RESOURCES

Box Two: BSACI rhinitis treatment algorithm
Reference – Scadding G et al. BSACI guideline for the management of
allergic and non-allergic rhinitis (revised edition 2017 first edition 2007)
Clinical & Experimental Allergy. 2017;47:856–889

• Asthma – www.allergyuk.org/types-of-allergies/asthma-respiratory
• Hay fever – www.allergyuk.org/types-of-allergies/hayfever
• Allergic eye disease – www.allergyuk.org/resources/allergic-eyedisease-factsheet
• Four seasons booklet – www.allergyuk.org/resources/four-seasonsmanaging-your-asthma-and-your-allergic-rhinitis-throughout-theseasons
• Asthma UK – how to use your inhaler – www.asthma.org.uk/advice/
inhalers-medicines-treatments/using-inhalers
• BSACI – standard operating procedure – how to apply a nasal spray –
www.bsaci.org/wp-content/uploads/2019/12/Howtouseanasalspray.pdf
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SEPSIS

SEPSIS: A STORY
SHARED
As the primary
cause of
preventable
death in the
world, sepsis
continues to
carve its impact
on countless
individuals and
their families.
Here, one
patient’s story
sheds a stark
light on the
true extent
of sepsis’
challenges,
trauma, and
drives forward
the essential
role of early
symptoms
awareness and
intervention.

Sepsis is a life-threatening condition caused by the body’s response to an infection. Our
immune system protects us from illnesses and infections, but sometimes it can overreact,
triggering widespread inflammation which can lead to shock, multiple organ failure,
and death. It’s vitally important that healthcare professionals are knowledgeable about
the signs and symptoms of sepsis in order to quickly diagnose it in patients, resulting in
treatment being administered in time. For every hour treatment for sepsis is delayed, a
person’s chance of survival reduces by over seven per cent.

TOBY’S SEPSIS JOURNEY

Sepsis Research FEAT is the UK’s only sepsis
charity dedicated to research. It also raises
awareness of sepsis among the public and
within the medical community. A huge part
of the charity’s awareness-raising work
happens thanks to the stories of people who
have been affected by the condition.
Helen Grimberg’s son Toby contracted
sepsis in February 2018 when he was
10 years old. Here she explains how Toby
survived thanks to medical staff who quickly
diagnosed him with sepsis and administered
life-saving treatment.

Toby Grimberg
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The first signs that Toby was poorly were like a typical
cold, recalls Helen. A weekend of feeling under the
weather and a sore throat didn’t hold him back from
heading off to school on Monday. Then a trip to the
local GP with a slight temperature on the Wednesday,
followed by bed rest and some medicine seemed to
improve things enough for an all-important hockey
match he was desperate to get back to school for on
the Friday. But, after sitting out for most of the match
with little energy, sickness and diarrhoea kicked in
that evening accompanied by a temperature.
Friday night was spent sleeping next to Helen,
where she could monitor him. By the morning, his
temperature was high, he was thirsty, sleepy but still
alert. Having checked for rashes, Helen got back onto
the NHS, via 111, and was quickly advised that an
NIHR
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SEPSIS
ambulance would be arranged. When the
paramedics arrived to assess Toby, the word
‘sepsis’ was mentioned for the first time, and
the family suddenly found themselves being
blue-lighted to hospital. Helen remembers
the excellent care given by their A&E nurse
– another Helen – who quickly started
administering antibiotics, while the paediatric
team narrowed down the potential diagnoses.
‘It was all a blur,’ says Helen, looking back
on the events of that day.
‘We were told that Toby had a 60 per
cent chance of survival and needed to be
transferred to another hospital with an
intensive paediatric unit. I remember it was
pouring with rain, and I thought ‘How could
we have come to this in less than 24 hours?
What had gone so wrong?’
Toby was very sick. He had contracted
sepsis when his simple sore throat had
developed into streptococcus. This, combined
with the flu, had led his body to become
overwhelmed and its response was to fight
back, but against itself, rather than the
infection.
A harrowing three-to-four hours later,
the amazing ‘angel’ transfer doctor had
stabilised Toby sufficiently to transport him
by ambulance to intensive care in another
hospital. Toby spent four days in intensive
care, intubated for breathing, with a feeding
tube up his nose and intravenous drips in his
groin and his arm.
‘The care that Toby was given was
unbelievable,’ continues Helen.
‘As the intensive care team chased to get
ahead of the infection, my husband and I
never left his side. It was so traumatic, being
away from home, having had to leave our
other son at home. We were all in an utter
state of shock.’
About four times a day, blood was taken
from Toby and checked, his skin colour was
assessed, and doctors pressed his flesh to see
how quickly the blood returned to the surface.
He had physio to remove fluid settling on
his lungs. He had his hair combed, his body
washed and his teeth brushed. Helen says the
care was so kind.
‘After about 48 hours we started to feel a
slight shift and less anxiety around Toby and,
on day three, we were told that they were
ahead of the infection.’
When Toby was ‘brought round’ after five
days he did not have a clue what had been
going on.
Transferring back to a general hospital
ward at the original hospital was a sign that
Toby was well on the mend, but it was still
a challenging time for Toby’s parents. After
three more days in hospital, Toby finally
made it home, with regular visits back to the
hospital for intravenous antibiotics. It took
NIHR

him around six months to recover his full
strength, and, while he was back at school,
he needed to have a sleep during the day
in order to keep going.
Now, four years on, Toby is fit and
strong. He was awarded Sportsman of
the Year at school, competes in County
Cricket, and has been selected for Saracens
Rugby Development Programme. He
has survived and is a typical boisterous
teenager. But it is an experience that will
have a lasting effect on both Helen and her
family for a long time to come.
Helen remarked, ‘How different my
story could be if we had not been assessed
so quickly by 111 and at A&E, and had the
intervention of such amazing doctors and
nurses. I will never hear a bad word about
the NHS.’

RAISING
SYMPTOMS
AWARENESS

Sepsis Research FEAT is working to raise
awareness of the five key symptoms of
sepsis.
These are:
• Very high or low temperature
• Uncontrolled shivering
• Confusion
• Passing less urine than normal
• Blotchy or cold arms or legs
On their own, these symptoms can be
an indication of other health problems.
But a combination of two or more of these
symptoms, becoming progressively or
rapidly worse, indicates sepsis and urgent
medical attention should be sought.
Someone with sepsis might not show
all of these symptoms at once and other
symptoms they could have include:
• Difficulty breathing
• Rapid heartbeat
• Feeling dizzy or faint
Colin Graham, Chief Operating
Officer at Sepsis Research FEAT, said, ‘Five
people in the UK die every hour from
sepsis. Despite this shocking figure, many
people are still unaware of how serious
the condition is. Our charity works to
raise awareness of sepsis among both the
public and the medical community. If
more people have a better understanding
of sepsis and the signs to look out for then
this could lead to more lives being saved.
‘Helen’s story about her son Toby
illustrates how important it is for medical
staff to be knowledgeable about sepsis, its
symptoms, and how to treat it. From the

paramedics who assessed Toby after Helen
called 111, to the doctors and nurses who
treated him in hospital, they all played a part
in him being alive today.’

Colin Graham

MORE
INFORMATION
ABOUT SEPSIS
RESEARCH
FEAT
Sepsis Research FEAT was founded by Craig
Stobo in memory of his wife, Dr Fiona
Agnew, and their unborn daughter, Isla, who
died from sepsis in 2012. The charity will
mark its 10th anniversary in 2023.
Sepsis Research FEAT’s main aims
are funding research, awareness-raising,
campaigning and shaping policy. It is
currently helping fund the Genetics of
Mortality in Critical Care (GenOMICC)
study at the University of Edinburgh’s Roslin
Institute which is being led by Professor
Kenneth Baillie. This world-leading study
researches the ways our genes can influence
how vulnerable our bodies are to serious
conditions, such as sepsis.
The biological processes that cause sepsis
are not understood and that is why research
is needed. It is the only way to develop
new treatments which doctors and health
professionals can use to treat sepsis in the
future and save more lives.
For more information, visit www.
sepsisresearch.org.uk.
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RCOT

ON EQUAL TERMS

Vonnie McWilliams, the Royal College of
Occupational Therapists Regional Chair for
Northern Ireland, a Specialist Occupational
Therapist, Medico-Legal Case Manager,
and Manager of the Design Innovation and
Assisted Living Centre, Derry / Londonderry,
shares how occupational therapists can
use their expertise in physical and holistic
care to help address health inequalities.

Vonnie McWilliams
Health inequalities are rife across the UK. The
Labour Force Survey found that overall, 17.4
per cent of respondents aged 16-to-64 (Aprilto-June 2017) reported a long-term illness
and a disability. In Northern Ireland the
overall figure was 21.7 per cent. The Northern
Ireland Department of Health’s 2021
Health Inequalities report found the rate of
respiratory mortality among under 75s in the
most deprived areas three-and-a-half times
than in the least deprived. It also found that
rates in the most deprived areas of Northern
Ireland are five times the figure recorded in
the least deprived for drug-related mortality
and four times that for alcohol-specific
mortality.
The Royal College of Occupational
Therapists (RCOT) commissioned the
‘Roots of Recovery’ Report to highlight how
health inequalities are embedded in primary
care, housing, education, justice and within
communities. The report also brings to light
the practical solutions and programmes
occupational therapists have used to address
inequalities.
The RCOT launched the report in
Northern Ireland, featuring a panel discussion
about the true extent of health inequalities
here and what must be done going forward.
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The value of occupational therapy in housing,
education, rehabilitation and to the lives of
those who are reintegrating back into society
was apparent. An occupational therapy-led
programme within the Belfast Health &
Social Care Trust, in conjunction with the
Irish Football Association, has been rolled
out with great success. The programme
has aided forensic service-users with their
reintegration back into society, resulting in
less re-offending and giving them a purpose.
This is just one example of the work carried
out by the profession and its intrinsic value to
the community.
Occupational therapists are unique in that,
our professional training entails studying both
the physical and holistic elements of health,
covering physiology, psychology, ergonomics,
and activity analysis. We are advocates of
prevention and early intervention and the
roll-out of multidisciplinary teams gives us
the platform to be involved in the patient’s
journey from that early stage. Going forward,
we want to see a Rehabilitation Framework
actioned that provides reablement packages
for all those aged over 18 who require it.
Failure to meet people’s rehabilitation needs
only further drives the cycle of disability,
poverty, and health inequality, and if we are
to transform our health service, we must
strategically plan how we can deliver this.
Northern Ireland’s ageing population is
not reflected in the planning of housing or
the development of green spaces. We need
our homes to accommodate those with
disabilities, as well as reflect the fact we are
living longer and so, we will require different
/ additional resources within our homes to
manage this. The return on investment of
councils having an occupational therapist
involved at the planning stage of their projects
would be huge. Not only would it create
outdoor spaces that can accommodate those
with disabilities, but it would also ensure our
homes are ‘future-proofed’.

An example of this is the exciting work
being carried out in DIAL on the role of
assistive technology and how, together health,
housing and therapy prescription can enable
maximum independence and dignity for the
individual through both the planning stage
of houses and the retrofit in homes. This
exemplifies the value of occupational therapy
and shows how allied health professionals can
be leaders in the digitisation of healthcare in
Northern Ireland.
A new Assembly mandate brings a fresh
opportunity to change the way we do things
in Northern Ireland. The occupational therapy
workforce must be a part of that change. We
have the knowledge, skills, and expertise
to help tackle these problems, but we must
have a seat at the table to do so. We must be
involved at the earliest possible stage to ensure
that the support and services provided will be
beneficial to those in need.
As we begin to look at post-pandemic life
and the transformation of the health service,
the occupational therapy workforce must be
prepared and adequately resourced to manage
demand. Some brilliant projects are being
undertaken by the Department of Health
and within the Health & Social Care Trusts,
however without the appropriate staffing,
the delivery of these frameworks is not
sustainable in the long-term.
A dynamic workforce for all health
professions has never been more important
and is a key factor in the transformation of
health and social care. This workforce must be
accessible to all areas and for all communities
to ensure that all citizens in Northern Ireland
have equal access to health services. We have
an opportunity to make Northern Ireland
world-leading in healthcare and we must not
lose sight of that.
Listen back to the ‘Roots of Recovery’
panel discussion here: www.rcot.co.uk/rootsof-recovery-occupational-therapy-healthequity.
For more information about the RCOT,
visit www.rcot.co.uk.

NIHR

WWW.NIHEALTHCARE.COM

PROMOTION
CORONAVIRUS INFECTS MALE GENITAL TRACT
Testicular pain, erectile dysfunction, reduced sperm count
and quality, as well as decreased fertility, are a direct
consequence of COVID infection, according to a new study.
Multiple tissues of the male genital tract can be infected with SARSCoV-2, reported a new Northwestern Medicine study in large animal
models. The study, in SARS-CoV-2 infected-rhesus macaques, revealed
that the prostate, vasculature of testicles, penis and testicles were all
infected with the virus.
The surprising discovery was made utilising a PET scan speciallydesigned to reveal sites of infection spreading over time in a whole-body
scan. Scientists didn’t know what they would find, but they expected to
see the virus in the lungs and high up in the nose near the brain because
people were experiencing loss of taste and smell.
‘But the signal that jumped out at us was the complete spread through
the male genital tract,’ said lead investigator Thomas Hope, Professor of
Cell and Developmental Biology at Northwestern University Feinberg
School of Medicine. ‘We had no idea we would find it there.’
‘These results indicate that the testicular pain, erectile dysfunction,
hypogonadism, reduced sperm count and quality, and decreased fertility
associated with SARS-CoV-2 infection, are a direct consequence
of infection of cells of the male reproductive tract and not indirect

mechanisms, such as fever and inflammation,’ Professor Hope continued.
The evidence that infection with SARS-CoV-2 can negatively impact
male sexual health and fertility is increasing every day. But scientists didn’t
know the reason and wondered if the cause was fever and inflammation.
‘We just didn’t understand why it had this negative impact until this
study,’ commented Professor Hope.
He noted viruses, such as mumps, Ebola, Zika, SARS-COV-1
and other viruses, also can infect tissues of the male genital tract and
negatively impact fertility. Mumps infection is well-known to potentially
cause male sterility. The new study shows how the virus can cause
pathology in the prostate, penis, testicles and testicular vasculature (blood
vessels), Hope said.
Clinical studies suggest that 10 per cent-to-20 per cent of SARS-CoV2-infected men have symptoms related to male genital tract dysfunction.
This suggests tens of millions of men who have been infected with SARSCoV-2, especially those who had severe COVID-19, should evaluate
their sexual health and fertility to determine if additional therapies could
prevent or diminish future problems, according to Hope.

ARONIX
TREATMENT FOR ERECTILE DYSFUNCTION
FROM DR. REDDY’S UK
Aronix® 50 mg Film-Coated Tablets containing 50 mg sildenafil (as
citrate) is available from Dr. Reddy’s. Aronix® is indicated in adult men
aged 18 years and over with erectile dysfunction (ED), which is the
inability to achieve or maintain a penile erection sufficient for satisfactory
sexual performance. In order for Aronix® to be effective, sexual stimulation
is required.
A pharmacy-only (P) medicine, sildenafil is a well-established and welltolerated treatment and provides men with access without prescription to
ED medication and professional health advice from the pharmacy.
Erectile dysfunction becomes more common with increasing age and
is experienced by 50-55% of men between 40 and 70 years old. As well
as improving their erectile function, allowing men to fully engage in
intercourse, successful treatment with sildenafil can also have emotional
benefits for many men with ED, helping them to regain their self-esteem,
self-confidence and relationship satisfaction. It can improve their overall
quality of life and thus positively impact the wider social implications of
erection problems, such as depression.
Aronix® 50 mg Film-Coated Tablets will be available in packs of four
and eight tablets.
Pharmacists are recommended to consult the summary of product
characteristics before recommending. Further information about Aronix
can be found at www.medicines.org.uk.
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PAGET’S DISEASE OF BONE
affected. It is possible that it may be related to
mechanical stresses, which are placed on the
skeleton at specific sites, or differences in the
blood supply to these bones.

INCIDENCE

In the UK, PDB is the second most common
metabolic bone disease after osteoporosis. It
has been estimated to affect around one per
cent of people, over the age of 55 years, in the
UK. In general, it is declining in incidence
and severity.
The condition is also common in other
European countries, such as France, Spain and
Italy, and in people of European descent who
have emigrated to other regions of the world,
such as Australia, New Zealand, America and
Canada.

AETIOLOGY

CLOSE TO THE BONE
Affecting the normal repair and renewal
process of bone, the risk of developing
Paget’s Disease of Bone increases with
age – and is most commonly diagnosed in
those over 50 years of age. In this edition,
the Paget’s Association overviews the
condition, and helps us delve deeper into
the diagnosis process, patient experience,
and subsequent provision of support.

A DISORDER OF BONE
REMODELLING

Characterised by focal abnormalities in bone remodelling at
one (monostotic) or several (polyostotic) skeletal sites, Paget’s
Disease of Bone (PDB) is initiated by enhanced resorption by
abnormal multinucleated osteoclasts, followed by disorganised
bone formation by osteoblasts. This dysregulation of bone
turnover in PDB results in abnormalities of the bone structure,
weakening of the bone and enlargement or deformity of the
affected bones. Pagetic bone often appears misshapen and
enlarged. The focal increases in osteoclast and osteoblast
activity in PDB are also accompanied by marrow fibrosis and
increased vascularity of bone.
PDB can affect almost any bone, but there is a predilection
for the pelvis, spine, femur, tibia, and skull. It is often
asymmetrical, and it is unclear why only certain bones are

26

APRIL 2022

The pathogenesis of PDB is not completely
understood, but genetic factors play a key
role. The most important susceptibility gene
for PDB is SQSTM1, which encodes p62, a
protein involved in the nuclear factor kappa
B (NF-kB) signalling pathway. Mutations
in SQSMT1 have been identified in 40 per
cent – 50 per cent of familial cases and in five
per cent – 10 per cent of patients who do not
report a family history.
Environmental factors also play a role in
PDB, as evidenced by the fact that reductions
in prevalence and severity have been
observed in many countries over the past
25 years. Researchers have yet to discover
which environmental factors influence the
development of PDB.

ASSESSMENT OF
PATIENTS

When PDB is suspected, there must be a
detailed assessment process, including any
family history of the condition.

THE PAGET’S ASSOCIATION’S
CENTRES OF EXCELLENCE

Most UK hospitals have a specialist who
can deal with the condition. If there is no
specialist locally, then referral to one of the
Paget’s Association Centres of Excellence
might be beneficial. The Centre of Excellence
Award recognises hospital (NHS) and
university departments, within the UK, which
demonstrate excellence, in both the care of
patients, and research into PDB. Further
information can be found on our website
www.paget.org.uk
NIHR
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PAGET’S DISEASE OF BONE
CLINICAL
FEATURES

Many clinical features and complications
of PDB are thought to be due to the
abnormalities of bone remodelling. In many
cases, individuals are unaware that they
have the condition and may never develop
symptoms.
• In those that present clinically, bone pain is
the most common symptom
• The blood flow to active areas of PDB
increases due to the high rate of bone
remodelling. This can sometimes lead to a
feeling of warmth over the affected bone
• The affected bone may become enlarged and
misshapen

DIAGNOSIS

The most widely-used biochemical marker to
aid diagnosis of PDB is serum total alkaline
phosphatase (ALP), which is typically elevated
in active PDB.
The condition has characteristic features
on x-ray. Individually, these features are not
specific, but when they occur in combination,
they are usually diagnostic.
Radionuclide bone scintigraphy is widely
considered to be a valuable technique for the
diagnosis of PDB and to assess the extent of
the disease.

MANAGEMENT

It is recognised that not everyone with PDB
requires treatment, because, in many cases,
it causes no symptoms nor complications.
Decisions to treat PDB should be made by a
specialist, on an individual basis.
Specific anti-pagetic treatment involves
the use of osteoclast inhibitors to reduce
the elevation in bone turnover that is
characteristic of active disease. In addition,
analgesics, non-steroidal anti-inflammatory
drugs, and anti-neuropathic pain agents can
be used for symptom control.

ZOLEDRONIC ACID

For those who require treatment, the
current first-line bisphosphonate, due to its
potency and prolonged duration of action,
is zoledronic acid. It is the bisphosphonate
most likely to relieve pain from active PDB.
A single infusion of 5mg can be effective for
many years.

RISEDRONATE

Risedronate is also an effective treatment
and is given orally once a day, 30mg for two
months. Risedronate also helps relieve pain
NIHR

from active BDB with effects that can last for
two years or more. The duration of effect is
not as long as that of zoledronic acid.

PAMIDRONATE

Pamidronate is an effective treatment but
has largely been superseded by zoledronic
acid. Pamidronate is given in several doses,
intravenously and repeated when necessary,
depending on symptoms. Doses can vary, but
commonly 60mg is given by an infusion and
this is repeated on three consecutive days.

CALCITONIN

In cases where bisphosphonates are not
recommended, calcitonin injections may be
considered to treat bone pain in BDB.

FOLLOW-UP

An assessment of the response to treatment
should take place between three-and-six
months after treatment has been completed.

CLINICAL
GUIDELINE

Commissioned by the Paget’s Association,
a clinical Guideline*, for the diagnosis and
management of PDB in adults, was published
in 2019, on behalf of the Paget’s Association,
the European Calcified Tissue Society
(ECTS), and the International Osteoporosis
Foundation (IOF).
The Guideline is a result of work carried
out by a Guideline Development Group
(GDG), which comprised of a group of
experts in the field, with patient involvement.
The Guideline was endorsed by the ECTS,
the IOF, the American Society of Bone and
Mineral Research, the Bone Research Society
(UK), and the British Geriatric Society.

RECOMMENDATIONS

Several recommendations are made in the
Guideline. The following were highlighted by
the GDG as the most important.
1. Radionuclide bone scans, in addition to
targeted radiographs, are recommended as a
means of defining, fully and accurately, the
extent of the metabolically active disease in
patients with PDB.
2. Serum total alkaline phosphatase (ALP)
is recommended as a first-line biochemical
screening test, in combination with liver
function tests, in screening for the presence of
metabolically active PDB.
3. Bisphosphonates are recommended for
the treatment of bone pain associated with
PDB. Zoledronic acid is recommended as

the bisphosphonate most likely to give a
favourable pain response.
4. Treatment aimed at improving symptoms is
recommended over a treat-to-target strategy,
aimed at normalising total ALP in PDB.
5. Total hip or knee replacements are
recommended for patients with PDB who
develop osteoarthritis, for whom medical
treatment is inadequate. There is insufficient
information to recommend one type of
surgical approach over another.

FURTHER RESEARCH NEEDED

The GDG found that there was a lack of
research on patient-focused clinical outcomes
and so they were able to identify several
areas where further research is needed.
This will assist the Paget’s Association when
consideration is given to applications for
research funds.

OPEN ACCESS

The Guideline was published in 2019, in the
Journal of Bone and Mineral Research* and
has open access. The full Guideline is available
to download from our website www.paget.org.
uk.

*GUIDELINE REFERENCE

Ralston, S. H., Corral-Gudino, L., Cooper,
C., Francis, R. M., Fraser, W. D., Gennari,
L., Guañabens, N., Javaid, M. K., Layfield,
R., O’Neill, T. W., Russell, R. G., Stone,
M. D., Simpson, K., Wilkinson, D., Wills,
R., Zillikens, M. C. and Tuck, S. P. (2019),
Diagnosis and Management of Paget’s Disease
of Bone in Adults: Journal of Bone Mineral
Research. Vol. 34, p 579-604

ABOUT THE
PAGET’S
ASSOCIATION

The Paget's Association is a national UK
charity providing information and support
to all those affected by PDB. The association
funds quality research, raises awareness and
supports professionals to achieve excellence in
care and research.
For more information, visit www.paget.
org.uk.
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PROMOTION

BREAKING NEW
GROUND
In this edition of NIHR, Karen McCarrison,
Edinpharm Operations Manager, chats to Richard
Grahame, Pharmacist and Owner of Willow Health
Care Ltd, about his expansion into Northern Ireland
– from aspirations to execution – and the integral
role of Edinpharm throughout the process.

IT HELP THE PROCESS GO MORE
SMOOTHLY?

Certainly, knowing Edinpharm was available
made the move less daunting as it meant I
could replicate one important aspect of my
Scottish model to Northern Ireland. When
you are based across the water and maybe
not in the shop as much as the Scottish
ones, knowing the buying would be done
in the same way as my Scottish shops, with
hopefully the same margin, has given me one
less thing to worry about.

Formerly known as Timoney Pharmacy,
Grahame Pharmacy is already going
from strength-to-strength.

HOW MANY PHARMACIES DO YOU
HAVE IN SCOTLAND?
Three pharmacies, across three Scottish
Health Boards.

YOU HAVE ALSO RECENTLY
PURCHASED A PHARMACY
IN LISBURN – WHAT MADE
YOU DECIDE TO EXPAND INTO
NORTHERN IRELAND?

It's always been an ambition to get a
pharmacy in Northern Ireland as it’s where I
am from originally. Having a foothold there
means I can get across more often to see my
parents and other family and friends more
often. It was connections back home that
presented me with this opportunity and in
looking at it in more detail it was too good
an opportunity to turn down.

DID THE PRESENCE OF EDINPHARM
IN NORTHERN IRELAND INFLUENCE
THIS DECISION AT ALL, OR DID
28
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WHAT BENEFITS DO YOU SEE FROM
EDINPHARM WHEN PURCHASING A
NEW PHARMACY IN GENERAL?
One of the first things you look at when
purchasing a pharmacy is the gross profit.
If you see a pharmacy with what you may
consider a low gross profit, you immediately
think that by switching its buying model to
Edinpharm you can increase this instantly
with little to no effort at all.

DO YOU SEE MANY DIFFERENCES
BETWEEN THE SCOTTISH AND
NORTHERN IRISH CONTRACTS?

There’s a big difference between the Scottish
and Northern Ireland contracts. Scotland is
years ahead in terms of the services offered. I
think that contractors from Northern Ireland
look across at Scotland enviously when
they see what we do on a day-to-day basis
and then what the plans are for the future.
However, on a positive note it’s clear that
what Scotland is doing is getting noted by the
powers-that-be. A simplified pharmacy first
service has been launched and this month an
EHC service with bridging contraception will
start (payments look broadly similar to that
in Scotland for this). Also, the long-running
saga of funding for compliance aids looks
like it is about to get resolved with a positive
outcome. So while Northern Ireland’s

pharmacy contract may appear to be far
behind that of Scotland’s at the moment, the
signs are there that this is ready to change
going forward.

WOULD YOU CONSIDER FURTHER
EXPANSION IN NORTHERN
IRELAND, AND HOW COULD
EDINPHARM HELP WITH THAT
PROCESS IF YOU DID?

I definitely would consider further expansion
in Northern Ireland. If the right pharmacy
became available in the right area then I
would definitely have a look. As I said earlier,
there’s a lot to do in buying a new pharmacy.
Even more so when you move out of your
comfort zone and into a new contract.
Having Edinpharm, which I know works
well, meant there was one bit of continuity
throughout this process. Knowing that you
would be set up with the right accounts to
give you the best possible start was definitely
a good thing and made things less stressful
than they might have been.

WOULD YOU RECOMMEND
EDINPHARM MEMBERSHIP TO
EXISTING NORTHERN IRELAND
PHARMACIES?

I definitely would recommend Edinpharm.
I know it works. The fact that reps from
various wholesalers with no particular
bias either way, said to me they reckoned
Edinpharm was the way to go in Northern
Ireland also convinced me this was the way
to go here as well.
For more information, visit www.
edinpharm.com, email joinus@edinpharm.
co.uk, or call 0131 441 3773.
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PAIN

A MORE OPEN APPROACH TO PAIN?
NICE published new guidelines in April 2021 that pull apart
conventional approaches to the management of chronic pain. A
roundtable held in London in December 2021 by the Primary Care
Society for Gastroenterology looked at these changes and reviewed
some of the alternative options emerging for chronic pain. Dr Patricia
Macnair overviews the discussions, lessons gauged – and potential
consequences for the future of pain management.
Academic GP Professor Pali Hungin explained that the guidelines
caused a ripple of disappointment throughout primary care because
they ruled out many drugs usually used to treat chronic pain, leaving
few options to work with.
‘They emphatically say DO NOT initiate almost all the drugs we
would normally use,’ said Professor Hungin, ‘generating an urgent need
for improvements in pain management.’

Figure One: NICE guidelines for assessing and managing chronic pain
The guidelines centre on individual patient assessment,
especially psychological and emotional factors, and emphasise
non-pharmacological treatments, including exercise programmes
and physical activity, psychological therapy, acupuncture and finally,
pharmacological management.
‘The drug treatments suggested are quite surprising,’ said Professor
Hungin. NICE recommend antidepressants, such as amitriptyline,
citalopram or duloxetine. Even more radical is advice regarding those
drugs which should not be used, described by Professor Hungin as
‘shifting the axis of the world.’ This includes many medicines currently
used in chronic pain, including NSAIDs, paracetamol, opioids, local
anaesthetics, and neuropathic pain drugs, such as gabapentinoids.
Professor Hungin admitted that he found the guidelines challenging.
‘They are not at all helpful to us as clinicians at the point of delivery
of healthcare. And who should decide what should be used and where
most treatments are to be provided?’

AN ALTERNATIVE PERSPECTIVE ON PAIN

The NICE guidelines reflect a sea-change in the understanding of
chronic pain, establishing how it is not simply a marker of tissue
damage, but a complex subconscious phenomenon generated to
protect the body when perceived to be under threat. A myriad of
biological, psychological and social factors influences this and, as
a result, a biopsychosocial model is increasingly used to assess and
manage chronic pain.
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Professor Roger Jones, Editor of British Journal of General Practice,
enthusiastically reviewed one of several recent books looking at this
new approach, ‘The Painful Truth: The New Science of Why We Hurt
and How We Can Heal’ by Dr Monty Lyman.
‘Lyman builds a picture to show how pain doesn’t actually come
from the ‘painful’ part of the body, it comes from the brain,’ said
Professor Jones.
‘Signals are sent to the brain but depending on what’s going on in
the brain, pain may or may not be perceived. This turns the whole pain
pathway on its head. There’s a lot of evidence to suggest that if the brain
doesn’t think the pain is putting you in danger it doesn’t send out much
of a pain signal. But if it thinks it needs to keep you safe then it sends
out a signal so that you withdraw. This response becomes inappropriate
if the pain mechanism continues to fire, and the pain pathway becomes
fixed. Then, if you start to feel a twinge and anticipate pain, the brain
fires off this embedded mechanism.’
Professor Jones suggested that if the neuroplasticity of the brain
can lead to chronic pain, it could also be used to retrain the brain.
‘What’s key is that the author doesn’t mention drugs at all. He takes
you seamlessly from the idea that drugs don’t work very well to other
things that might work better. If we can change our mindset and
include psychological therapies, we might be doing people a favour.’

PSYCHIATRY CAN PLAY AN IMPORTANT ROLE IN
HELPING CHRONIC PAIN

Dr Charlie Bell, Fellow in Medicine Girton College, Cambridge, and a
practicing psychiatrist at the Maudsley Hospital, agreed.
‘It’s well-accepted that chronic pain is often associated with
psychiatric diagnoses, such as depression and anxiety. But which
comes first? Is long-standing pain simply a trigger for depression
because of its unremitting nature? Or are pain and depression linked
by underlying neurobiological biomarkers? The field is ripe for more
studies to identify the neurobiology of chronic pain.’
Building a set of strategies and interventions around a patientcentred approach is key. The pain element is often just the starting
point – the wider impact, whether distress, or effect on functioning,
or a host of other sequelae, is often just as important as pain itself.
Being there for support and advice may be the key role of the medical
practitioner, rather than prescribing particular therapies, focusing on
the patient’s relationship with pain rather than pain itself. It’s a tricky
balance, and one that would be helped by a more open, inclusive and
public discussion on chronic pain. ‘We need to get rid of the stigma
attached to psychological treatments and put to bed the concept of ‘all
in the mind,’ said Dr Bell. ‘Without a willingness to believe the patient
experience, we can achieve very little in the management of chronic
pain.’
NIHR
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PAIN
HYPNOTHERAPY CAN BE OFFERED
IN CHRONIC PAIN

Although not mentioned in the NICE
guidelines, hypnotherapy is another useful
therapeutic option, and has some evidence
in irritable bowel syndrome. Accredited
hypnotherapist Vicki Crane put the case for
hypnotherapy in chronic pain. Hypnosis can
key into a lot of the psychological influences
in pain and offers several approaches to
help, looking at ways to turn down the
perception of pain through intensity
reduction, sensory adjustment, analgesia and
addressing breakthrough pain. Some of these
techniques are drawn from cognitive therapy,
such as belief management. Others come
from analytical therapy, such as regression
techniques, or ‘parts therapy’ which analyses
the ‘problem part’ of the person. Crane urged
people to seek fully-trained hypnotherapists
by contacting the National Hypnotherapy
Society, the only UK-accredited register of
rigorously-trained hypnotherapists. Finally,
she reflected on a quote by William James,
‘The greatest weapon against stress is our
ability to choose one thought over another’
and suggested that with help, people can learn
to live with pain, adjust to it, and even ignore
it.

DELINEATING THE PROPER USE OF
CANNABINOID THERAPIES

Medical cannabinoids offer a group of
potentially helpful treatments for chronic
pain. Despite being used for 5,000 years for
various ailments, cannabis was prohibited
in the UK in 1928. Because of this, research
into cannabinoids was limited, and in 1970
America influenced the WHO to classify
marijuana as a Schedule 1 substance, barring
research completely. As a result, modern
medicine has taken a very long time to
identify the active ingredients.
But in 2017 the American government
concluded that there was substantial evidence
that cannabinoids are effective for conditions
including chronic pain, and the National
Institutes of Health, recognising the opioid
crisis, recommended cannabinoids as a shortterm strategy in chronic pain. Meanwhile, in
2018 the UK Home Office allowed treatment
with medicinal cannabis.
According to Dr Rosemary Mazanet,
Chief Science Officer for Columbia Care in
America, good data lies at the heart of seeing
who might be helped by cannabinoids.
‘Our mission is to provide patients
around the globe with the highest quality,
safest medicinal cannabis products
available. We are producers of doseable
cannabinoid formulations rather than
NIHR

plant biomass. Unfortunately plant-derived
phytocannbinoids are unreliable. Amounts of
different cannabinoids in the plant can vary
by as much as 70 per cent. There may be one
cannabinoid that works well for a patient,
but the next time they use the plant there
isn’t much of that there and it doesn’t work
anymore.
‘If people are going to take something,
they deserve to know what’s in it and when
to take it again. Treatment needs to be
predictable; it shouldn’t have to be hit and
miss,’ she said.

THE IMPACT REGISTRY – A
UTILISATION DATABASE

In those American states which allow
medicinal cannabinoids, each patient’s
purchases must be tracked, enabling
Columbia Care to develop a utilisation
database – the IMPACT registry.
‘We can see how often people refill, letting
us make some interesting conclusions. If
someone buys the same thing at least three
times over a period of months there must be
some effect, especially as they were paying
for it.’
Different drug delivery types are available
from the Columbia Care Medicinal Cannabis
Program, offering short-acting and longacting options (Figure 2). Inhalation by
vaporisation provides a quick onset of action,
with a short duration, which is good for
breakthrough pain. Oral formulations were
more suitable for people who need a steady
blood level.

SLEEP IS A MAJOR BENEFIT

‘One condition that really benefits from
medicinal cannabinoids is sleep,’ said Dr
Mazanet. ‘Three-quarters of patients with
persistent pain have sleep disturbance, and
it’s known that sleep has always been one of
the important things that cannabis can bring.’
Summarising, Professor Hungin said
he was delighted to see the British Medical
Journal publish a systematic review and
meta-analysis of randomised clinical
trials of Medical Cannabis in non-cancer
pain in September 20212. Along with this
was a Rapid Recommendation providing
contextualised guidance based on this body
of evidence. It suggested that if standard
care was not sufficient, a trial of non-inhaled
medical cannabis or cannabinoids could be
offered.
‘I think this may have implications for the
future,’ said Professor Hungin.
You can find a more detailed report
at www.nihealthcare.com/wp-content/
uploads/2022/03/A-More-Open-ApproachTo-Pain-Report-2022-V2.pdf.
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Figure Two: Columbia Care Medicinal Cannabis Program
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OVARIAN CANCER

FOR THEIR
INFORMATION
New data
from Target
Ovarian Cancer
demonstrates
how women are
being failed as
the awareness
crisis in
ovarian cancer
deepens. With
key symptoms
continuing to
be ignored –
both by those
experiencing
them and their
GPs – how can
we transform
perceptions
and promote
vigilance?

NIHR

In a survey of 1,000 UK women Target
Ovarian Cancer found that awareness
of ovarian cancer key symptoms is still
too low. Four-out-of-five women (79 per
cent) don’t know that bloating is one of
the symptoms. Lack of awareness is just as
bad for the others: abdominal pain (68 per
cent of women don’t know it), feeling full
(97 per cent), and needing to wee more
urgently (99 per cent).
When symptoms are ignored or passed
off as more common conditions like IBS,
ovarian cancer has time to advance before
it is found. The number of treatment
options decreases, as do the chances of
long-term survival. Because it’s diagnosed
late, the disease kills three-in-10 women in
the 12 months after diagnosis.
Further compounding the issue is
that 40 per cent of UK women think that
cervical screening (a smear test) detects
ovarian cancer. Worryingly, this is up from
31 per cent in a 2016 survey. Confusion
between cervical cancer and ovarian
cancer can be fatal. Thinking that a smear
test also helps prevent ovarian cancer
stops people from looking out for the key
symptoms of this deadly disease.
The new data comes as figures from
the NHS show a shortfall in the number
of people being diagnosed with cancer
– risking an epidemic of late diagnosis
and early death. Target Ovarian Cancer
is urging the public to sign open letters
to governments across the UK and tell
them what is needed to combat the crisis:
dedicated symptoms awareness campaigns
across the UK so we can finally make
progress in people’s knowledge of the
symptoms.
Annwen Jones OBE, Chief Executive of
Target Ovarian Cancer, commented, ‘These
figures are incredibly disappointing. We
know we’ve shifted the dial in the past 10
years, through the dedication of thousands
of Target Ovarian Cancer campaigners.
But it is not enough. Knowing the
symptoms is crucial for everyone. We
need to make sustained and large-scale
government-backed symptoms campaigns
a reality. Progress is possible. If we do

this, fewer people will be diagnosed late,
fewer will need invasive treatment, and
ultimately, fewer will die needlessly from
ovarian cancer.’

KATY’S EXPERIENCE

Katy Stephenson, 47, from Bury St
Edmunds, was diagnosed with early-stage
ovarian cancer in 2021.
She reflected, ‘I had been experiencing
symptoms like bloating and needing to
wee more urgently for a few months, but
I’d put it down to being peri-menopausal. I
had a fluke diagnosis when I was admitted
to hospital with appendicitis. If that hadn’t
happened, the cancer probably would
have spread, and I hate to think about
what would have happened. I was actually
told that I wouldn’t have symptoms in the
early stages of ovarian cancer – but I did.
I want everyone to know the symptoms of
ovarian cancer. The only person that will
catch them is you, so be aware of your own
body, speak to a GP. And don’t be afraid to
mention ovarian cancer if you’re worried.’

WHAT ARE THE SYMPTOMS?

• Persistent bloating – not bloating that
comes and goes
• Feeling full quickly and / or loss of
appetite
• Pelvic or abdominal pain
• Urinary symptoms (needing to wee more
urgently or more often than usual)
Occasionally there can be other
symptoms:
• Changes in bowel habit (e.g. diarrhoea or
constipation)
• Extreme fatigue (feeling very tired)
• Unexplained weight loss
• Any bleeding after the menopause should
always be investigated by a GP
Symptoms will be:
• Frequent – they usually happen more
than 12 times a month
• Persistent – they don’t go away
• New – they are not normal for the patient
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LYME DISEASE

A MATTER OF LYME

Did you know that Lyme disease is increasing in incidence, and currently
represents the most common tick-borne disease in the Northern
Hemisphere? Lyme Disease UK share a snapshot of the bacterial
infection, and how healthcare professionals can help individuals sculpt a
plan of both caution and action to keep the risks at bay.
the tick as close to the skin as possible and pull
straight upwards. Cleanse the area and provide
the patient with advice about what symptoms
to look out for over the next few weeks.

Infected ticks can be found throughout the
UK. Some areas are known to be higher risk
than others, but infection can occur anywhere
in the UK. Ticks are mainly found in grassy
areas and woodlands but have also been found
in urban parks and gardens.

Ticks live in grassy areas and look for food
by questing. This is when a tick waits on a
blade of grass for a host to brush by. It transfers
onto the host and then finds a spot to embed
itself. The tick will feed and eventually fall off
if the host doesn’t realise it’s there. They can
feed for up to six days. Ticks are most active
between spring and autumn, but with our
changing climate, ticks in some areas now
appear to be active all year-round.

If a patient presents with an embedded tick,
it must be removed with a tick-removal-tool or
fine-tipped tweezers only. Never stress the tick
by smothering or burning it. This may increase
the risk of transmission, because a stressed tick
can regurgitate the contents of its stomach into
the host’s bloodstream.
If a tick tool is available, slide the fork-like
part of the tool underneath the tick, twist the
tool (to loosen the grip of the tick) and pull
upwards. If using fine-tipped tweezers, grasp
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If the tick is not removed cleanly and the
mouthparts remain embedded, the body will
dispel them like any other foreign body, but
the patient should be advised to observe for
any signs of localised infection that might
need treatment. Retained mouthparts do not
increase the risk of contracting Lyme disease.
Preventative treatment after a tick bite
is not usually recommended by the NHS
but the Royal College of GP’s Lyme disease
toolkit does suggest that it can sometimes be
considered for certain high-risk cases. It is
estimated that only about 10 per cent of ticks
carry the bacteria that causes Lyme disease
which can be reassuring when a person seeks
advice after a tick bite.
The most obvious sign of Lyme disease is
an Erythma Migrans (EM) rash, sometimes
referred to as a bullseye rash. However, it’s
estimated that about 30 per cent of those
infected don’t develop a rash. As well as the
typical bullseye presentation, the rash can have
a solid or bruise-like appearance. It can appear
very differently on darker skin tones and be
harder to spot. The behaviour of the rash is
very important when considering diagnosis.
It’s always delayed in appearance from three
days-to-three months, is generally not itchy or
painful, and slowly spreads outwards.
The spreading is the tell-tale sign of an EM
rash. In some cases, EM rashes can become
huge. Any redness, itchiness or swelling
immediately after a bite is likely to be a
histamine reaction. Other things to look out
for are flu-like symptoms.
If an EM rash is diagnosed, treatment with
antibiotics should begin immediately with
no need for a blood test. Antibiotics should
be prescribed as per the NICE guideline.
Antibiotic dosages for children with Lyme
disease are much higher than for other
infections and are based on the child’s age

and weight. The guideline should always be
consulted if the clinician is not familiar with
prescribing for Lyme disease.

PUTTING IT TO THE TEST

If Lyme disease is suspected, but there is no
EM rash present, serology testing should be
carried out. Testing for Lyme disease in the UK
is a two-tier system. The first tier is an Elisa
test and if this returns a positive or equivocal
result, it should be followed by the second tier
of testing, an Immunoblot. Both are antibody
tests, and it is important to remember that the
immune system can take some time to make
antibodies, possibly up to four weeks or more.
Therefore, testing straight after a bite is likely
to return a negative result even if the person
has been infected. If a test is carried out during
this early window, it should be repeated. The
NICE guideline states to consider starting
treatment while waiting for the results of
testing if there is high clinical suspicion of
Lyme disease and also for clinicians to be
aware that testing can produce both false
positive and false negative results.

IMMEDIACY IS KEY

Early recognition and treatment of Lyme
disease is essential for a complete resolution
of symptoms. But many people who contract
Lyme have no recollection of being bitten by
a tick, and this is because ticks can be as small
as a poppy seed and are easily missed. If there
is no EM rash present and a patient does not
recall a tick bite, it is essential that diagnosis
is based on a combination of careful history,
clinical presentation and, if necessary, serology
testing. Lyme disease should not be ruled out
based on a negative testing alone.
Late diagnosis or misdiagnosis can lead to
long-term debilitating symptoms, and it’s very
important that healthcare professionals who
are presented with a patient with a possible
Lyme infection are aware of the complexities of
the disease.

USEFUL RESOURCES

• www.nice.org.uk/guidance/ng95
• www.elearning.rcgp.org.uk/mod/book/view.php?id=12535
• www.lymediseaseuk.com/hcp-further-resources/
• www.lymediseaseuk.com/prevention/

Lyme Disease UK (www.lymediseaseuk.
com) is a registered charity (1182212). We
work hard to provide support and raise
awareness of Lyme disease among the UK
public and healthcare systems.
NIHR
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INCREASE IN GP TRAINING PLACES
CONFIRMED
Health Minister Robin Swann has confirmed his acceptance of a
recommendation from a GP expert working group, to increase the
number of GP training places by 10 for the upcoming academic year.
Implementing the recommendation would see a record 121
training places delivered in Northern Ireland in 2022 / 2023. An
update is also provided on the next phase of the roll-out of the
primary care multidisciplinary teams programme.
The Minister said, ‘I previously established a working group
to explore issues relating to the GP workforce, to ensure we have
the workforce in primary care we need going forward. While its
work is still ongoing, the working group has recommended an
immediate increase of 10 additional GP training places as an interim
measure. Following careful consideration, I have accepted this
recommendation, subject to the necessary approvals.
‘GPs are a key component of our health workforce. Just as I

CLINICAL LEAD OF
COVID-19 VACCINATION
PROGRAMME RETIRES
AFTER 37 YEARS OF
SERVICE
Tanya Daly, a dedicated Cardiology Nurse, who can be credited with
implementing and leading the largest mass COVID-19 vaccination
programme in Northern Ireland, is retiring after 37 years in
nursing at the South Eastern Health & Social Care Trust. Her long
and distinguished career began in January 1985 in Ards Hospital,
but throughout the pandemic, Tanya has dedicated herself to the
vaccination programme.
The task of delivering this vital vaccination was huge, but Tanya
rose to this enormous challenge and both designed and led the
COVID-19 vaccination programme, initially across the South Eastern
Health & Social Care Trust, and then across the region.
Incredibly, she managed to set up the trust’s vaccination
programme within three weeks and deliver the COVID-19
vaccination to all the staff. Against the clock, on 29th March 2021,
the SSE Arena in Belfast opened its doors after being transformed
into the largest mass vaccination centre in Northern Ireland. In just
six weeks, Tanya had redesigned the venue, established a vaccination
supply chain, an IT infrastructure and gathered a multidisciplinary
workforce.
In less than six months, over 380,316 vaccinations were
administered, an incredible achievement which can be attributed to
Tanya Daly and her fantastic team.
Chief Executive of the South Eastern Health & Social Care Trust,
Roisin Coulter, reflected, ‘Tanya has spent her entire career in nursing
– she is totally dedicated to her patients. Tanya stepped up and said
‘yes’ when asked to lead the regional mass vaccination centre at the
SSE Arena in Belfast, and more recently at the Titanic Exhibition
Centre.
‘Tanya’s leadership has been outstanding. She is, and will continue
to be, an inspiration to us all. It has been a privilege working with
Tanya and on behalf of our staff, our patients, and our clients I want
to say a huge thank you.’
NIHR

previously increased the number of nursing and midwifery student
places to an overall high of 1,325; increasing the number of GP
training places to an all-time high of 121 GP training places for the
upcoming year would be an important step towards stabilising our
GP workforce and making sure it is sustainable for the future. This
will complement other ongoing work to strengthen primary care
services.’

PUBLIC HEALTH
AGENCY RAISES
AWARENESS OF
BOWEL CANCER
Over 1,000 people are diagnosed with bowel cancer in Northern
Ireland each year and the Public Health Agency is using Bowel
Cancer Awareness Month (April) to highlight the signs and
symptoms and emphasise the importance of taking part in screening.
‘It is important that people are aware of the signs and symptoms
of bowel cancer,’ explained Dr Christine McKee, Public Health
Consultant Lead for the Bowel Cancer Screening Programme at the
Public Health Agency.
‘Bowel cancer is the third most common cancer identified in both
men and women. It is also the second most common cause of cancer
death among people in Northern Ireland, with about one-in-20
people developing bowel cancer in their lifetime. It is more common
in older people, particularly men.’
Bowel cancer screening is offered to everyone in Northern
Ireland aged 60-to-74. Those eligible will receive a screening test in
the post. The screening test recently changed and so is now easier
to use. It comes with step-by-step instructions on how to complete
it. Completed kits are returned for free in the supplied envelope.
Individuals can watch an animated video which also takes you
through the process on both the Public Health Agency and NI Direct
websites.
The Bowel Cancer Screening Programme identifies who should be
offered screening through links with the GP system.
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2022 CLINICAL
PHARMACY
CONGRESS – THE
COUNTDOWN IS ON
The Clinical Pharmacy Congress (CPC) is the place to be for
everyone involved in the sector, taking place 13th-to-14th May at the
ExCeL London.
For more than 10 years, the CPC has been the place where the
entire industry comes together – the must-attend event on everyone’s
calendar. It’s the event of the year for you to network, learn and catchup with old and new friends. In a fast-evolving space, you have to stay
connected, and the CPC is here to provide you with all that you need.
Learn from over 250-plus speakers, network with 100-plus
industry-leading exhibitors, and connect with 3,000-plus of your
peers.
The CPC passes are valued at £499-plusVAT, however, there

WORLD-FIRST COVID-19 CLINICAL
TRIAL EXCEEDS EXPECTATIONS IN
NORTHERN IRELAND

Health Minister Robin Swann has thanked Northern Ireland
researchers involved in the ground-breaking PANORAMIC study of
new antiviral treatments for COVID-19.
More than 850 people from Northern Ireland are included in
the 19,000 across the UK who have signed up for the world-leading
University of Oxford study which has been set up to rapidly evaluate
antiviral treatments that could help people at high risk of COVID-19
to recover sooner, preventing the need for hospital admission.
The Minister praised the work of the trial team based at the
Northern Ireland Clinical Research Network (NICRN), Belfast,
saying, ‘PANORAMIC has been the fastest recruiting clinical trial
on record in the UK and people in Northern Ireland have responded
enthusiastically to take part in this research, exceeding the numbers
that would have been expected given our population.
‘It’s very encouraging that patients in Northern Ireland have
participated and continue to sign up to the study. I commend the
considerable effort required to rapidly establish and support this
study, and the resilience and dedication the NICRN and Northern
Ireland PANORAMIC team have shown in the face of the pandemic
and its challenges.’
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are 3,000 education grants available for UK NHS, private hospital,
primary care, medicines management and GP pharmacy teams.
Codes will be distributed to the heads of departments but can also be
requested online through the registration form.
• Key speakers: choose between eight theatres to learn and interact
with leading sector experts and walk away with knowledge you can
easily and immediately put into action
• Suppliers: find products and services that will enable you to deliver
brilliant patient care and outcomes
• Career progression: showcase the great work you have been
doing with your clinical pharmacy community. It’s an opportunity
to present your innovations and share your findings with the
community
• Poster zone: share best practice with your peers and celebrate your
innovative ideas across the pharmacy community
• Hands-on training: visit the practical skills zone which targets
different clinical areas
• Networking: help you move forwards in your career and relax and
catch-up with your friends and colleagues
Register online at www.pharmacycongress.co.uk and use
education code CPCMAG to wipe out the ticket fee as a UK
pharmacy professional.

ULSTER UNIVERSITY RESEARCHERS
LAUNCH RARE DISEASES WEBSITE

Researchers at Ulster University have launched a rare diseases website
which highlights how their Ulster University Alliance Against Rare
Diseases (Ulster-RARE) research teams aim to understand rare
diseases through their expert knowledge, research and first-class
facilities.
Rare diseases affect around 110,000 people in Northern Ireland.
With one-in-17 individuals impacted by a rare condition, these
diseases have a much bigger impact on local communities than you
may think.
Supported by partners, funders and charities, the goal of the
Ulster-RARE research teams is to improve the quality of life,
treatment and care for those impacted by rare diseases in the region.
The researchers are also working with national and international
charities, including the Northern Ireland Rare Disease Partnership,
with the vision that no-one is disadvantaged because of the rarity
of their condition – striving to bring excellence in research and
ground-breaking opportunities right to the heart of the rare disease
community.
The Rare Diseases website also highlights the courses available at
Ulster University for those who are inspired to be the researchers of
the future.
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Enhances Support for
Families Impacted by
Cancer
Following feedback from families Cancer Fund for Children has introduced two new
Cancer Support Specialist roles to better support parents and young people living
with cancer. Meet their Cancer Support Specialists, Lynn Wilson and Esther Cromie.

Cancer impacts on everyone within the family and creates fear, uncertainty,
emotional distress and anxiety. ‘Normal’ family life is disrupted yet parents
carry so much and feel the need to ‘keep going’ with day to day living, as
best they can.
My new role provides the opportunity to enhance and develop the support
we offer to parents and will help them as they support their children.

Lynn Wilson

Parental support will provide: a supportive space for parents to talk to
someone about the impact of cancer, explore strategies that may help and
create opportunities for parents to meet others in a similar situation.

Cancer Support
Specialist Parental Support

I am excited to have this opportunity and to be a part of this process and
I am looking forward to seeing where this journey takes us as we seek to
develop our support for parents.

The focus of my new role as a Cancer Support Specialist involves staying
connected with families who have received the devastating news that their
cancer diagnosis is terminal. This news can cause a range of emotions for
families including anxiety, distress, as well as challenges, tough decisions and
difficult conversations.

Esther Cromie
Cancer Support
Specialist Daisy Lodge

I will support these families as they navigate this new stage in their diagnosis.
My aim is to enable families to have courageous
conversations, to feel better equipped to express
how they feel, and to reduce their anxiety. Families
will also be able to spend quality time together
before the death of a loved one at our therapeutic
short break centre, Daisy Lodge.
I am looking forward to being able to build
relationships with families and hopefully help and
support them through the hardest part of their
journey - saying goodbye to their loved one.

The Right Support, At The Right Time
Cancer Fund for Children provides emotional and social support children and young people
aged 0-24 diagnosed with cancer and their families, and also to young people who are
struggling to cope with their parent’s cancer diagnosis.
To find out more about support available go to cancerfundforchildren.com or call us
028 9080 5599.
@CancerFundChildren

@CancerFundChild

@cancerfundforchildren

Registered with the Charity Commission for
Northern Ireland (NIC100532). Registered
Charity in Ireland (20142681). CHY 21682.
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STROKE

FOLLOW
THE
SIGNS
Someone in the UK has a
stroke every five minutes
and there are around 1.3
million stroke survivors living
across the UK. Despite these
startling statistics, alerting
patients to the symptoms
remains more crucial than
ever. The Stroke Association
further unravels the risks,
in addition to the role of
healthcare providers in
stroke prevention.

to reduce their risk of stroke is to monitor and
manage their blood pressure. With simple checks,
their GP can help them understand their risk of
stroke, and support them to make the changes
necessary to reduce their risk, which might be changes
to what the individual eats or medication. If they have
been told that they have atrial fibrillation, the individual
is advised to attend routine health checks and work with
their GP to monitor and treat it. Eating a balanced and
healthy diet, exercising and stopping smoking can also help
to lower their overall risk of stroke.

HEALTHCARE PROFESSIONALS AND AWARENESSRAISING

Stroke is a medical emergency. The FAST test can help recognise
the signs. With the support of healthcare professionals, we can
raise awareness of the FAST test and ensure that more people
know how to recognise the signs of stroke. We have a range of free
resources available and healthcare professionals can order free FAST
wallet cards or leaflets and download our information pack for them
or their patients.
Taking opportunities to check blood pressure and heart rate
to identify potential cases of hypertension or atrial fibrillation in
pharmacies could help to reduce someone’s risk of stroke. It’s vital
that people who are diagnosed with these conditions are referred to
their GP, so that they receive the appropriate medical support and
lifestyle advice to help lower their risk of stroke.
Healthcare professionals can also sign up to our professionals
network for further updates on our work around stroke prevention.
In Northern Ireland, the regional Stroke Network are working
with Integrated Care Partnerships and community pharmacy to
improve the detection and management of hypertension and to
optimise the treatment of patients with diagnosed atrial fibrillation.

IMPACT OF COVID-19 ON STROKE SERVICES
SIGNS AND SYMPTOMS OF STROKE IN THE SPOTLIGHT

A stroke is a brain attack. It happens when the blood supply to part of
the brain is cut off, killing brain cells.
There are three different types of stroke; ischaemic strokes,
haemorrhagic strokes and transient ischemic attacks.
A stroke can strike anyone, at any time, so it’s vital we all know
how to spot the signs of a stroke in ourselves or someone else.
Individuals can do this using the FAST test:
• Facial weakness: can the person smile? Has their mouth or eye
drooped?
• Arm weakness: can the person raise both arms?
• Speech problems: can the person speak clearly and understand what
you say?
• Time to call 999: if you spot any signs of a stroke, call 999

RISK FACTORS FOR STROKE

A stroke can happen to anyone, but there are some things that
increase an individual’s risk of a stroke. Most strokes (nine-out-of-10
/ 89 per cent) are associated with modifiable risk factors, therefore the
individual can reduce their risk of stroke, through changes to their
lifestyle.
High blood pressure is the biggest risk factor for stroke – a
contributing factor to around half of all strokes and atrial fibrillation
contributes to one-in-five strokes. The best thing individuals can do
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Stroke services have remained open throughout the COVID-19
pandemic, however since the start of the pandemic there has been
widespread impacts on the entire health system that have affected
stroke services and stroke survivors. COVID-19 affected the
treatment and rehabilitation therapies available for stroke survivors,
putting their recoveries at risk.
While GPs have worked incredibly hard to maintain service
during the pandemic, there have also been fewer face-to-face
appointments which means that the diagnosis rate of conditions,
including high blood pressure – that increase their risk of stroke –
have dropped, putting more people at risk of a stroke. We also saw a
rapid move towards telemedicine across healthcare which has been
convenient and effective, but stroke survivors must have a choice
as to how they access services, so they can receive the personalised
support that best suits them.
We’re incredibly grateful to healthcare professionals who have
worked tirelessly during the COVID-19 pandemic to deliver stroke
services and support stroke survivors to rebuild their lives and who
continue to support stroke survivors as services begin to recover.

AIDS AND RESOURCES

Visit www.stroke.org.uk for more information about stroke and
the work of the Stroke Association. Find resources, events and
information aimed at professionals providing care and support to
those affected, or at risk of stroke at www.stroke.org.uk/professionals.
NIHR
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DYSPHAGIA

DYSPHAGIA:
ON THE SAFE
SIDE
Dysphagia often occurs alongside
other health conditions, such as being
born prematurely, having learning
disabilities, dementia and stroke – and
if not treated properly, can lead to
further health complications. Studies
have also shown that dysphagia is
more common in people with mental
illness compared with the general
population. Here, NHS Lothian
Mental Health Specialist Speech and
Language Therapist, Melanie Hay,
helps us find out more about the
identification and management of the
condition.

Cognitive changes, such as dementia or head injury,
can lead to other difficulties, including a fast pace of
eating, over-filling the mouth, and reduced awareness
of diet / fluids already in their mouth. The muscles
used for swallowing can become weaker as we age and
therefore prevalence of dysphagia is high among the
elderly.

HOW PREVALENT IS THE CONDITION IN
INDIVIDUALS WITH MENTAL ILLNESS?

The Royal College of Speech and Language Therapists
(SLTs) states that: ‘There is a greater prevalence of
dysphagia in acute and community mental health
settings compared to the general population. There is
also evidence for an elevated rate of death due to

WHAT SIGNS AND SYMPTOMS ARE INDICATIVE OF DYSPHAGIA?

There are many different signs and symptoms of dysphagia. Some of the main
ones include coughing, choking, or increased shortness of breath when eating and
drinking. Less well-recognised signs include a change in colour, poor chewing of
food which then remains in the mouth, a gurgly or wet voice, as well as weight loss
and recurrent chest infections.
It’s also important to consider what is known as ‘silent aspiration’. This describes
a situation where there are often no overt signs of difficulty when eating and
drinking but the person presents with deterioration in their chest status. In this
case, objective assessment, such as video fluoroscopy or Fibreoptic Endoscopic
Evaluation of Swallowing, is indicated.

WHAT GROUPS OF PEOPLE ARE MOST SUSCEPTIBLE TO
SWALLOWING PROBLEMS AND WHAT ARE THE KEY CAUSES?

Dysphagia can occur in many patient groups such as: neurological conditions
(for example, Parkinson’s disease and Multiple Sclerosis), mental health, head and
neck cancer, ear, nose and throat conditions, developmental delay and learning
disability. Acute medical conditions, including respiratory illness, can also lead to
swallowing difficulties.
Dysphagia arises from damage to the areas of the brain responsible for
controlling the muscles and nerves of the face, mouth and throat or causing altered
sensation. Some medications, such as antipsychotics, may also impact swallow
function as they can cause symptoms, such as a dry mouth or changes to how well
the oesophagus functions.
NIHR
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DYSPHAGIA
choking in acute mental health settings partly due to the effects
of medication. The risk of death due to choking in people with
schizophrenia has been reported as 30 times more likely than in the
general population.’ Available evidence also suggests an increased
incidence of dysphagia in patients taking antipsychotics, even if there
are no symptoms present.
Unfortunately, dysphagia is a common and significant cause
of mortality in adults with mental illness. People can present with
dysphagia because of their mental health disorder or as a result of the
medication treatment for it. Additionally, when a person is acutely
unwell, they may not have a physical swallowing difficulty but present
with behaviours that increase their risk of choking when eating and
drinking. These include a fast pace of eating, over-filling the mouth
with food, eating non-food items and eating when lying down. The
person’s mental state does not allow them to regulate safe eating
behaviours or respond to other people’s requests to modify their
eating and drinking patterns. They often need support from others to
stay safe. SLTs can help promote safety during this time.

WHAT RISKS DO SWALLOWING ISSUES POSE IF
EFFECTIVE INTERVENTION ISN’T CARRIED OUT?

Following a diagnosis of dysphagia, some people will be
recommended texture-modified foods and / or thickened drinks
by an SLT as per the International Dysphagia Diet Standardization
Initiative. The SLT may also give advice on modifying the
environment to support safe eating and drinking, for example, fewer
distractions and supervision during mealtimes. If dysphagia isn’t
identified and managed appropriately, swallowing issues can lead to
several different outcomes. These include avoidance of eating and
drinking due to discomfort / anxiety, recurrent chest infections,
malnutrition / dehydration, increased confusion and fatigue,
ineffective wound-healing, increased length of stay in hospital, and
even death.

WHY IS THERE IN GENERAL POOR ADHERENCE TO
ANTIDEPRESSANT THERAPY? TO WHAT EXTENT DO
SWALLOWING DIFFICULTIES CONTRIBUTE?

Issues around adherence to any medication is complex. People can
have limited insight into their mental health condition i.e., they may
not be aware of how unwell they are or how medications might help.
Cognitive factors, such as forgetting to take tablets, or that people
may feel ‘well’ again and therefore stop taking their medications,
can also contribute. Dysphagia can lead to difficulty swallowing
medications and the extent of this will depend on the format of
the medication and the severity of dysphagia. SLTs often discuss
these issues with the medical team and pharmacist to troubleshoot
alternative formats where necessary. Further difficulties will arise
when the severity of the dysphagia and the format options of the
medication are not compatible, and risks will need to be considered.

risks. SLTs are not involved in prescribing medications, aside from
recommending a thickening agent where appropriate. The medical
team, patient and family should monitor closely for any changes in
swallowing presentation as medication dosage changes and contact
the SLT if concerns arise.

WHY CAN LIQUID FORM OFTEN BE RECOMMENDED AS
A MORE FLEXIBLE FORMAT FOR THIS?

Liquid medications are often recommended if people have swallowing
difficulties as they can be easier to manage. This in turn can help
healthcare professionals to feel more confident that people are taking
the prescribed dose instead of pocketing or aspirating / choking
on tablet form medications. Some medications can successfully
be thickened which works well for those people who have been
recommended to take thickened liquids. However, there are other
medications that do not thicken well or can’t be thickened at all, and
the pharmacist and medical team will need to discuss alternative
options.

HOW CAN THE HEALTHCARE COMMUNITY PROVIDE
FURTHER SUPPORT FOR PATIENTS AND THEIR
FAMILIES?

Community mental health teams can provide support. Ensure that
there is written advice produced about mental health conditions and
associated symptoms, have a point of contact for different services,
ensure a smooth transition of care, that there are person-centred
treatment goals and close monitoring of medications and side-effects,
with changes made in a timely way.
Be vigilant. Have an awareness of the signs of swallowing
difficulties to look out for, including persistent throat-clearing,
wet voice post-swallowing, an increase in shortness of breath at
mealtimes, coughing, recurrent chest infections or choking. Monitor
for changes and encourage the patients and their families to monitor
swallowing ability when new medications are introduced or indeed
removed. Seek support if concerned and request a referral to the
local SLT department. Contact your local SLT department for advice
leaflets or other resources that may be helpful for your patients and
families.
For more helpful resources, visit www.rcslt.org.

HOW IMPORTANT IS TITRATION DURING DOSE
ESTABLISHMENT AND TAPERING WHEN WITHDRAWING
FROM ANTIDEPRESSANT TREATMENT?
We know that for some medications, as the dose is changed (either
escalated or withdrawn), there is a risk of side-effects from the
medications that can lead to changes in eating and drinking and
complications. Titration and tapering are important to reduce these
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FOR VICTORY
AGAINST POOR ADHERENCE
IN MAJOR DEPRESSION
If a patient is unable to swallow their medicines, they
are unlikely to take them.1 Poor adherence to
antidepressant therapy has been shown to
be particularly prevalent in patients with
depression and a difficulty swallowing
tablets and capsules.2
With a new liquid format that facilitates
easier swallowing,3 Rosemont
Venlafaxine Oral Solution has been
developed with improved
adherence and better treatment
outcomes in mind.

Venlafaxine Oral Solution
The first licensed liquid venlafaxine,
available in 37.5mg/5ml and 75mg/5ml strengths

Abbreviated Prescribing Information: Venlafaxine 37.5mg/5ml and 75mg/5ml Oral Solution. Consult Summary of Product Characteristics before
prescribing. Presentation: A clear colourless to almost colourless solution, containing 37.5mg/5ml or 75mg/5ml Venlafaxine (as Hydrochloride). Therapeutic
Indications: Treatment of major depressive episodes. For prevention of recurrence of major depressive episodes. Posology and Method of Administration: Major
depressive episodes: The initial 75 mg/day dose may be increased up to a maximum dose of 375 mg/day. Dosage increases can be made after clinical evaluation
at intervals of 2 weeks or more, but not less than 4 days. Treatment should continue for at least six months following remission. Elderly patients: No specific dose
adjustments are considered necessary. Hepatic and renal impairment: A 50% dose reduction should be considered. Withdrawal symptoms seen on discontinuation of
venlafaxine: The dose should be gradually reduced over a period of at least one to two weeks. For oral use, taken with food the same time each day. Suitable for
administration via nasogastric (NG) or percutaneous endoscopic gastrostomy (PEG) tubes. Paediatric population: Not recommended for use in children and
adolescents under the age of 18 years. Contra-indications: Hypersensitivity to the active substance or to any of the excipients, concomitant treatment with irreversible
monoamine oxidase inhibitors (MAOIs). Must not be initiated for at least 14 days after discontinuation of treatment with an irreversible MAOI, must be discontinued
for at least 7 days before starting treatment with an irreversible MAOI. Excipient warnings: Contains sodium methyl and sodium ethyl parahydroxybenzoate, liquid
maltitol and less than 1 mmol sodium per 5 ml. Drug interactions: MAOI’s, triptans, SSRIs, SNRIs, lithium, sibutramine or St. John's Wort, fentanyl and its
analogues, dextromethorphan, tapentadol, pethidine, methadone and pentazocine, medicinal agents that impair metabolism of serotonin, serotonin precursors or
antipsychotics or other dopamine antagonists, CNS-active substances, ethanol, drugs that prolong the QT Interval, CYP3A4 inhibitors, lithium, diazepam, imipramine,
haloperidol, risperidone, metoprolol, indinavir and oral contraceptives. Special Warnings and Precautions for use: Increased risk of suicide/suicidal thoughts or
self-harm especially in early treatment and following dose changes. Should not be used in the treatment of those under the age of 18 years. Serotonin syndrome may
occur, particularly with concomitant use of other serotonergic agents. Narrow-angle glaucoma patients should be closely monitored. Blood pressure should be
monitored, especially after dose increases. Heart rate increases can occur. Should be used with caution in patients with cardiac disease and risk of arrhythmia. QTc
prolongation and Torsade de Pointes, ventricular tachycardia and fatal cardiac arrhythmias have been reported. Treatment should be discontinued in any patient who
develops seizures. Cases of hyponatraemia and/or the Syndrome of Inappropriate Antidiuretic Hormone (SIADH) secretion may occur. The risk of haemorrhage and
the risk of skin and mucous membrane bleeding may be increased. Serum cholesterol levels may increase. Co-administration with weight loss agents is not
recommended. Mania/hypomania or aggression may occur. Akathisia and dry mouth may develop. In patients with diabetes, venlafaxine may alter glycaemic
control. May cause symptoms of sexual dysfunction. False-positive urine immunoassay screening tests for phencyclidine (PCP) and amphetamine have been reported.
Withdrawal symptoms when treatment is discontinued are common, particularly if discontinuation is abrupt. Venlafaxine should be gradually tapered when
discontinuing treatment according to the patient's needs. Fertility, Pregnancy and Lactation: The potential risk for humans is unknown. Venlafaxine must only be
administered to pregnant women if the expected benefits outweigh any possible risk. As with other serotonin reuptake inhibitors (SSRIs/SNRIs), discontinuation
symptoms may occur in the newborns if venlafaxine is used until or shortly before birth. Venlafaxine is excreted into breast milk. Therefore, a risk to the baby cannot
be excluded. A decision must be made to breast feed or treat according to risk and benefit to both parties. Reduced fertility has been observed in rats. Effects on

Ability to Drive and Use Machines: Any patient receiving venlafaxine should be cautioned about their ability to drive or operate hazardous machinery. Undesirable
Effects: Very common: Dizziness, headache, nausea, dry mouth, hyperhidrosis. Common: Serum cholesterol increased, weight loss, decreased appetite, confusional
state, depersonalisation, anorgasmia, libido decreased, nervousness, insomnia, abnormal dreams, paraesthesia, sedation, tremor, somnolence, hypertonia,
accommodation disorder, mydriasis, visual impairment, including blurred vision, tinnitus, palpitations, hypertension, vasodilatation, yawning, constipation, vomiting,
diarrhoea, dysuria, pollakiuria, ejaculation disorder, anorgasmia, erectile dysfunction, menstrual disorders associated with increase bleeding, asthenia, fatigue, chills,
blood cholesterol increased. Uncommon: Ecchymosis, weight gain, hallucination, derealisation, agitation, orgasm abnormal (female), apathy, hypomania, bruxism,
myoclonus, agitation, coordination abnormal, balance disorder, akathisia/psychomotor restlessness, syncope, dysgeusia, tachycardia, orthostatic hypotension,
postural hypotension, dyspnoea, gastrointestinal haemorrhage, angioedema, photosensitivity reaction, rash, alopecia, urinary retention, weight increased, weight
decreased. Rare: Mania, convulsion, manic reaction, urinary incontinence. Not known: Prolonged bleeding time, thrombocytopaenia, blood disorder, anaphylactic
reaction, SIADH, abnormal liver function tests, hyponatraemia, hepatitis, prolactin increased, suicidal ideation and suicidal behaviours, delirium, aggression, NMS,
serotonergic syndrome, delirium, extrapyramidal reactions, tardive dyskinesia, angle-closure glaucoma, vertigo, ventricular fibrillation, ventricular tachycardia,
hypotension, bleeding, pulmonary eosinophilia, pancreatitis, hepatitis, liver function test abnormal, erythema multiforme, toxic epidermal necrolysis, Stevens-Johnson
syndrome, urticaria, rhabdomyolysis, electrocardiogram QT prolonged, bleeding time prolonged, blood prolactin increased. Paediatric population: In general, the
adverse reaction profile of venlafaxine (in placebo-controlled clinical trials) in children and adolescents (ages 6 to 17) was like that seen for adults. Particularly, the
following adverse reactions were observed in paediatric patients: abdominal pain, agitation, dyspepsia, ecchymosis, epistaxis, and myalgia. Overdose: General
supportive and symptomatic measures are recommended; cardiac rhythm and vital signs must be monitored. Gastric lavage may be indicated if performed soon after
ingestion or in symptomatic patients. Administration of activated charcoal may also limit absorption of the active substance. No specific antidotes for venlafaxine are
known. Shelf Life and storage: 24 months. Use within 30 days of opening the bottle. Does not require any special storage conditions. Legal Category: POM. Pack
Size and NHS Price: 37.5mg/5ml x 150ml - £158.76, 75mg/5ml x 150ml - £207.37. Marketing Authorisation Number: Venlafaxine 37.5mg/5ml Oral
Solution PL 00427/0253, Venlafaxine 75mg/5ml Oral Solution PL 00427/0254. Marketing Authorisation Holder: Rosemont Pharmaceuticals Ltd, Rosemont
House, Yorkdale Industrial Park, Braithwaite Street, Leeds, LS11 9XE, UK. Date of Preparation: July 2021.
Information about adverse event reporting can be found at www.mhra.gov.uk/yellowcard
Adverse events should also be reported to Rosemont Pharmaceuticals Ltd on 0113 244 1400
References: 1. Greenwall RS. Medicines Management. Medicines management and older people – a guide for healthcare professionals. Aug 2017. 2. Navarro V.
Improving Medication Compliance in Patients with Depression: Use of Orodispersible Tablets. Adv Ther (2010) 27(11): 785-795. 3. Llorca PM. Discussion of
prevalence and management of discomfort when swallowing pills: orodispersible tablets expand treatment options in patients with depression. Therapeutic Delivery
(2011) 2(5), 611-622.
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PARKINSON’S

RAISING THEIR
VOICES
The roll-out of new research is
turning society’s attention to
the effects of the pandemic on
individuals with Parkinson’s – from
symptoms, to access to health and
care services.
Researchers at Lancaster University recently
worked with Parkinson’s UK to run two UKwide surveys to gather insights from people
living with Parkinson’s and their families who
provided unpaid care during the pandemic.
The first ran in April and May 2020 and the
second in August 2021 – allowing researchers
to measure the change in symptoms over the
course of the restrictions and the pandemic.

with Parkinson’s had an appointment
with their care provider cancelled, with
consultants cancelling slightly more
frequently than nurses (31 per cent compared
to 28 per cent). Other appointments that had
been cancelled included physiotherapist (18
per cent), speech / language therapist (18 per
cent), occupational therapist (14 per cent)
and psychologist (six per cent).

WORSENING SYMPTOMS

VIRTUAL APPOINTMENTS

The findings demonstrate that both motor
and non-motor symptoms were heavily
impacted. Overall, eight-in-10 people with
fatigue (86 per cent), stiffness (83 per cent)
and slowness of movement (88 per cent)
reported a decline in these symptoms.
Anxiety and depression also increased
considerably, with seven-in-10 people
reporting that their anxiety had worsened
in 2021, more than doubling the percentage
from the previous year. And almost four
times as many people with the condition said
that their depression got worse (rising from
13 per cent-to-48 per cent).
Slowness of movement, fatigue and
sleeping issues all doubled year-on-year,
while muscle cramps increased three-fold.
Parkinson’s UK believe that significant
declines could be in part because of
government restrictions that limited people’s
access to physical activity. Also, they know
that the Parkinson’s community had reduced
access to physiotherapy, as services struggled
to meet the needs placed on them.

LIMITED ACCESS TO SERVICES

As well as a deterioration in symptoms,
the Parkinson’s UK community shared that
they weren’t able to access their healthcare
services in quite the same way.
In the three months before the 2021
survey, over half (54.3 per cent) of people
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Almost three-in-five people with Parkinson’s
(58 per cent) had a phone or online
appointment with their Parkinson’s nurse
and over a third (35 per cent) had one with
their consultant. While aspects of these were
seen positively, only four-in-10 (40 per cent)
said that they were pleased with the outcome
of their consultant appointment.
Just under half (46 per cent) of people
with Parkinson’s surveyed felt that their
doctor could understand them well, and
fewer than a quarter (23 per cent) felt that the
connection with their doctor was comparable
to that of a face-to-face appointment.
Only one-in 10 (12 per cent) would
recommend online or phone appointments
to another person with Parkinson’s.

LIVED EXPERIENCE

Gary Berry, 59, from Shepperton, reflected,
‘It’s been 10 years since my Parkinson’s
diagnosis, and generally now I feel much
more in control of managing my condition
than the initial period after my diagnosis.
However, the pandemic has really heightened
my anxiety which has a knock-on effect on
my physical symptoms. I had to be really
cautious when it comes to socialising and
this has increased my isolation and brought
me down. My self-confidence and selfesteem have really been knocked.
‘I have only had one face-to-face

appointment with a healthcare professional
since the start of the pandemic, my
neurologist. The problem is that when
everything is done over the phone it’s really
difficult to describe all my symptoms. I feel
more at ease when I see someone in-person,
how can they assess my gait, for example,
over the telephone?
‘Parkinson’s has both physical and mental
symptoms that are easier to effectively assess
properly when seen.’

CALLS TO IMPROVE SERVICES

Throughout the pandemic, Parkinson’s UK
have been monitoring Parkinson’s services
and escalating their concerns with the NHS
and governments. They are arguing that
Parkinson’s services are given resources so
they can provide the care and support that
people with the condition need.
The NHS is facing the biggest backlog of
appointments in its history and is planning
how it can change and flex its services to
meet these increased demands. Parkinson’s
UK don't want people with Parkinson’s and
carers to miss out, which is why they’re
calling for governments across the UK to
tackle the NHS backlog and enable people
with Parkinson’s to:
• Receive the right care and treatment at the
right time supported by robust workforce
planning
• Access therapy services to keep them well,
including advanced therapies, like Deep
Brain Stimulation, which are time-sensitive
• Prioritise access to mental health services
for people with Parkinson’s and their carers
to enable them to recover from the strains of
the pandemic
Caroline Rassell, CEO of Parkinson’s
UK, commented, ‘As restrictions ease and
everyone looks forward to a new normal,
we have taken stock of the real impact that
the pandemic has had on the Parkinson’s
community at large.
‘Over the last two years, we’ve worked
with Lancaster University to gather insight
into the reality of restrictions on exercise,
isolation, virtual appointments, and so much
more.
‘Two years of being, at ‘best’, clinicallyvulnerable has taken its toll on people living
with the condition and those providing vital,
unpaid care for them.
‘As the world reopens and as the NHS
refocuses, we won’t allow the ever more
urgent needs of people with Parkinson’s and
their carers to be forgotten. With our newlyacquired insights, we’ll be making sure that
their needs are being heard by key decisionmakers so that the future looks a lot brighter.’
For more information, visit www.
parkinsons.org.uk.
NIHR
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PROMOTION
ONLINE VIA ZOOM OR ATTEND IN
PERSON AT WATERFOOT HOTEL,
CAW ROUNDABOUT, DERRY,
BT47 6TB

VENUE

DOES OVEREATING
CAUSE OBESITY OR
OBESITY CAUSE
OVEREATING?

AGENDA

Breaking the Stigma and discussing
the options available for patients living
with Obesity in NI

6.00PM

Registration with food and beverages available

6.20PM

Virtual link will go live

6.30PM

"Does overeating cause Obesity or Obesity
cause overeating?" Prof Alex Miras
• Pathology and burden of Obesity on patients
and the NHS
• Current and future landscape of Obesity
Services in NI
• How Private and NHS services can work
together to bridge the gap for patients living
with obesity in NI

7.00PM

Screen-Health
• Launch and introduction to Screen-Health
Specialist Weight Management Service
• Patient Pathway, Referral Process and
Testimonials

7.15PM

Questions and Answers

7.30PM

Close

Virtual or Face-to-Face Educational
Session on Obesity Management

18th May 2022
Presented by Professor and Consultant in Endocrinology Alex

Miras, soon to be Northern Ireland’s first Consultant providing
obesity services from Altnagelvin Area Hospital.

Certificates of attendance available on request.
For more information contact info@screen-health.com or
07704156880.

To register, please visit www.screen-health.com

SCREEN-HEALTH SUPPORTING PATIENTS
LIVING WITH OBESITY
Launched in 2021, Screen-Health is a sister
company of Screen Clinical and shares many of the
same values and vision. Screen Clinical are a wellknown local clinical services provider who have
been utilising specially trained clinical pharmacists
to deliver chronic disease management services and
patient support programmes in primary care since
2015. Their reputation has been built on clinical
excellence and that clinical excellence remains to
this day.
Reflecting on their experience at the frontline
of service provision in primary care, it was
apparent to Screen Clinical that the pressure on
services and resources was a barrier to improving
population health. This is particularly relevant in
cardiometabolic health where the rising prevalence
of Type 2 diabetes and obesity are contributing to

NIHR

an ever-increasing burden on the health service,
further exacerbated by the COVID-19 pandemic.
Northern Ireland currently has a population of 1.9
million people – 0.4 million of whom have a BMI of
30+, with the estimated economic impact of obesity
in NI standing at over £2 Billion. (Novo Nordisk
commissioned Market Research (2022) Frontier
Economics, Estimating the full costs of obesity).
Unfortunately to date, Northern Ireland has
no Tier 3 or Tier 4 Weight Management Service
and the team at Screen Clinical established
Screen-Health to help address this issue. ScreenHealth offers patients the opportunity to access
a fully supported weight management service
that is delivered by a team of highly motivated
IP pharmacists who possess the same passion for
improving patient care as those at Screen Clinical.

At Screen-Health, we are passionate about
optimising overall health and wellbeing, which
we feel is about much more than just a number
on the scales. Screen-Health’s vision is to provide
individualised care for each patient, focusing on
the health gains that weight loss provides – clinical
improvements in prediabetes, PCOS, asthma,
certain cancers, and infertility.
The Screen-Health Specialist Weight
Management service offers:
• Patient-centred care with easy online access
• Fully supported weekly check-ins (and more
frequently as required)
• Licensed anti-obesity medication, where
appropriate
• Expert advice and support for all patients availing
of the specialist service
‘I have been on the Screen-Health medicated
weight loss service for six months now and this is
the best I have ever done in a weight loss attempt
(and there have been MANY). My advice is to get
support along with the pens. Knowing I have a
weekly check-in with Anna keeps me going. There
have been ups and downs but when I look at the
overall picture and the amount I have lost, I am
literally jumping for joy!! I am happy to speak to
anyone about my journey − contact me through
Anna at Screen-Health.’
Laura, 49
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ASTHMA

BREATHE A
WORD
Through heightening COVID pressure
and rapidly altering circumstances,
the sector’s commitment to patients’
continuity of respiratory care has shone
through. As a Lead Practice Based
Pharmacist, John Hamill discusses his
first-hand experiences and the lessons
which can empower the future footing of
asthma management.
Services to diagnose asthma during COVID-19 had been very
limited given that reversibility testing using spirometry as the gold
standard had ceased, being deemed too high a risk. Those patients
presenting with symptoms and / or suspected of having asthma
were assessed as before, but without the ability to do lung function
testing; clarity of such needed to be ascertained by other means.
Their PMR was read coded to state ‘suspected asthma’ with a ‘referral
for spirometry’ when the services reopened, documented for future
assessment.
With limited face-to-face opportunities, the review process for
patients took on a different slant, with more than not undertaking
remote and virtual reviews / assessments either using encrypted
technology or telephone / video reviews. Although this was not
in any means perfect, it helped the healthcare professional glean
an understanding of current management of patients’ underlying
respiratory conditions.
Obviously this process had flaws, including restrictions on
checking and demonstrating inhaler technique, lung function testing
and displaying as much empathy, as would be the case in a F2F
process. It did allow me scope as a respiratory independent prescriber
to analyse current prescribing trends and target reviews towards
those from whom evidence obtained appeared to need my input most
urgently. These included over-use of SABA and reduced compliance
with preventer therapies.
One of the benefits I believe from the lockdown scenario was
that I was able to target many more of my patients, especially those
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of whom had failed to attend for annual review / follow-up, and as
such I was better positioned to get an idea of their self-management
and optimise their treatments. Also, many remarked on how they
appreciated the contact, especially those furloughed or house-bound
due to immunosuppression.
When asthma was suspected, we would offer serial peak
expiratory flow (PEF) meters with clear advice of how to monitor
their breathing capacity and strict timelines for feedback and followup where appropriate. Those with worsening symptoms were advised
to either contact the practice, out-of-hours or A&E if necessary.
Given presenting symptoms were very likened to COVID –
namely SOB, cough etc. – it was always essential to screen patients
and refer to COVID centres for assessment if the circumstances
negated that. Following feedback from the centre, the next steps
would be agreed with the patient.
I took it upon myself to contact the majority of my asthmatic
patients to advise them that as a practice we didn’t routinely invite
patients into the surgery, but if they felt any concerns over poor
management of their symptoms, they could contact the practice, and
be triaged and reviewed in-house or at one of the COVID centres.
I was all too aware that patients may be struggling and thinking
our services had been stopped and wanted to clear this up. Many
practices did reduce footfall but I firmly believe that most maintained
the necessary arrangements to cater for patient need within the
pressures they were under.
Looking ahead, there is light at the end of the tunnel in
diagnosing patients with the evolvement of respiratory hubs
for spirometry. These are being set up for practices to refer for
assessment of patients whom they believe to have asthma, COPD
or require lung function testing to identify or rule out underlying
respiratory disease. This initiative must be commended and will help
identify quickly the diagnosis of patients on practice lists who have
been ‘referred for spirometry’.
As a GP practice and GPP respiratory practitioner I welcome the
ease out of lockdown post-COVID with hope and determination
to engage more fully with patients in a face-to-face format, while
still using some of the virtual tools to review those hard-to-reach
asthmatic patients – as had been done over the past 24 months or so.
I think that many respiratory patients were concerned about their
lung health over this time. We need to hang onto that momentum
and utilise their interest to maximise outcomes in their future
management and support them going forward. It has been a great
opportunity to educate patients on correct inhaler use, compliance
with dosing regimens, and an understanding of why they need to use
which inhaler and when and what to do when things go wrong.
Many GPPs have played a crucial role in the management of
respiratory patients as part of their day-to-day tasks and as a lead
GPP I am very proud of the efforts they have all made to ensure
continuity of care and given the pressures the NHS has been under
have excelled in their contribution within this field.
We must all reflect on the learnings over the last two years
and play to our strengths when it comes to asthma management.
Multidisciplinary working with community and hospital colleagues
is more important than ever. Look to maximise the basics, including
improvement in compliance with ICS and reduced reliance on
SABAs. Ensure inhaler technique is assessed and corrected if
necessary, give clear personal management plans, and when things
are not going to plan, reassess at the earliest opportunity.
NIHR

Asthma indication now
includes appropriate
adolescent patients

aged 12 years & older

as well as adults1

®
®
Prescribe DuoResp Spiromax
r
(budesonide/formoterol) for you
t
appropriate adult and adolescen
lt
asthma patients and adu
1
COPD patients

Indication:1
1. DuoResp Spiromax is indicated in adults and adolescents (12 years and older) for the regular treatment of asthma, where use of a combination (inhaled corticosteroid and long-acting
β2 adrenoceptor agonist) is appropriate:
– in patients not adequately controlled with inhaled corticosteroids and “as needed” inhaled short-acting β2 adrenoceptor agonists.
or
– in patients already adequately controlled on both inhaled corticosteroids and long-acting β2 adrenoceptor agonists.
2. DuoResp Spiromax is indicated in adults, aged 18 and over for the symptomatic treatment of patients with COPD with forced expiratory volume in 1 second (FEV1 ) <70% predicted
normal (post-bronchodilator) and a history of repeated exacerbations, who have significant symptoms despite regular therapy with long-acting bronchodilators.
The carbon footprint of DuoResp Spiromax has been measured and certified as 0.63 kgCO 2 by the Carbon Trust.2 For more details on the Carbon Trust, see carbontrust.com.
1. DuoResp Spiromax Summary of Product Characteristics. 2. Data on File 226. Teva UK Limited.
Intended for healthcare professional audience only.
Approval code: DUOR-GB-00059

Teva UK Limited, Ridings Point, Whistler Drive, Castleford, West Yorkshire, WF10 5HX

Please refer to the Summary of Product Characteristics (SmPC) for full details of the
Prescribing Information.
DuoResp® Spiromax® (budesonide/formoterol) 160mcg/4.5mcg inhalation powder and DuoResp®
Spiromax® (budesonide/formoterol) 320mcg/9mcg inhalation powder Abbreviated Prescribing
Information. Presentation: DuoResp® Spiromax® 160/4.5: Each delivered dose contains 160mcg of
budesonide and 4.5mcg of formoterol fumarate dihydrate. This is equivalent to a metered dose of
200mcg budesonide and 6mcg of formoterol fumarate dihydrate. DuoResp® Spiromax® 320/9: Each
delivered dose contains 320mcg of budesonide and 9mcg of formoterol fumarate dihydrate. This is
equivalent to a metered dose of 400mcg budesonide and 12mcg of formoterol fumarate dihydrate.
Inhalation powder. Indications: Asthma: Treatment of asthma, where use of a combination (inhaled
corticosteroid and long-acting β2-adrenoceptor agonist) is appropriate. COPD: Symptomatic
treatment of patients with COPD with forced expiratory volume in 1 second (FEV1) < 70% predicted
normal (post bronchodilator) and a history of repeated exacerbations, who have significant
symptoms despite regular therapy with long-acting bronchodilators. Dosage and administration:
For use in adults and adolescents 12 years and older for Asthma, and adults aged 18 years and older
for COPD. Not for use in children < 12 years of age. Asthma: Not intended for the initial management.
If an individual patient should require a combination of doses other than those available in the
combination inhaler, appropriate doses of β2-adrenoceptor agonists and/or corticosteroids by
individual inhalers should be prescribed. The dose should be titrated to the lowest dose at which
effective control of symptoms is maintained. When control of symptoms is achieved titrate to the
lowest effective dose, which could include once daily dosing. DuoResp® Spiromax® 160/4.5:
maintenance therapy - regular maintenance treatment with a separate reliever inhaler: Adults
(18 years and older): 1-2 inhalations twice daily (maximum of 4 inhalations twice daily). Adolescents
(12 years and older): 1-2 inhalations twice daily. DuoResp® Spiromax® maintenance and reliever
therapy: For patients taking DuoResp as reliever, preventative use of DuoResp Spiromax for allergen
or exercise-induced bronchoconstriction should take into consideration the frequency of need. In
case of frequent need of bronchodilation without corresponding need for an increased dose of
inhaled corticosteroids, an alternative reliever should be used. Regular maintenance treatment and
as needed in response to symptoms: should be considered for patients with: (i) inadequate asthma
control and in frequent need of reliever medication (ii) previous asthma exacerbations requiring
medical intervention. Adults and adolescents: The recommended maintenance dose is 2 inhalations
per day, given either as one inhalation morning and evening or as 2 inhalations in either the morning
or evening. For some patients a maintenance dose of 2 inhalations twice daily may be appropriate.
Patients should take 1 additional inhalation as needed in response to symptoms. If symptoms persist
after a few minutes, an additional inhalation should be taken. Not more than 6 inhalations should be
taken on any single occasion. A total daily dose of up to 12 inhalations could be used for a limited
period. Patients using more than 8 inhalations daily should be strongly recommended to seek
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medical advice. DuoResp® Spiromax® 320/9: Only to be used as maintenance therapy. Adults
(18 years and older): 1 inhalation twice daily (maximum of 2 inhalations twice daily). Adolescents
(12 years and older): 1 inhalation twice daily. COPD: Adults: 1 inhalation twice daily. Elderly patients
(≥65 years old): No special requirements. Patients with renal or hepatic impairment: No data
available. Contraindications: Hypersensitivity to the active substance or to any of the excipients.
Precautions and warnings: If treatment is ineffective, or exceeds the highest recommended dose,
medical attention must be sought. Patients with sudden and progressive deterioration in control of
asthma or COPD should undergo urgent medical assessment. Patients should have their rescue
inhaler available at all times. The reliever inhalations should be taken in response to symptoms and
are not intended for regular prophylactic use e.g. before exercise. In case of frequent need of
bronchodilation without corresponding need for an increased dose of inhaled corticosteroids, an
alternative reliever should be used. Patients should not be initiated during an exacerbation. Serious
asthma-related adverse events and exacerbations may occur. If asthma symptoms remain
uncontrolled or worsen, patients should continue treatment and seek medical advice. If paradoxical
bronchospasm occurs, treatment should be discontinued immediately. Paradoxical bronchospasm
responds to a rapid-acting inhaled bronchodilator and should be treated straightaway. Visual
disturbance may be reported with systemic and topical corticosteroid use. Such patients should be
considered for referral to an ophthalmologist for evaluation of possible causes. Systemic effects may
occur, particularly at high doses prescribed for long periods. Potential effects on bone density should
be considered, particularly in patients on high doses for prolonged periods that have co-existing risk
factors for osteoporosis. Prolonged treatment with high doses of inhaled corticosteroids may result
in clinically significant adrenal suppression. Additional systemic corticosteroid cover should be
considered during periods of stress. Treatment should not be stopped abruptly – tapering of dose is
recommended. Transfer from oral steroid therapy to a budesonide/formoterol fumarate fixed-dose
combination may result in the appearance of allergic or arthritic symptoms which will require
treatment. In rare cases, tiredness, headache, nausea and vomiting can occur due to insufficient
glucocorticosteroid effect and temporary increase in the dose of oral glucocorticosteroids may be
necessary. To minimise risk of oropharyngeal Candida infection patients should rinse mouth with
water after inhaling the dose. Administer with caution in patients with thyrotoxicosis,
phaeochromocytoma, diabetes mellitus, untreated hypokalaemia, or severe cardiovascular disorders.
The need for, and dose of inhaled corticosteroids should be re-evaluated in patients with active or
quiescent pulmonary tuberculosis, fungal and viral infections in the airways. Additional blood glucose
controls should be considered in diabetic patients. Hypokalaemia may occur at high doses. Particular
caution is recommended in unstable or acute severe asthma. Serum potassium levels should be
monitored in these patients. As with other lactose containing products the small amounts of milk
proteins present may cause allergic reactions. There is some evidence of an increased risk of
pneumonia with increasing steroid dose but this has not been demonstrated conclusively across all

studies. Physicians should remain vigilant for the possible development of pneumonia in patients
with COPD as the clinical features of such infections overlap with the symptoms of COPD
exacerbations. Interactions: Concomitant treatment with potent CYP3A4 inhibitors should be
avoided. If this is not possible the time interval between administration should be as long as possible.
Co-treatment with CYP3A inhibitors, including cobicistat-containing products is expected to increase
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NEWS
CANCER FOCUS NI RESPONDS TO COVID’S
IMPACT ON LUNG CANCER DIAGNOSES
Cancer Focus Northern Ireland (NI) has welcomed the release of the
Northern Ireland Cancer Registry’s most up-to-date statistics on lung
cancer diagnoses.
Richard Spratt, CEO of Cancer Focus NI, commented, ‘This latest
report illustrates the impact of COVID in delayed diagnosis of lung
cancer during 2020. There was an overall seven per cent drop in
diagnosis.
‘The reduction in the number of people with an early diagnosis
is especially stark, with 18 per cent fewer people diagnosed at stage
one and a four per cent increase in stage four diagnoses. This is a
clear indication that the COVID pandemic discouraged significant
numbers of people from accessing an early diagnosis.’
Lung cancer is one of the most common cancers in Northern
Ireland and the leading cause of cancer deaths, with over 1,045 local
people dying here every year from it.
Early detection is crucial, with five-year survival for people

detected and treated at early stage (stage one) lung cancer being
around 50 per cent compared with one per cent for people detected at
late stage (stage four) lung cancer.
Richard continued, ‘This highlights the urgent need for strong
public awareness campaigns on lung cancer with clear prevention
and early diagnosis messages. Awareness campaigns have enormous
potential to impact on behaviour change, seeking advice and
engaging with screening services, particularly in areas of deprivation.’
The figures show that the long-standing disparity in lung cancer
incidence patterns in our society remain. Lung cancer incidence was
69 per cent higher than average in the most deprived areas and 34 per
cent lower in least deprived areas. This is due to complex interactions
of many social, economic and lifestyle factors.

EXCITING FUTURE FOR
GENOMICS IN NORTHERN
IRELAND
Health Minister Robin Swann has co-published a series of shared
commitments to progress genomic healthcare in the UK, alongside
Health Ministers in Scotland and Wales and the Minister for
Technology, Innovation and Life Sciences in England.
The shared commitments form the second implementation phase
of Genome UK – the future of healthcare, published by the UK
government in September 2020, and set out a series of joint, UKwide, high-level commitments to work together along with delivery
partners across the UK, to implement and realise the potential of
genomic healthcare for the benefit of all patients, for the period 2022to-2025.
Minister Swann said, ‘I am pleased today to announce the
publication of the UK-wide shared commitments for genomic
healthcare. These commitments will ensure that all patients across
the UK can benefit from the wide range of emerging opportunities
offered by genomic healthcare – more preventative healthcare,
faster diagnosis, and personalised and better treatment – and
that researchers and industry are supported and incentivised to
ensure that the UK remains at the forefront of genomic research
internationally.
‘Through participation in the 100,000 Genomes Project, and over
£3 million funding by my Department and the Medical Research
Council, health and social care in Northern Ireland has made
much progress in the field since 2015. Further development of and
investment in genomics services is now needed to ensure that we
meet these shared commitments with our UK partners and remain at
the forefront of medical and scientific developments in diagnostics,
research and patient care.
‘My Department plans to establish a Genomics Partnership for
Northern Ireland, bringing together delivery partners from across
government and health and social care, public health, industry,
research and academia, with patient input, working together to
deliver an integrated genomics service for the population. This is a
key priority within the NI Rare Diseases Action Plan.’
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LAUNCH OF CHATTY
BENCH INITIATIVE

An idea by a senior social worker within the Southern Health &
Social Care Trust to provide a ‘chatty bench’ to encourage people to
sit and talk to each other has come to fruition.
As a newly-employed multidisciplinary team social worker based
in a GP practice, Fidelma Ruddy noticed that during the pandemic,
one issue that kept arising across all generations was loneliness.
Fidelma explained, ‘Often those who were referred to me
expressed their gratitude at someone making contact with them
and simply listening. While onward referrals were appreciated and
very relevant, the engagement with another human being seemed to
offer the greatest reward and so I began looking for a cost-effective,
socially-distanced method of offering support to people, on their
terms, when and where they may need it, and ‘chatty benches’ proved
to be the perfect idea.’
Fidelma approached The Right Key, a recovery-focused
organisation who work with people with addiction and mental health
issues, to see if they would be interested in being involved with the
project.
The Loughbrickland Social Enterprise Centre agreed to design
and construct the benches, with pupils from nearby New-Bridge
Integrated College also assisting with the construction of the benches.
Fidelma is a member of the Southern Area Loneliness Network
and is delighted that the group are now working in partnership with
Armagh City, Banbridge and Craigavon Borough Council to roll out
this initiative in various locations across the Southern Health & Social
Care Trust area.
NIHR
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LIPOEDEMA

TAKING SHAPE
Although many women with lipoedema
lead full and active lives, the chronic
condition can be debilitating, and impose
on individuals a lack of confidence and
reduced mobility. Get the lowdown on
lipoedema and the delays in diagnosis
with expert insights from Sharie Fetzer,
Chair of Lipoedema UK, and Jane Wigg,
Director and Clinical Nurse Consultant at
Lymphoedema Training Academy.

Lipoedema is reported to affect one-in-11
women; breast cancer affects one-in-eight
women; and cancer one-in-three people. For
a condition with such a high incidence you
would think that as healthcare professionals
and as the general public, we would know
more about this condition and how to treat it.
Lipoedema is predominantly a femalerelated condition and is the abnormal laying
down of fat, usually from the hips to the
ankle, from the waist to the hips or knees,
and sometimes occurs only below the knee.
In rarer cases, lipoedema sometimes includes
the arms.
Lipoedema can be tender to touch, with
reports of easy bruising, and associated
varicose veins. The skin can feel like it has
tiny pieces of rice or peas under it. One of the
easy detection signs is that the shape changes
from the ankle, but with no foot swelling
until the later stages, when it can develop into
lipolymphoedema with swelling.
For many women, they unfortunately
don’t know that they are living with
lipoedema. It can start very subtly as a
teenager and could be considered ‘as part of
you’ and that they think they are ‘just like my
mother’. Sometimes ladies exercise profusely
but the shape never changes, and it’s common
NIHR

to lose fat from the top half of the body, even
becoming emaciated and anorexic, but it
never reduces on the bottom half.
Lipoedema progresses through stages,
where the tissues and shape changes, but
in some cases it can stay the same life-long.
Many women with lipoedema are also
hypermobile, meaning that they have more
flexible joints and often more stretchy skin.
Fortunately, treatment is available and
this consists of good healthy living, exercise
for strengthening, compression hosiery to
support the limbs, and sometimes surgical
intervention. Learning to live with and selfmanage lipoedema is also key to successful
treatment.
It’s important that those living with
this life-long condition receive the correct
information and support, but sadly many
women still find it extremely difficult to get
a diagnosis. In Lipoedema UK’s survey in
2014, the average woman took 30 years to get
a diagnosis, and then only five per cent were
diagnosed by their GP. Since the publication
of the Royal College of GPs’ e-learning
course on lipoedema and more awareness of
lipoedema in recent years, the percentages are
slowing improving, but not quickly enough
for most patients to receive a diagnosis in the

early stages.
Lipoedema legs are often heavy and
painful, and can often be the subject of cruel
comments. Due to the pronounced differences
between the upper and lower bodies, finding
suitable clothes of any kind is an enormous
challenge and patients often become isolated
and despondent when they find it difficult to
participate in sports, perform their jobs, or
join in everyday social activities. The charity
Lipoedema UK provides information for
both patients and healthcare professionals,
including weekly online patient support
meetings for their members.
There is still much to learn about
lipoedema and research so far has been
scant. Many patients have complicated
co-morbidities, including obesity, which
makes treatment complicated. Non-cosmetic
liposuction surgery can make a huge
difference, reduce pain and improve mobility,
but patients are usually forced to self-fund,
may need several operations, and there are
few qualified surgeons in the UK.
The Lymphoedema Training Academy
provides the first UK lipoedema specialist
training course in May 2022. Supported by
Lipoedema UK, an expert support group for
therapists, and those living with lipoedema,
training consists of two online days provided
by international experts and three days of onsite clinical and theoretical skills training.
For more information, contact the
Lymphoedema Training Academy by
emailing training@lymph.org.uk and
visiting www.lymph.org.uk; get in touch with
Lipoedema UK at www.lipoedema.co.uk;
and access the Royal College of GPs’ learning
course at www.lipoedema.co.uk/royalcollege-of-general-practitioners-elearningcourse-on-lipoedema.
APRIL 2022
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PRIMM

FRONT
AND
CENTRE
How important is
personomics and
precision medicine?
The Prescribing and
Research in Medicines
Management team
shed light.

The importance of knowing patients as individuals has been
highlighted throughout the history of medicine. However, with
shorter visits, electronic documentation, reliance on technology, and
increasing linguistic and cultural differences between patients and
physicians, plus the added challenges of COVID-19, the importance of
effective communication is more vital than ever before.
Perhaps more concerning is the greater emphasis on aspects of
care considered more precisely measurable and quantifiable, the
sum of which is sometimes felt to represent the patient better than
knowledge of the patient himself. While genomics, proteomics,
pharmacogenomics, metabolomics, and epigenomics promise
enhanced diagnostics and therapeutics, understanding the unique
circumstances of the person – what may be called personomics – is
at least as critical to patient care. Such an understanding can only
be developed when the relevant psychological, social, cultural,
behavioural, and economic factors are obtained. Personomics
determines how a disease reveals itself phenotypically and the way that
disease and the individual with the disease respond to treatment.
Prescribing and Research in Medicines Management (PRIMM)
(UK & Ireland) is a multidisciplinary organisation devoted to the
study of medicine use in society: research, education, outcomes,
interventions, consumption and administration. PRIMM was founded
in 1989 by a multidisciplinary group of about 30 people, who were
working in drug utilisation research and who noted a lack of awareness
of their work among pharmacologists. They recognised a great need to
do research in drug utilisation / patient adherence and related issues.
The organisation rapidly grew from 30-to-150, attracting hospital
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pharmacists, prescribing advisers and academic researchers.
By 1993 an International Conference on Drug Utilisation at the
University of Oxford attracted an audience of 380 delegates. PRIMM
has flourished particularly in the quality of research. Members of
PRIMM made substantial input into the Royal Pharmaceutical Society
Working Party entitled, ‘Partnership in Medicine Taking’. Since
PRIMM’s inception, we have seen the subject mature from ‘soft science’
to one with its own methodology, encompassing qualitative research,
precise statistical design and analyses of quantitative research and
pharmacoeconomics.
Professor Hugh McGavock, a General Practitioner by background,
was a founder member of DURG UK & Ireland (Drug Utilisation
Research Group – now known as PRIMM UK & Ireland). Among his
other professional activities throughout his long and distinguished
career, Hugh was very keen to encourage and support more junior
drug utilisation researchers in their careers, hence the Hugh McGavock
Award for the best abstract submitted for presentation at the PRIMM
Annual Scientific Meeting.
Hugh McGavock sadly died in 2018 aged 79 years. True to form, at
the time of his death, he was in the midst of planning a new medical
school with the University of Ulster. PRIMM continues to award the
Hugh McGavock Bursary at the Annual Scientific Meetings. This year
will be PRIMM’s 33rd meeting and will be held on 10th June 2022.
The title this year is ‘Personomics: Putting the Patient at the Centre of
Prescribing and Medicines Use’. Globally, it is now recognised that a
personalised approach to patient care improves quality and experience
of care and can be delivered in an economical way. This is an exciting
area for medicines as we see advances in genomics and a move to
more personalised prescribing. At our 2022 scientific symposium we
will explore the key issues, barriers and enablers to personomics. It
promises to be another exciting and innovative event.
For more information, visit www.primm.eu.com.
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PTSD

BENEATH THE
SURFACE
Catalysed by an array of experiences
and events, Post-Traumatic Stress
Disorder (PTSD) can prompt countless
life-altering and intrusive symptoms
within individuals’ lives. PTSD UK
help us grasp the causes and science
behind the condition, as well as the
substantial distress and disruption of
social and occupational functioning,
and major problems in relationships
and jobs, which can result.
The human body is an incredible system, but it is also complex,
and full of feedback loops between body parts and brain. If you
interfere with any of these loops dramatically (as in the case of
experiencing a trauma), you can affect the whole system.
PTSD is a condition that some people develop after
experiencing or witnessing a traumatic life-threatening event or
serious injury – put simply, PTSD is essentially a memory-filing
error caused by the brain ‘suspending’ normal function during a
traumatic situation.
It’s estimated that 50 per cent of people will experience a
trauma at some point in their life, and although the majority of
people exposed to traumatic events only experience some shortterm distress, around 20 per cent of people who experience a
trauma go on to develop PTSD. It’s estimated that in any given
week, four-in-100 people in England have PTSD.
Despite its prevalence across the world, PTSD is still a very
misunderstood condition and many people have pre-conceived
ideas of what PTSD is, and particularly what can cause it.
There is a widespread misunderstanding that PTSD only affects
veterans, or those in the armed forces – likely due to its previous
name of shell-shock – but it can affect anyone, of any age. It’s vital
that healthcare providers are aware if they (or a patient or even
loved one) have suffered any trauma, they should be mindful of
trauma symptoms, and the possibility of PTSD.

WHAT CAN CAUSE
PTSD?

PTSD is as ancient as humankind and can occur in all people, of
any ethnicity, nationality, gender, occupation or culture, and at
any age and from any trauma (perceived or actual). The defining
characteristic of a traumatic event is its capacity to cause fear,
helplessness, or horror as a response to the threat of injury or
death. Some examples of traumatic events include:
• Road traffic incidents
• Being told you have a life-threatening illness
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• Bereavement
• Violent personal assault, such as a physical
attack, robbery, or mugging
• Military combat and service
• Any form of abuse, including childhood abuse
and domestic abuse
• Burglary
• Events experienced in employment where you
repeatedly see distressing images or hear details
of traumatic events
• Caring for a child with a complex medical
condition or disability
• Witnessing a suicide or attempted suicide
• Natural disasters, such as flooding or an
earthquake
• Terrorist attack
• Being kidnapped or held hostage
• Being bullied (as a child or adult)
• Traumatic childbirth (in people who give
birth and birth partners)
• Refugee and asylum-seekers
• Early pregnancy loss (including miscarriage
and ectopic pregnancy)
• Sexual assault or rape
• Admission to an intensive care unit

CAUSES OF COMPLEX PTSD

There is also a second subtype of PTSD, called
Complex PTSD, or C-PTSD. This is usually a
result of repeated, or sustained traumas, and
presents in a similar way to PTSD, but with
some additional symptoms too. Any of the
causes noted (and many others) can cause
C-PTSD if someone has experienced repeated,
sustained or a number of different traumas.

THE SCIENCE
OF HOW PTSD
IS CAUSED

PTSD isn’t ‘all in the mind’ or something you
can just ‘get over’ or ‘move on’ from. No matter
how much reasoning and coaxing you do,
someone with PTSD may find it impossible
to achieve sustainable recovery without
professional treatment.
That’s because PTSD is a form of injury
to the brain. Brain scans show that PTSD
symptoms and behaviours are caused by
biological changes in the brain, NOT by some
personal failure.
Modern science has enabled us to get a
far clearer picture of the brain and in fact the
whole neurological system’s structure and
activities. It has become possible to map and
measure the different development paths that
each human brain follows.
This form of investigation has clearly shown
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PTSD
that PTSD’s impact on the way we think, feel
and behave has a physical imprint: markers
that you can see on brain scans, such as
through SPECT (single photon emission
computed tomography), a nuclear medicine
study that evaluates blood flow and activity
in the brain.
The extreme stress and reactions from
PTSD and C-PTSD result in acute and
chronic changes in neurochemical systems
and specific brain regions, which result in
long-term changes in brain ‘circuits’, involved
in the stress response. This is why replacing
negative connections and cycles, or finding
a way to bypass them, can take a heavy
investment of time and therapy.

AMYGDALA

The amygdala is the part of the brain that
formulates a response to stress. It takes
this ‘alert’ from sensory input – such as
something you see or hear – and connects it
to something from the memory.
In response to perceived danger, it sends
out an ‘alarm’ to warn the rest of the body
that various psychological actions are
needed. For instance, that to defend yourself
you need to activate flight, fight or freeze.
Once the danger or perceived danger has
passed, new signals are transmitted to calm
everything back down.
Someone who has PTSD or C-PTSD
often has excessive activity in their amygdala,
which can be picked up on brain scans.
This is when the amygdala is too sensitive,
triggers too easily, or stays on high alert for
longer than it should. The symptoms would
be hypervigilance and an extreme reaction
to perceived threats, including being easily
startled and often in a state of anxiety.
Having an overactive amygdala creates other
physical effects too, including poor sleep
patterns.

HIPPOCAMPUS

This part of the brain works in tandem with
the amygdala. It is where we store memories,
and also the brain tissue that sorts and
retrieves memories. PTSD can make this link
‘unstable’.
For example, when someone without the
condition hears a loud bang, though it makes
them jump, in a split second they make a
connection with fireworks and realise one
has gone off nearby. The message is relayed
to the amygdala that all is well, and it’s
appropriate to stay calm.
Someone who has experienced trauma
may make the connection to an extremely
traumatic incident instead. For example, a
firework sends them into a state of anxiety
NIHR

and fear, possibly creating flashbacks and
extreme behaviours – their mind thinking
it’s someone breaking into their house,
a gun shot, a terrorist attack etc. In this
situation, the hippocampus does not supply
the amygdala with the message to calm
everything down. It’s believed that this sort
of constant activity can reduce the size of
the hippocampus, so again the physical
effect of PTSD can be seen on scans. Also,
re-experiencing the trauma can create other
physiological symptoms, such as sweating,
insomnia and severe headaches.

MEDIAL PREFRONTAL CORTEX

The prefrontal cortex – situated around
the forehead – deals with emotions and
impulses, and therefore has a substantial role
to play in someone’s actions. Under normal
circumstances, it would act in tandem with
the hippocampus, sending signals to the
amygdala to ‘switch off the alarm system’
when a situation calms down. It’s like a
‘brake’ system for physical responses to
stress, reassuring the body and mind that all
is well.
When someone has PTSD or C-PTSD,
this part of the brain is often underactive.
It is ‘dampened down’ by the trauma. This
can manifest as someone being withdrawn,
irritable and appearing ‘cold’ or showing
avoidance behaviours.
It’s an involuntary defence mechanism,
creating emotional numbness so that they
don’t have to relive the intense feelings
created by their trauma. Low activity in
the prefrontal cortex means it doesn’t
interact efficiently with the hippocampus
and its store of memories and interferes
with the amygdala alarm system’s ‘off
switch’. Alternatively, a malfunctioning
medial prefrontal cortex could make fear
the dominant emotion. This too keeps the
amygdala on high alert.
Importantly, the frontal lobe is also the
part of the brain that deals with language
skills. PTSD can therefore result in the
individual struggling to articulate their
emotions and thoughts.

CORTISOL LEVELS

Cortisol is a stress warning to your body, and
therefore it heightens alertness and creates
fear. When the brain ‘decides’ to put the body
on full alert, the amount of cortisol produced
increases. It can alter or even shut down
certain functions, to keep the body ready for
‘fight or flight’ for example
When the perceived danger is gone,
the brain again adjusts the production of
cortisol, calming it down and so allowing

the rest of the body to ‘reset’ back to normal.
What happens if this ‘calm down’ message is
never issued? The alarm system is switched
on around-the-clock and the body is
continuously in stress mode.
This then impacts on the core bodily
functions like digestion, skin repair and
sleep. Someone with PTSD may also
have problems with moods, memory
and concentration, as well as anxiety or
depression.

THE PERFECT
STORM IN
YOUR BRAIN

These changes in the brain as a result of
trauma really create a ‘perfect storm’. The
amygdala is over-active – but the system
to calm it down is not effective – leaving
someone continuously or repeatedly in
‘danger’ mode which leads to extreme
reactions and actions, that to someone else,
looks out of proportion to the situation.
Therapies such a EMDR (Eye Movement
Desensitisation Reprocessing) for PTSD
and C-PTSD will often focus on ‘rewiring’
the connection between memories,
emotions and behaviours to give someone
new associations and coping strategies,
to dismantle negative cycles and create
healthier brain function.
There is evidence from a variety of
studies that successful treatment of PTSD
with therapies such as EMDR and CBT do
produce measurable structural changes
in brain regions associated with fear
conditioning.
These studies show why it’s possible to
reverse the effects and heal from PTSD and
C-PTSD.
Thanks to this publication, throughout
the year, we’ll be bringing you more
information about PTSD to help you
support not only patients or clients, but also
your friends and family around you who
may be affected by PTSD. We’ll be taking a
more in-depth look at a variety of aspects of
PTSD – but if you’d like more information
about PTSD in the meantime, please do visit
our website: www.ptsduk.org.
If you or your workplace would be
willing to have a stand with / hand out
leaflets and booklets about PTSD – please
do drop us an email at info@ptsduk.org with
your name, address and some information
about what you need.
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CHOLESTEROL

ANOTHER LEVEL
From prevalence to precautionary measures, and
diagnosis to the value of the medical community’s
contribution to patient care, Joanne Whitmore,
Senior Cardiac Nurse at the British Heart
Foundation, gives NIHR the cholesterol insight.

WHAT IS THE ROLE OF
CHOLESTEROL? WHEN DOES IT
TRANSITION FROM BENEFICIAL TO
PROBLEMATIC?

Cholesterol is a fatty substance found in
blood. It’s produced naturally by the body in
the liver, and around 20 per cent comes from
our food.
Cholesterol has three main functions:
• It forms part of the outer protective layer of
each cell
• It is needed for the production of vitamin D
and steroid hormones which help keep bones
and muscles healthy
• It helps the body digest food by helping to
produce bile
High cholesterol (hypercholesterolaemia)
is when there is too much cholesterol in the
blood. This can increase a person’s risk of
heart and circulatory diseases, such as heart
attack and stroke.
There are two main types: good (HDL)
cholesterol and bad (non-HDL) cholesterol.
LDL cholesterol was previously used as the
main measure of bad cholesterol but we
now know that other forms of non-HDL
cholesterol are also harmful. If someone has
too much bad cholesterol in their blood and
not enough good cholesterol, it can increase
their risk of heart and circulatory diseases,
such as heart attack and stroke.
Non-HDL takes cholesterol from the
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liver to the cells around the body. Too much
bad cholesterol (non-HDL) can be harmful
because it sticks to the inside walls of your
arteries. This can lead to fatty material
(atheroma) building up – the process of
atherosclerosis. It makes it harder for blood
to flow through, which can lead to a heart
attack or a stroke.

CAN YOU TELL US ABOUT FAMILIAL
HYPERCHOLESTEROLAEMIA?

It’s important to differentiate
between hypercholesterolaemia and
familial hypercholesterolaemia (FH).
Hypercholesterolaemia is a general term
meaning that a person’s cholesterol level is
high. Familial hypercholesterolaemia (FH) is
an inherited condition, passed down through
families, where cholesterol levels are raised
from birth. This puts people at increased risk

Location
England
Northern Ireland

of having a heart attack or stroke at an earlier
age.
The condition is caused by a genetic
mutation that means that the liver is unable
to remove excess non-HDL cholesterol.
Research has shown that the risk of
developing coronary heart disease is up to 13
times higher in people with untreated FH.
FH is usually diagnosed with a genetic
test. If the person is found to have a faulty
gene that causes FH, close family can then
also be tested to see if they have inherited the
gene. This process (called cascade testing) is
the main way of identifying people with FH.
British Heart Foundation research has found
that cascade testing is highly cost-effective
and widespread adoption could prevent
thousands of premature heart attacks.
Around one-in-250 of the UK population
has FH, although many people are unaware
they have it.

Estimated Prevalence of FH
220,000
7,600

Scotland

22,000

Wales

13,000

UK

270,000
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CHOLESTEROL

WHAT SIGNS AND SYMPTOMS ARE
SUSPECT OF THE CONDITIONS?

There aren’t usually any signs and symptoms
that somebody has hypercholesterolaemia. It is
picked up via a blood test called a lipid profile,
which will show raised levels.
FH can be hard to diagnose for the same
reasons. There are some physical changes
that might be present, but these are usually
very late signs. Symptoms can include tendon
xanthomata (swelling made from cholesterol
usually found on knuckles, knees or the
Achilles tendon), xanthelasmas (small lumps of
cholesterol near the inner corner of the eye), or
corneal arcus (a pale white ring around the iris).

WHAT’S THE
RELATIONSHIP BETWEEN
HYPERCHOLESTEROLAEMIA AND
STROKE?

Having high cholesterol causes a gradual buildup of fatty material in the coronary arteries
(atheroma). This build-up prevents healthy
blood flow to vital organs, such as the heart
and brain. This puts someone at higher risk of
having a heart attack or stroke.
If atheroma is present in the coronary
arteries, there is an increased risk of a heart
attack. If atheroma is present in the arteries
supplying the blood supply to the brain, there
is an increased risk of stroke or ‘mini-stroke’
(TIA).

ARE THERE ANY OTHER HEALTHRELATED IMPLICATIONS OF
HYPERCHOLESTEROLAEMIA – BOTH
IN THE SHORT AND LONG-TERM?
Hypercholesterolaemia can lead to atheroma,
which can affect any part of the circulatory
system. In addition to increasing the risk of
NIHR

heart attacks and strokes, other conditions
caused by atheroma include vascular
dementia and peripheral arterial disease.

WHAT VALUE DO PHARMACISTS
AND GPS PROVIDE IN HELPING
INDIVIDUALS STAY ON TOP OF
THEIR CHOLESTEROL LEVELS?

Pharmacists and GPs can offer and perform
NHS Health Checks in which cholesterol
levels are checked. They should also use this
opportunity to discuss the risk of developing
hypercholesterolaemia.
Both pharmacists and GPs can advise on
lifestyle factors, which help someone reduce
their risk of developing atheroma, and
signpost to local lifestyle support services.
Both can advise on and prescribe medication
(with the right qualifications and governance
for pharmacists), and they can also perform
lifestyle and medication reviews. If someone
is deemed at risk of FH, pharmacists and
GPs can signpost a patient to local FH testing
services.

WHAT SUBSEQUENT TREATMENT
IS REQUIRED ONCE A DIAGNOSIS
OF HYPERCHOLESTEROLAEMIA IS
CONFIRMED?

Everybody with hypercholesterolaemia
should be offered tailored lifestyle advice
which will include:
1. Stopping smoking
2. Healthy eating, especially reducing intake
of saturated fats and increasing fruit and
vegetable intake
3. Increasing activity levels
Health professionals can visit our website
for more information on tailored lifestyle
advice (www.bhf.org.uk/informationsupport/

support/healthy-living and www.bhf.org.uk/
informationsupport/support/healthy-living/
understanding-risk-factors).
Depending on the lipid profile results and
any pre-exisiting conditions, statins may be
indicated.
The following links are useful resources
on this topic:
• Primary prevention – www.cks.nice.org.uk/
topics/lipid-modification-cvd-prevention
• Secondary prevention – www.cks.nice.
org.uk/topics/lipid-modification-cvdprevention/management/lipid-therapysecondary-prevention-of-cvd

ARE THERE ANY SELF-HELP
SUGGESTIONS FOR INDIVIDUALS IN
ADAPTING THEIR LIFESTYLES TO
REDUCE THEIR CHOLESTEROL?

While diet alone can’t cure FH, patients
can be advised to follow healthy lifestyle
advice on how to eat a healthy balanced diet,
maintain a healthy weight, and do plenty of
exercise. This can help regulate levels of nonHDL cholesterol.

ARE THERE ANY AIDS /
TOOLS / RESOURCES WHICH
CAN HELP HEALTHCARE
PROFESSIONALS HARNESS THEIR
HYPERCHOLESTEROLAEMIA
KNOWLEDGE?

The British Heart Foundation has a wealth of
support materials and professional resources
on its website. You can access them at www.
bhf.org.uk/for-professionals/healthcareprofessionals.
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INFLAMMATORY BOWEL DISEASE

A MATTER OF URGENCY

NIHR sweeps the healthcare
landscape to discover
which recent inflammatory
bowel disease-related
updates present potential
advancements for both the
provision and receipt of
patient care.

TRINITY RESEARCH IDENTIFIES NEW THERAPEUTIC
OPTIONS FOR CHILDHOOD INFLAMMATORY BOWEL
DISEASE

Did you know that globally the prevalence for inflammatory bowel
disease (IBD) is 396 cases per 100,000 persons annually? And
although the symptoms include abdominal pain, persistent diarrhoea,
weight loss and fatigue, the exact cause of the disease remains
unknown.
Researchers from the School of Medicine, Trinity College,
working closely with paediatric gastroenterologists at CHI-Crumlin,
have previously shown that small proteins known as IL-36 cytokines
are ‘switched on’ in the inflamed intestines of children with newlydiagnosed IBD. However, it’s still not fully understood how IL-36
cytokines drive disease.
Now, new research from the team addresses this by demonstrating
how IL-36 can instruct proinflammatory CD4+ T cells to accumulate
in the inflamed intestine and worsen disease. Identifying how
these proteins promote disease progression will be invaluable in
advancing efforts to target their activity among IBD patients as a new
therapeutic option. The study is published in the journal Mucosal
Immunology.
IL-36 acts as an instructive signal to drive inflammation in
different tissue sites. Its activity is perhaps best characterised in
the skin where it is thought to play an important role in driving
chronic inflammation in diseases, such as psoriasis. Normally the
activity of IL-36 is tightly regulated in healthy tissues to ensure that
inappropriate activity does not result in chronic inflammation. For
ill-defined reasons this regulation appears to be lost in IBD.
The key finding of the study identifies how IL-36 can cause the
accumulation of the damaging CD4+ T cell in the inflamed intestine,
where they play a central role in driving the inflammation observed
in IBD. These findings build upon the team’s earlier work which
identified that IL-36 cytokines were elevated among children with
IBD and was associated with worsening disease outcomes.
Identifying how these proteins promote disease progression offers
fresh insights and will advance efforts to target their activity among
IBD patients as a new therapeutic option.
Patrick Walsh, Associate Professor in Paediatric Immunology,
Department of Clinical Medicine at Trinity’s School of Medicine,
explained, ‘These results shed new light on how a potential new
therapeutic target can promote the early pathogenesis of IBD.
Gaining a deeper understanding of how IBD develops during its
earliest stages, in childhood and adolescence, is critically important
in efforts to design new and improved treatment options for these
patients as they transition to adulthood.’
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COVID-19 VACCINE PROTECTS SUFFERERS OF IBD

COVID-19 vaccines taken by people with IBD, which affects millions
worldwide, safely and effectively protects them from the SARS-Cov-2
virus, a Rutgers study has found.
The comprehensive review, published in the journal Alimentary
Pharmacology & Therapeutics, focused on all studies describing the
response of patients with IBD who were administered a COVID19 vaccine. People with IBD are commonly treated with drugs that
suppress the immune system and have reported concerns over
whether such treatments might weaken their response to the vaccine.
‘We wanted to demonstrate in a systematic way that the vaccines
will safely protect our IBD patients from COVID-19,’ explained study
author Abhishek Bhurwal, an Advanced IBD Fellow in the Division
of Gastroenterology and Hepatology at the Rutgers Robert Wood
Johnson Medical School.
‘Our systematic review and meta-analysis confirmed that the
vaccines are safe and work well in our patients.’
The disease, which includes Crohn’s disease and ulcerative
colitis, causes chronic inflammation of the gastrointestinal tract. The
numbers of such patients, Bhurwal said, are growing
The study focused on four key aspects of COVID-19 vaccination
of IBD patients: the strength of their immune response to the
vaccine; the occurrence of breakthrough infections after taking the
vaccine; the occurrence of adverse events to the vaccine; and whether
differing IBD treatments affected vaccine effectiveness.
The analysis found that vaccinated IBD patients showed high
levels of antibody response, known as seroconversion, two weeks
after the first vaccine, indicating a strong, positive response to the
vaccine. The response was even higher after two doses, as compared
with one dose.
Vaccinated IBD patients did not experience a higher or lower
rate of breakthrough infections than the control group in studies.
However, the studies analysed were likely not designed to allow for
more subtle distinctions. Additionally, further studies regarding
effectiveness for variants and booster doses are needed.
Vaccinated IBD patients experienced a low rate of adverse events,
and the most common events have also been seen in the general
population: reactions at the injection site; headaches; backache; and
joint pain.
Vaccinated IBD patients on different immunosuppressive
treatments had a similar response to the vaccine. Further studies are
needed for assessing patients on corticosteroids for IBD.
Because of their treatment with immunosuppressive drugs, IBD
patients are more susceptible to infectious disease than the general
population. As a result, they have been encouraged to receive
COVID-19 vaccines.
‘Because members of the IBD population are
immunocompromised, it was important to document that the SARSCoV-2 vaccines work for them,’ Bhurwal continued.
‘With this analysis, we can say that two doses of the SARS-CoV-2
vaccines are safe and effective in the IBD population. But we need
further studies regarding booster doses and COVID variants.’
NIHR

Putting patients first is at the
centre of decision making for
Tillotts Pharma UK
The terms of the Northern Ireland Protocol require changes to be
made to pharmaceutical supply chain arrangements, Tillotts Pharma
UK Ltd have already put into practice measures to protect continuity
of supply of our range of medicines in Northern Ireland. Tillotts have
appointed United Drug Distribution in Dublin as our pre-wholesaler
serving the wholesale supply chain in Northern Ireland with our
range of medicines for the treatment of gastrointestinal diseases.

If you or your patients need any help obtaining
any of Tillotts medicines please email Katherine
Glover, Tillotts Commercial and Supply Chain
Manager, on ukcommercial@tillotts.com
or telephone our office 01522 813500

NU-01346 | September 2021

Learn more about
Tillotts Pharma UK at:
www.tillotts.co.uk
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MARIE CURIE

SPREADING
THE WORD
As the stigma of talking about
death persists, a significant
proportion of society are
missing out on care. How
can we help overcome these
conversational barriers?
SUCCESSFUL PREVENTION
PROGRAMME TO STOP DIABETES
SURGE

The UK’s reluctance to talk about death and low awareness of
shocking to realise that over 30 per cent of the population do not
The Northern
Healtheveryday
& Social Care
Trustused
is offering
a freeand
programme
to
palliative care contribute to one-in-four people missing out on vital
understand
language
by health
care professionals.
anyone who
been
they arelanguage
pre-diabetic.
care at the end of their lives, said Marie Curie.
Thishas
lack
of atold
common
can lead to unnecessary confusion
The end-of-life charity hope to help break the persistent stigma The Diabetes
Prevention
Programme
(DPP) isconversations
targeted at individuals
and distress
at a time
when important
are, and should
around death to help people understand the care and support they
who havebe,
been
tested
by their
taking
place.
’ GP and have a blood sugar level slightly
might need at the end of their lives. In a recent survey, despite living
above the normal range. The initiative aims to tackle the increasing
in pandemic times, around half of people in the UK (51 per cent)prevalence of type 2 diabetes and has already helped hundreds of people
IMPORTANCE OF UNDERSTANDING
think we don’t talk enough about death and dying as a society. across theTHE
Northern Health & Social Care Trust area.
Ranbir
Saib, 54, lives in Hayes, West London. Her 81-year-old mum,
The findings also reveal as many as a third of people in the UK are
Approximately 95,000 people are living with type 2 diabetes in
Gurvinder
Choda, had Marie Curie nursing care, before she died at
not familiar with common terms used by healthcare professionalsNorthern
and
Ireland, a startling 60 per cent increase in the last decade.
home in Southall in October 2019.
others in care for dying people. Marie Curie said that this means thatThe DPP
is delivered across the Northern Health & Social Care
Ranbir said, ‘We were told mum was being moved over to
people who need this vital care may not access it, or don’t understand
Trust by specialist health coaches who work to support and motivate
palliative care about a month before she died. She was being
what care to ask for.
participants to make healthy lifestyle changes over a nine-month period,
from hospital for the last time, and when they mentioned
Among the words that people didn’t recognise were ‘palliativewith the discharged
objective of
postponing,
and even
preventing,
typewhat
2 diabetes.
palliative
care,
I don’t think
I fully
understood
that meant.
care’ (31 per cent), ‘hospice care’ (32 per cent), and ‘end-of-life care’
Leesa Houston,
the
DPP
Manager
with
the
Northern
Health
& Social
When
I
asked,
they
said
it’s
the
last
care
in
her
journey
and I thought
(33 per cent).
Care Trust,
explained
further,
‘The
DPP
is unique;
instead
of telling our
of course
it is,
because
she’s
elderly.
I took
it literally.
And when it comes to practical steps around end-of-life care and
participants what tothe
do, Marie
the health
coaches
andshe
support
them
Curie
nursemotivate
came over,
said do
you know
funeral planning, nearly half didn’t recognise ‘Power of Attorney’to make their‘When
own
behaviour
changes
around
what
really
works
for
them.
what
palliative
care
means?
She
literally
said,
it
means
she
will die. I
(44 per cent) or ‘Living Will’ (53 per cent), and over three-quarters
This has resulted
in
more
long-term
benefits
for sat
ourtogether
participants.
think
it
was
the
first
time
that
we
all
as
a
family
weren’t familiar with ‘Advance Care Plan’ (77 per cent). The lowest ‘Our results speak for themselves, of nearly 374 participants who haveto think,
how long do we have her?
recognition was for the term used to describe written documentation
completed the
DPP, 80
havearound
reduced
their
bloodthe
sugar
levels,
‘I called
allper
thecent
family
and
I asked
Marie
Curie nurse
expressing your healthcare wishes if you’re not able to communicate
over half to
of explain
these people
are
no
longer
pre-diabetic
and
66
per
cent
havehelped.
what
will
happen
next.
That
conversation
really
them yourself; ‘Advance Directive’ (87 per cent).
lost weight.’
It made us realise how limited our time was with mum. We started
The charity warn that society’s reluctance to think or talk about
taking it in turns to sit with her and hold her hand. We had our
death and dying mean that many people feel deeply unprepared and
conversations with her, even if she was asleep, we trusted she could
distressed when facing the end-of-life, either for themselves or their
hear us.
loved ones.
‘If the Marie Curie nurse hadn’t explained to me that mum was
Chief Investigator, Professor Annmarie Nelson, Scientific Director
dying,
there’s a risk I would have missed her final moments.’
at the Marie Curie Palliative Care Research Centre based at Cardiff
University’s School of Medicine, said, ‘Our research clearly shows
that as many as one-in-three people are unfamiliar with end-of-life
care terminology, which is a barrier to accessing care or services. It is
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MS

MS: A
FLARE
DEAL
For many people with
multiple sclerosis (MS),
relapses are a considerable
part of their condition,
yet confusion about their
occurrence and the most
effective action to take
may still linger. Here the MS
Trust team discusses what
information patients should
be aware of, in addition
to how relapses can be
identified and dealt with.

WHAT IS A RELAPSE?

A relapse is a relatively sudden (over hours or days) episode of new
symptoms or a worsening of existing MS symptoms. People call relapses
by different names, including an attack, a flare up, an episode, a blip or an
exacerbation.
If your patient has relapsing remitting MS, they may have episodes of
symptoms (a relapse) that occur for a period of time (usually days, weeks
or months) which then improve either partially or completely (remission).
They tend to happen most often in the first few years after being
diagnosed with MS but people can experience a relapse at any time.
If the individual has secondary progressive or primary progressive MS,
they may also experience relapses, but much less frequently.
To be considered a new MS relapse:

OLD MS SYMPTOMS MUST HAVE BECOME WORSE OR
NEW SYMPTOMS APPEARED

Most people with MS experience some symptoms continuously, but
between relapses this background level will remain more or less stable. It’s
when symptoms change that they may be having a relapse.

SYMPTOMS MUST LAST FOR AT LEAST 24 HOURS

However, relapse symptoms generally last for days, weeks, or even
months.

SYMPTOMS MUST OCCUR AT LEAST 30 DAYS FROM THE
START OF THE LAST RELAPSE
MS symptoms should have been stable for about one month before
symptoms become worse or new symptoms appear.

THERE MUST BE NO OTHER EXPLANATION FOR THE
SYMPTOMS

Heat, stress, infections and other factors can make symptoms worse and
can be mistaken for the start of a relapse. When these factors are resolved,
the patient’s symptoms should improve.
If the individual isn’t sure whether they are having a relapse, they
could wait a day or two to see if their symptoms improve before
contacting a health professional. With time, the patient will become an
expert on their own MS and will develop a better feel for whether they’re
having a relapse or if it’s just the day-to-day fluctuation of their symptoms.
Any MS symptom can be associated with a relapse, but the most
common ones include issues with fatigue, dizziness, balance and coordination, eyesight, bladder, weakness in a leg or arm, areas of numbness,
pins and needles or pain, memory and concentration, and mobility. The
patient can experience one or several of these symptoms together during
a relapse.
Whatever symptoms are experienced, they’re likely to get gradually
worse over a few days, or perhaps longer, and then level off. After a time
(typically weeks, though this varies) the symptoms will usually subside
and the patient will gradually start to recover. Sometimes the symptoms
of a relapse go away completely but, in other cases, they may not fully
disappear.
Both the frequency and severity of relapses are very variable and
unpredictable. A UK study in 2012 found that on average, people
with relapsing remitting MS have around one relapse every two years.
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MS
However, some people may have several relapses in one year, while
others may go for several years without having a relapse.
During pregnancy, women are less likely to have a relapse, although
the risk of relapse increases in the six months after the birth. This is
thought to be due to changes in the level of hormones, particularly
oestrogen, in the body during and after pregnancy.
Some relapses have relatively little impact on what the individual
can do day-to-day and their symptoms may improve within a few
weeks. However, other relapses may be more severe and could require
a stay in hospital followed by a recovery period. Recovery from a
relapse usually happens within the first two-to-three months, but may
continue for up to 12 months.

WHAT HAPPENS IN A
RELAPSE?

When the immune system attacks the myelin covering of nerves,
it causes inflammation and damage to the myelin (demyelination).
Messages pass along demyelinated nerves more slowly, or may even be
completely blocked. This can lead to a variety of symptoms, depending
on the part of the brain or spinal cord that is affected.
When the inflammation subsides it is possible for the damaged
myelin to be replaced, a process known as remyelination. Messages
are able to pass along the affected nerves more easily and symptoms
gradually improve. Although the new myelin can work effectively, it
tends to be thinner than unaffected myelin and so messages through
the affected nerves may not be as fast as before the relapse.
It should be noted that inflammation doesn’t always result in a
relapse. It can occur in a part of the brain which isn’t associated with
symptoms, or the brain may be able to adapt rapidly and re-route
messages around an area of inflammation. These are known as silent
lesions, or a subclinical relapse, and can only be seen using MRI scans.
Increasingly, these subclinical relapses are being seen as an important
marker of MS activity and one of the measures which make up the
NEDA (no evidence of disease activity) treatment goal.

WHAT SHOULD AN INDIVIDUAL DO IF THEY THINK
THEY’RE HAVING A RELAPSE?

If the patient thinks that they’re having a relapse they should report it
to their MS team as soon as possible.
Relapses can be a sign that their MS is becoming more active so
it’s important to report each one, even if they don’t think they need
medical treatment. If the MS is becoming more active, it may be
necessary to consider starting one of the disease-modifying drugs or
switching to a different one.
Soon after diagnosis, the MS nurse should explain what to do if the
patient thinks that they’re having a relapse. If they haven’t been told
what to do, they could ask their MS nurse or neurologist for advice.
Different centres have different approaches to reporting and managing
relapses. For many people, their MS or neurology nurse will be the first
point of contact. For others, it could be their neurologist or GP. Some
MS nurses will discuss the individual’s concerns by phone or email,
others may book an appointment to see them. Some MS teams have
relapse clinics that they can attend at fairly short notice.
The MS nurse will ask the individual about the symptoms they’re
experiencing, when they started, what has changed and how these
symptoms are affecting them on a day-to-day basis. Their MS nurse
will also want to know if there’s anything happening that could be
making their symptoms worse, such as any signs of a possible infection
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– this will often include having a test for a urinary tract infection.
Some women find that their MS symptoms worsen around the time of
their period, so the MS nurse may ask about their menstrual cycle.

HOW ARE RELAPSES
TREATED?

Once the patient’s MS nurse has confirmed that they’re having a
relapse, they should discuss their symptoms with them and decide
whether they need treatment for the relapse itself or any of the
symptoms they are experiencing.
Not all relapses need treatment. The symptoms of a relapse will
generally improve on their own.

STEROIDS

If the patient’s relapse is having a significant effect on what they want
to do day-to-day, their MS team or GP may suggest that they take a
short course of steroids. Their MS nurse or neurologist should discuss
with them the pros and cons of taking steroids so that they can decide
together on the best course of action in the particular situation.
Steroids speed up recovery from a relapse by reducing
inflammation and ideally should be started as soon as possible after
the patient’s relapse has been confirmed. However, taking steroids
won’t affect how well they recover in the long-term from the relapse
and won’t affect the course of their MS.
Steroids can be taken as tablets, or through an intravenous infusion
(drip) in a hospital clinic.

REHABILITATION

Whether the patient decides to take steroids or not, there may be other
treatments to help them with their symptoms. These might include
medication for MS symptoms, physiotherapy, occupational therapy
to support them at home or at work, neuropsychology, or speech and
language therapy. For more severe relapses, the patient may need help
from social services, for instance, with aspects of their personal care or
preparing meals.

FOLLOW-UP APPOINTMENT

If required, the MS nurse may arrange a follow-up appointment, which
might be either face-to-face or over the phone. This will typically take
place about two months after the start of the patient’s relapse and is an
opportunity for their MS nurse to check how they are and for them
to discuss other treatment options if things are still difficult. The MS
nurse should also make a record of the patient’s relapse and pass this
on to their neurologist, so that their MS team has a full record of their
relapses and symptoms.

ABOUT THE MS TRUST

The MS Trust is here for everyone affected by MS, from the moment of
diagnosis and throughout their journey. The MS Trust is here for them
today, tomorrow and every day after, making sure a life with MS isn’t a
life defined by MS.
The MS Trust is committed to ensuring that EVERYONE with MS
can access the treatments and services they need and deserve.
It is the charity that believes that no-one should have to manage
MS alone, whatever their personal or social circumstances.
For more information, visit www.mstrust.org.uk, call 0800 032 38
39 or email ask@mstrust.org.uk.
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Toddler Milk

MORE THAN 90%
OF 1-3 YEAR OLDS IN IRELAND
DO NOT GET ENOUGH VITAMIN D1

APTAMIL TODDLER MILK
FSAI Dietary Guidelines for Toddlers 2020
Fortified foods and drinks may contribute to the
intakes of Vitamin D, Iron & Omega 3 in toddlers2
Just 2 beakers a day (300ml) of Aptamil Toddler
milk provides toddlers with 100% of the RDA3 for
Vitamin D and 53% of the RDA3 for Iron
Available in 800g powder, 200ml & 1 litre liquid

Scan for more information. Alternatively, call our dedicated
freephone on 1800 22 12 34 or visit nutricia.ie
This information is for healthcare professional use only.
Aptamil Toddler Milk should be used as part of a varied and balanced diet from 1 year. Recommended serving per day is 300ml.
1. Irish Universities Alliance (IUNA), National Pre-school Nutritional Survey. Further analysis for Danone Nutricia (data available on request). Main survey available at:
https://www.iuna.net/surveyreports 2. Food Safety Authority of Ireland (FSAI), Scientific Recommendations for Food-Based Dietary Guidelines for 1 to 5 Year-Olds in Ireland.
Available at: https://www.fsai.ie/Dietary_Recommendations_1-5_Year_Olds/ 3. Food Safety Authority of Ireland (FSAI), Recommended Dietary Allowances for Ireland 1999.
Available at: https://www.lenus.ie/handle/10147/44808
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EPILEPSY
EPILEPSY: A
REALITY CHECK
Influencing the way assistance is both accessed and
delivered by service-users and providers, COVID-19 has
created substantial challenges for epilepsy services. How
have these changes been received – and what meaningful
improvements must fuel the path ahead?

SPEAKING OUT

NIHR shares a snapshot
of the findings and
patient reflections
detailed in Epilepsy
Action’s report, ‘Lived
Experiences of Epilepsy
Health Services During
the COVID-19 Pandemic’
in which 160 responses
to the web form were
received.

ACCESS TO SERVICES

The most immediate impact of the pandemic
for many people with epilepsy was access to
epilepsy health services.
Epilepsy Action asked whether people
had been able to contact local epilepsy
services if they needed them? 81 respondents
said they had, 67 said they had not.
Many face-to-face appointments
were cancelled or rearranged as remote
consultations either by phone or video. Some
people with epilepsy have been diagnosed
during the pandemic, some without ever
seeing a specialist clinician in person. Others
have had tests or procedures that can’t take
place remotely impacted by the pandemic.

REMOTE CONSULTATIONS

When asked how planned appointments
had been affected, 64 respondents
mentioned that they had been offered or had
appointments related to their epilepsy by
telephone instead of face-to-face. Only eight
respondents had been offered or had a video
appointment, three of those also referenced
surgery in their responses, suggesting
that those on neurosurgery pathways may
have been more likely to be offered video
consultations.
For some respondents telephone
consultations worked well, noting that
they could reduce the upheaval of hospital
appointments or minimised the risk of
encountering COVID-19.
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‘My GP had contacted the neurologist with
a query just before lockdown. The neurologist,
not only replied to my GP but also arranged a
telephone consultation with myself. Perfectly
adequate and much better than the usual
upheaval of spending an hour or two at the
hospital.’
‘I had a telephone appointment instead of
a face-to-face one, which was better for me as
it minimised risks of catching covid going to
the hospital.’
For some people with epilepsy, remote
consultations presented additional
challenges. Of note are the experiences of
two respondents, one who uses hearing aids
and another who cares for an adult with
epilepsy and severe learning difficulties.
It is important that people with epilepsy
are involved in conversations about which
type of appointments are preferred and
that comorbidities and other additional
needs are considered. It is also the case
that some respondents simply prefer faceto-face appointments, noting feelings of
isolation and issues with timings of remote
consultations. Some respondents who had
telephone appointments said they would
have preferred video appointments instead.
The responses on the issue of remote
consultations made clear that some people
with epilepsy found them to be adequate or
even beneficial in the context of COVID.
Others found that remote consultations,
particularly telephone consultations,
presented some additional challenges.
For more information, visit www.
epilepsy.org.uk.

PLANNING FOR
BETTER

A spokesperson for
Epilepsy Action Northern
Ireland comments on
the current state of play
of epilepsy diagnoses
and services across the
region – and where we

go from here.
‘Waiting times for neurology appointments
in Northern Ireland are painfully long. At
Epilepsy Action, we hear from so many
people who are just being diagnosed with
epilepsy after visiting A&E. They are being
given medication and told they will see
a neurologist properly in several years.
Previously, they would have at least had a
review with a GP, Epilepsy Specialist Nurses
(ESNs) or neurologist within a few weeks.
‘People are not being properly supported
and not being given access to ESNs. A
common problem patients face is not being
told about the side-effects of medication.
It was bad before the pandemic, but it’s
much worse now. Many people tell us they
feel quite desperate, suffering from severe
side-effects of their medication. We signpost
people back to their GP or neurologist if they
have one, to ask for an urgent medication
review. Telephone consulting may be the
norm, but it’s a huge struggle to get to speak
to anyone. There is a massive backlog for first
presenters.
‘Another problem to have emerged during
COVID is with paediatric-to-adult service
transition. If a 16 or 17-year-old is presenting
to A&E, they are not being supported by
either service. We recommend a plan for
supporting children and young people with
epilepsy, including maintaining medicine
review appointments and paediatric advice
line services.’
‘Staffing is another problem area. The
main ESN adviceline that covers three-outof-five of our trust areas has reduced its
capacity from five mornings per week to
three during the pandemic. People are calling
for weeks and can’t get through. Earlier this
year, consultants had to staff the helpline for
several weeks due to nurse redeployment to
COVID wards, or due to illness.
‘GP use of the ESN service has also
increased significantly in the past year
which has a knock-on effect. Many GPs
and community pharmacists are using
the ESNs as a first port-of-call for patients
with epilepsy. This is thought to be due to
increased awareness of the roles of specialist
nurses and the change towards teleconsulting
during COVID-19. Pharmacists are also
being told to consult ESNs on medication
queries, rather than ask GPs.
‘Epilepsy Action would urge health
leaders and decision-makers to engage with
the recommendations made in our report.
More importantly, service providers must
listen to the voices and experiences of people
with long-term health conditions, such as
epilepsy, and healthcare professionals, and
involve those who access and deliver services
when rebuilding.’
NIHR

Thu 28th April
2022
ICC Belfast

Inaugural PDA
Student Member
Conference NI 2022
As part of the PDA sponsorship of the
Pharmacy Student Leadership Award,
the PDA is inviting all pharmacy
student members in Northern Ireland
to attend a half-day conference led by
Una O’Farrell, Locum Pharmacist and
PDA National Officer for NI.

This event is being held at ICC Belfast.
On the day you will hear a keynote
speech from PDA Chairman, Mark
Koziol, who is also the Secretary
General of EPhEU.

This FREE event is exclusively for PDA members. Lunch and refreshments will
be provided on the day.
To reserve your place at this student event, please visit:
www.the-pda.org/events/inaugural-pda-student-member-conference-ni-2022/
We look forward to welcoming you on the day!
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PERINATAL MENTAL HEALTH

ROAD TO RECOVERY
Due to insufficient coverage and
limited conversation, many parents
are having to tackle the toll of
perinatal mental health alone.
Annie Belasco, Head of Charity,
PANDAS Foundation, delves into
the condition, the impact of COVID,
and how families can be fueled with
help and support to move forward
in their lives.

illness after having a baby, and we also know that the likelihood of a
man experiencing post-natal depression can be up to 50-to-75 per cent
more likely if their partner has received a mental health diagnosis. We
know that the strains and stresses of everyday life and expecting a new
baby can be daunting enough, but sadly for some, to then experience
perinatal mental illness without the right support can be catastrophic.
Different factors can contribute to perinatal illness. Pre-existing
mental health conditions, adverse childhood experiences and birth
trauma can be some, but not all, of the triggers for perinatal mental
illness. Some of the symptoms can include low mood, anxiety, panic
attacks, dark thoughts, loneliness and isolation. There is often lots of
warning around the term ‘baby blues’ which typically lasts around two
weeks after the baby is born which can include low mood and anxiety.
However, persistent symptoms that don’t go away for longer periods
can be a glowing red flag for something more sinister within perinatal
mental health.

THE PANDEMIC EFFECT

During lockdown periods between March 2020-and-March 2021
PANDAS Foundation (pre- and post natal depression advice and
support), who support parents, carers and their networks, saw a rise
to their helpline of 240 per cent from parents who were terrified of
being even further isolated due to not being able to access services,
such as antenatal support, aftercare support and regular face-to-face
appointments with their GPs, health visitors and midwives. The
services were still open, but the communication channels changed,
causing and triggering further anxiety for parents who wanted to enjoy
their parental journey without the additional challenges.

BRIDGING THE GAP
Annie Belasco
Perinatal mental health is a much undiscovered subject for many
people, including expecting and new parents. Many parents begin
their parenting journey with excitement, high hopes and optimism,
planning practical arrangements, and having great expectations for the
planning and arrival of their new baby. Many parents arm themselves
with knowledge and resources to be as fully prepared as possible.

WHAT IS PERINATAL MENTAL ILLNESS?

Perinatal mental illness is a significant, but manageable, illness which
includes pre- and post-natal depression and anxiety, maternal OCD,
birth trauma / PTSD and, in extreme circumstances, psychosis.
The symptoms can occur at any time from pregnancy through to
birth and beyond. One-in-10 women experience perinatal mental
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Early intervention is crucial for the successful treatment of perinatal
mental illness, and this is where PANDAS can bridge the gap between
parents and the NHS who are much over-stretched and underresourced. While we don’t offer medical advice, you do not need to
have a diagnosis to contact us and we have the most experience from
a lived, work and academic experience basis, running our teams with
our incredible selfless volunteers who balance their own jobs and home
life alongside PANDAS – offering an experienced and empathetic
lifeline for many parents who don’t feel that their symptoms warrant
any advice or support, or parents and carers who have no knowledge
or understanding of perinatal mental illness.
Recovery is completely possible with the right knowledge, advice,
with someone who is empathetic, and by receiving correct signposting
going forward.
For more information, visit www.pandasfoundation.org.uk.
NIHR

ENJOY SUMMER FUN WITH FORTINI SMOOTHIE

THE ONLY * PAEDIATRIC
SMOOTHIE ST YLE ONS** WITH

15% REAL FRUIT
300 6.8

7.2

2.8

FREEZE

FOR ICE LOLLIES!

ORDER SAMPLES^: SCAN THE QR CODE
CONTACT NUTRICIA FOR A LOLLY MOULD AND RECIPE
CARD FOR YOUR PATIENTS FREEPHONE 0800 783 4379
This information is intended for healthcare professionals only.
The Fortini range are Foods for Special Medical Purposes for the dietary management of disease related malnutrition
and growth failure in children from one year onwards and must be used under medical supervision.
*Datacards reviewed from competitor websites June 2021
** ONS: Oral Nutritional Supplement
^ Product can be provided to patients upon the request of a Healthcare Professional. They are intended for the
purpose of professional evaluation only.
Nutricia Ireland, Block 1, Deansgrange Business Park, Deansgrange, Co. Dublin.
Date of publication, February 2022

NUTRITIONALLY COMPLETE
FOR CHILDREN AGED

1+ YEARS

ACBS

APPROVED

Alkindi® for the Individual
Individualised, accurate and flexible dosing —
without the need for compounding1
16.5 mg daily

0.5 mg

1 mg

8.5 mg daily

2 mg

5 mg

Abbreviated Prescribing Information for Alkindi®
0.5 mg, 1 mg, 2 mg, and 5 mg granules in capsules
for opening (Hydrocortisone)
Capsules for opening containing 0.5 mg, 1 mg, 2 mg
or 5 mg of hydrocortisone respectively. Indication
Replacement therapy of adrenal insufficiency in infants,
children and adolescents (from birth to < 18 years old).
Dosage Dosage must be individualised according
to the response of the patient: the lowest possible
dosage should be used. Recommended replacement
doses are 8-15 mg/m2/day, in three or four divided
doses. In minor illness or trauma, the total daily dose
of Alkindi may need to be doubled or tripled. In more
severe situations particularly with vomiting/diarrhoea,
high fever or trauma/surgery parenteral administration
of hydrocortisone and transfer to a facility with
resuscitation facilities are necessary. Administration
The capsule shell must not be swallowed but carefully
opened. The granules are either poured directly onto
the child’s tongue, or a spoon, with or without soft
food, can be used to place the granules in the child’s
mouth. Immediately after administration fluid should be
given orally. Contraindications Hypersensitivity to the
active substance or to any of the excipients. Patients
with dysphagia or premature infants where oral feeding
has not been established. Warnings and precautions
Where a child is vomiting or acutely unwell parenteral
hydrocortisone should be started immediately. Sudden
discontinuation of therapy risks adrenal crisis and
death. Relative adrenal insufficiency may persist after
discontinuation and in any stress situation therapy
should be reinstated. Any signs of infection should be
treated seriously, with an increased dose of Alkindi
being started promptly. Inaccuracy in dosing possible
with conventional oral hydrocortisone crushed or

hydrocortisone granules
in capsules for opening

5.5 mg daily

11 mg daily

In the long term follow-up study for
Alkindi, there were no trends for
accelerated or reduced growth and
no adrenal crises were observed2
compounded formulations can lead to adrenal crisis
when switching from these to Alkindi. Close monitoring
of patients is recommended for a week after switch,
and extra doses of Alkindi should be given if symptoms
of adrenal insufficiency are seen. If this is required, an
increase in the dose of Alkindi should be considered and
immediate medical advice should be sought.
Growth and/or bone mineral density may be retarded
during infancy, childhood and adolescence. Psychiatric
disturbances have been observed in adult patients
taking replacement doses of hydrocortisone. If this
occurs parents should seek medical advice immediately.
Rarely anaphylactoid reactions have occurred in
patients receiving corticosteroids. Visual disturbances of
various types have been reported in patients receiving
oral corticosteroids. Should this occur, consult an
ophthalmologist. Granule cores may sometimes be seen
in stools, no additional dose is required. Alkindi must not
be administered through nasogastric tubes. Interactions
Hydrocortisone is metabolised by cytochrome P450
3A4 (CYP3A4). Concomitant administration of
medicinal products inhibiting or inducing CYP3A4
may require dose adjustment of Alkindi and close
monitoring. Pregnancy and lactation Hydrocortisone
for replacement therapy can be used during pregnancy
and breast feeding. Adverse events A total of 30
healthy adult male subjects in two phase 1 studies and
24 paediatric patients with adrenal insufficiency in two
phase 3 studies have been treated with Alkindi. There
were no adverse reactions seen in any of the studies.
In adult patients receiving hydrocortisone replacement
therapy adverse events have been reported with
unknown frequency: psychosis with hallucinations
and delirium, mania, euphoria, gastritis, nausea, and
hypokalaemic alkalosis.

References: 1. Diurnal. Alkindi® Summary of Product Characteristics.
Available from https://diurnal.co.uk/UkResidents/HCP/alkindi-rhydrocortisone-granules-in-capsules-for-opening.
Last accessed 18/01/22;
2. Neumann et al. JCEM 2021; 106(3):e1433–e40.
Date of Preparation: January 2022 Code: Inf EU-GB-0174
©Copyright | All rights reserved Diurnal 2022

Legal classification: POM

Product
(50 capsule
bottle)

Basic
MA Number
NHS Cost

Alkindi 0.5 mg
granules in
capsules for
opening

£33.75

Alkindi 1 mg
granules in
capsules for
opening

£67.50

Alkindi 2 mg
granules in
capsules for
opening

£135.00

Alkindi 5 mg
granules in
capsules for
opening

£337.50

PLGB 50616/0007
(UKNI)
EU/1/17/1260/001
PLGB 50616/0008
(UKNI)
EU/1/17/1260/002
PLGB 50616/0009
(UKNI)
EU/1/17/1260/003
PLGB 50616/0010
(UKNI)
EU/1/17/1260/004

Marketing Authorisation Holder
Diurnal Europe B.V., Van Heuven Goedhartlaan 935 A,
1181LD Amstelveen, The Netherlands.
Tel. +31 (0)20 6615 072. Email: info@diurnal.co.uk
Prescribers should refer to summary of product
characteristics for full prescribing information.
Approval Code: Inf EU-GB-0169
Date of Preparation: January 2022

Adverse Events should be reported. Reporting Forms and
information can be found at www.mhra.gov.uk/yellowcard
Adverse Events should also be reported to Diurnal on
adverse-events@diurnal.co.uk Telephone +44 (0) 7917 334899

