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EDITOR'S LETTER
Welcome to the latest edition of Welsh Pharmacy
Review!
Last week, in a move to mollify my love
of all that falls under the horror viewing
genre (with the exception of my hair
when caught in the rain), I asked my
cousin to join me at the cinema for a
scary film. She declined, reporting that
she just wasn’t ‘brave’ enough.
Several days later I arrived at my
friend’s house shortly after she’d
confirmed the booking of her winter
break. When I questioned her glum
mood, she explained that her bank
balance had been hit harder than a
Harry Kane kick – and she wasn’t ‘brave’
enough to check it.
Yesterday evening I flicked through a
forsaken cookery book which had long
left a dent on my shelf. My eyes widened
at a particularly complex dish as I quickly
decided that I wasn’t ‘brave’ enough to
attempt it.
It’s only now that I’m recognising the
different guises and connotations which
we’re granting this term. The word ‘brave’
can be batted about liberally and halfheartedly – when, in many cases, the kind
of courage which we’re not hearing about
is that which should speak volumes.
That’s why in WPR’s pain special
we’re unmasking those in society who
put on a ‘brave face’ when dealing
with their condition daily – from axial
spondyloarthritis (page 46), and pelvic
pain (page 50), to dystonia (page 52),

@MEDCOMwales

and more – and sharing how we can help
the hurting beneath.
In this edition we also challenge
patients’ understanding about how, and
when, to use their inhaler(s) (page 18),
and take allergen immunotherapy to task
(page 21).
As we find ourselves hurtling
towards 2019, we check in on the latest
from the Wales Abdominal Aortic
Aneurysm Screening Programme and its
detection of over 900 Abdominal Aortic
Aneurysms in the past five years (page
29), as well as The Pharmacists’ Defence
Association and its future vision for
delegating tasks to pharmacy technicians
in community pharmacy (page 27).
Looking ahead, discover too how
a new project will help to ensure that
certain new medicines are made available
to patients in Wales as soon as possible
(page 10).
And, of course, we lay the
groundwork for continued inspiration
across the sector by presenting the
second half of our wonderful 10th Welsh
Pharmacy Awards winners (beginning on
page 33).
Happy reading – and happy New Year!
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DISCOVERY OF FIRST COMMON GENETIC RISK
FACTORS FOR ADHD

Professor Anita Thapar
A global team of researchers have found the first
common genetic risk factors associated with
Attention Deficit Hyperactivity Disorder (ADHD)
– a complex condition affecting around one-in-20
children.
Professor Anita Thapar, from Cardiff
University, who leads an ADHD research group
as part of the Psychiatric Genomics Consortium,
explained, ‘This study marks a very important
step in beginning to understand the genetic and
biological underpinnings of ADHD.
‘The genetic risk variants related to this

condition play a significant role in brain-related and
other core biological processes. The next step is to
determine the exact role of these genes in ADHD
to help us inform better treatments to support those
affected by the condition.’
The team analysed genetic information from
over 20,000 people affected with ADHD, and over
35,000 people without the condition, being the
largest genetic study of ADHD to date.
Dr Joanna Martin, a research associate
based at Cardiff University’s MRC Centre for
Neuropsychiatric Genetics and Genomics, added,
‘We identified 12 genomic regions at which people
with ADHD differed compared to unaffected
individuals, and several of these regions are in or
near genes with a known relationship to biological
processes involved in healthy brain development.’
Further analyses demonstrated that the genetic
risk for ADHD is shared with the risk for other
psychiatric and physical disorders, including
depression, obesity, type 2 diabetes, and lower levels
of ‘good’ HDL cholesterol.
The researchers also found that diagnosed
ADHD appears to share much of the same genetic
background as the traits of ADHD, like inattention
and fidgetiness, that can be measured in the general
population.

DR GRAHAM SHORTLAND TO RETIRE AS
EXECUTIVE MEDICAL DIRECTOR
Dr Graham Shortland, Executive Medical Director
at Cardiff & Vale University Health Board, has
announced his plans to retire in April 2019. It will
be nearly nine years in the role at the time of his
retirement, while he has also been a consultant
paediatrician for 25 years.
Dr Graham Shortland’s medical roots stretch
back to his qualification from the University of
Southampton in 1983; he trained in obstetrics and
gynaecology, and then in paediatrics, in a range of
posts in the NHS in Southampton, Cardiff, and
Bristol.
Dr Shortland was appointed as consultant
paediatrician in Cardiff in 1993 and subsequently
adopted a wide range of clinical responsibilities
– including general paediatrics, community
paediatrics, paediatric intensive care, neonatology,
and his main specialism of inherited metabolic
disease. Additionally, he has chaired a number
of national roles, such as the British Inherited
Metabolic Disease Group and, more recently,
stepped into vice chair of the UK National
Screening Committee which followed his successful
leadership role in the implementation of a number
4 | WPR | Dec 2018

of new UK-wide new-born bloodspot screening
initiatives.
Reflecting on his decision, Graham said, ‘I have
greatly enjoyed all aspects and the challenges of the
executive medical director role with Cardiff & Vale
University Health Board and NHS Wales. It has
been a great privilege to be in the post for what will
be nine years in June 2019.’

Dr Graham Shortland

HOME TEST AND
POST PILOT FOR
CHLAMYDIA AND
GONORRHOEA
LAUNCHED
A pilot service running for residents
in the Hywel Dda University Health
Board (HDUHB) area has recently
commenced in which a test kit for
chlamydia and gonorrhoea that can
be used at home is now available via
the Frisky Wales website.
Lisa Humphrey, HDUHB Sexual
Health Service Delivery Manager,
explained, ‘All you have to do is go
to the website, click on the Test and
Post banner, answer some questions
to make sure that this service is right
for you, and you will receive your kit
in the post.’
Currently, in Wales, there is no
centrally available self-testing for
sexually transmitted infections, only
through private purchase, which is
expensive and therefore inaccessible
to many in Wales. Diagnostic testing
outside the healthcare setting means
that there is generally no link to
specialist services and the quality of
care offered may be variable.
Following Public Health Wales’
Sexual Health Review, a pilot project,
supported through the Bevan
Commission Exemplars programme,
has been established to develop a new
testing strategy for self-sampling for
sexually transmitted infections. This
will help to inform future service
provision in Wales.
Zoe Couzens, Public Health
Wales NHS Trust, commented, ‘We
will be trying a new test that uses
swabs for everyone instead of a urine
sample. This makes posting kits easier
for everyone. There will be 1,000 test
kits available. The service will then be
evaluated to ensure that it is the right
thing for Wales so we will be looking
for people to tell us what they think
by completing an online survey.’
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FIVE-YEAR ARTS IN HEALTH STRATEGY DEVISED
staff, and patients.
Maria Battle, Chair of the health board and its Arts and
Environment Group, said, ‘I’m incredibly proud of what the health
board has already achieved in this field by working alongside
the arts community, our dedicated and innovative staff, and,
of course, with the financial support of our wonderful health
charity. However, the work that is set out in this strategy is truly
transformational.
‘By harnessing the power of the creative arts and channelling it
into our services, we have the opportunity to truly think differently
about how we both care for people and keep them well. The arts
will allow us to do this by bringing to the fore the individual’s
holistic needs as a person, not just their clinical needs as a patient.’

The creative arts can offer a powerful contribution to the
experience of patients in care settings but, more importantly, to a
person’s wellbeing – a theory which is boosted by an ever-growing
body of evidence that demonstrates the benefits of the arts in
health and social care settings.
For this reason, Cardiff & Vale University Health Board has
developed, and will soon begin to implement, a five-year arts
strategy that sets out seven strategic objectives through which they
will deliver the benefits of the creative arts directly to communities,

PHARMACIST SPREADS WORD ON
ANTIBIOTIC RESISTANCE
Children at Ysgol Llanfair Dyffryn Clwyd have gleaned a greater insight into the future
standing of medicines – and the role which they can play in helping to ensure that antibiotics
keep people healthy for generations to come.
The learning was facilitated in the form of a visit by Antimicrobial Pharmacist, Kailey SassiJones, to Year 5 and 6 pupils at the Ruthin School, as part of an awareness-raising campaign by
North Wales pharmacists for World Antibiotics Awareness Week. As well as a lesson in how
antibiotics were developed and what they do, Kailey shared information with the pupils about
why it’s important to use antibiotics responsibly.
The visit culminated with the students signing up as Antibiotic Guardians, pledging to
support the safe use of antibiotics.
Kailey explained, ‘We’re working with youngsters to try and influence future generations
and help them to understand why responsible use of antibiotics is so important.
‘Hopefully they can share these messages with their friends, family, and in particular
parents too – who often think they might be doing the right thing in asking for antibiotics for
their child when they're poorly.
‘It’s about getting people on-side so they can understand what antibiotics are, how they
help, and why we need to do all we can to keep them working for future generations to come.’
In addition to enhancing their awareness, the pupils also took part in a competition to draw
their own antibiotic bug, with the designs set to go on display at Ruthin Community Hospital.
Ysgol Llanfair Dyffryn Clwyd Head Teacher, Helen Oldfield, asserted the importance of
the visit, saying, ‘It was great to welcome Kailey here to share information with our pupils
about antibiotics. We’re always keen to welcome guests in to talk to the children about
important issues like antibiotic awareness.’
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MEN'S HEALTH

TESTOSTERONE THERAPY:
NO MAN’S LAND?
Subject to the possible pitfalls of being under-prescribed, over-prescribed, and
mis-prescribed, and requiring the weighing up of benefits and adverse outcomes
and costs by healthcare professionals and patients alike, the path of
testosterone therapy must be navigated with caution. To offer enlightenment,
Channa N Jayasena, Section of Investigative Medicine, Imperial College London,
and Richard Quinton, Institute of Genetic Medicine, Newcastle University and
Endocrine Unit, Newcastle-upon-Tyne NHS Foundation Trust, expertly examine
the controversies of testosterone therapy in men with low testosterone levels.

Channa N Jayasena

6 | WPR | Dec 2018

Testosterone is the major male sex hormone (androgen) produced
in the testes. It is essential for the attainment of normal male sexual
function, muscle growth, haematopoiesis and bone mineralisation,
and has important behavioural effects in men. Levels of circulating
testosterone decline annually by approximately one per cent from
the age of 40 years onwards, and 33 per cent to 50 per cent of
middle-aged men have decreased serum levels of the hormone.
Low testosterone is associated with symptoms such as sexual
dysfunction, hot flushes, reduced physical energy, and mood
disturbance, and complications such as osteoporosis and anaemia,
so the imperative to treat men with a proven deficiency syndrome
might appear to be self-evident. However, both clinical and
biochemical aspects of the diagnosis may be subject to significant
uncertainty. Many of the associated symptoms are non-specific and
may be caused by other conditions, such as obesity, diabetes, and
depression, rather than low testosterone itself, and testosterone
levels in normal men vary significantly with time-of-day, energy
intake, and sleep-wake cycle; universally falling as a normal
physiological response to intercurrent non-gonadal illness.

WWW.WALESHEALTHCARE.COM
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Richard Quinton
Although men who remain slim, fit, and healthy into old age
may likewise retain ‘youthful’ testosterone levels, recent increases
in life-expectancy in most populations means that a much greater
number of men will experience the effects of low testosterone
when compared with previous decades.
Androgen replacement therapy (ART) has been used for
decades to treat men with symptomatic low testosterone, but over
past decades the diagnostic boundaries of this condition have
been well and truly stretched by a combination of enthusiastic
proponents and a willing pharma industry. The only mainstream
form of ART is synthetic testosterone itself, which may be given
using a daily transdermal gel, or using depot injections into the
muscles every few months.
Although short-term ART use is well-tolerated, recent studies
have raised serious safety concerns regarding long-term use of
testosterone, albeit in patient populations where the diagnosis
may not have been entirely secure. Indeed, some clinical trials
have observed an increased rate of adverse cardiovascular events
in older men taking ART. Accordingly, the US Federal Drugs
Administration currently recommends that men on ART are
advised of the potential cardiovascular risks. However, it is
important to note that other trials have reported either no effect,
or even a reduction in markers of atherosclerosis in men taking
ART. Currently, the European Medicines Agency’s position is
that there is insufficient evidence to link ART with increased
cardiovascular risk. There is unfortunately a lack of robust evidence
regarding the long-term safety of ART, compromising clinical
decision-making in the NHS.
In a recent audit of national prescribing data for the UK,
we found that primary care prescriptions for ART in middleaged men had nearly doubled from 2001-to-2010, although the
incidence of men with low testosterone levels was unchanged.

Furthermore, the same study found that the NHS costs of ART
had increased eight-fold. This raises the possibility that ART is
being over-prescribed in middle-aged men, who might be better
off using a PDE5-inhibitor and achieving lifestyle improvements,
due to the lack of clear guidelines and clinical consensus among
doctors. This may potentially confer significant risks for men with
low testosterone.
On the other hand, it is also clear that most geriatricians
(specialists in older people’s medicine) remain unfamiliar
with ART, and have found ongoing controversies deeply
unsettling, making them reluctant to consider ART as part
of their therapeutic armamentarium, even in men with
a cast-iron diagnosis and evident deficiency syndrome
(anaemia+osteopaenia+sarcopaenia+fraily+sexual dysfunction).
Thus, ART is likely being simultaneously under-prescribed, overprescribed, and mis-prescribed.
Determining the symptomatic benefits of ART use in men
with low testosterone, along with its adverse outcomes and costs,
is critical to informing decision-making by men, their clinicians,
healthcare providers, and policymakers. Previous studies have
recruited a heterogeneous population and have used a range of
tools to assess quality of life and symptom severity, making it
difficult for clinicians to compare results across studies.
Furthermore, hardly any studies have explored the perceptions
of men on testosterone therapy, although studies examining the
effects of endogenous and exogenous testosterone on market
trading behaviour have identified optimism as a key psychological
effect. The high withdrawal rates of normal men from trials of
ART in the role of male contraception indicate the possibility of
negative effects. Understanding men’s expectations and experiences
of ART, and the influence this has on their quality of life, would
contribute further evidence towards determining for whom this
intervention may be most relevant and beneficial.
In summary, the strategy of ART offers several potential
symptomatic benefits for men with low testosterone, but suffers
from a conflicting array of evidence which compromises clinical
decision-making across the NHS.

THE NEXT STEP
The National Institute of Health Research (NIHR) has recently
funded a study called the TESTES Consortium aimed at
addressing the problems surrounding testosterone replacement.
This study commenced in September 2018, and has the
ambitious aim of collating all the individual patient data from
clinical trials performed around the world. It is hoped that the
proposed work will identify for the first time which specific patient
groups will most benefit from ART, and which have the highest
risk of harmful effects. Findings of the TESTES Consortium will
be published in late 2020, and are likely to be adopted rapidly in
clinical guidelines and national policy to influence the treatment
of men with low testosterone in the UK and internationally.
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DYSPHAGIA

A HARD ACT TO SWALLOW

We rarely give much thought to the sequence of events that goes on hundreds of times every day as we
swallow food, fluids, or just our own saliva. It’s one of many complex physiological processes that occur
quite subconsciously, until they go wrong – and then the importance of a comfortable and safe swallow
can become dramatically evident. Dr Patricia Macnair, Specialty Doctor in Palliative Medicine at Phyllis
Tuckwell Hospice Care, and Secretary of the Primary Care Society for Gastroenterology, addresses the
subjective sensation of difficulty swallowing, dysphagia.
There are few people who haven’t experienced dysphagia at
some point in their life, as the most common cause, an acute
upper respiratory infection with a sore throat, is a fairly universal
experience. Most children and adults experience three-to-five viral
URTI per year. (1) But a myriad of disorders affecting the top of
the GI tract can interfere with swallowing.

THE NORMAL SWALLOW
Swallowing can be considered in three stages; oral, pharyngeal,
and oesophageal. Initiating swallow in the oral stage involves the
voluntary muscles of the mouth – although often unconscious,
we can consciously control it. During this stage a bolus of food or
liquid is propelled backwards from the oral cavity into the pharynx
by the co-ordinated contractions of several groups of muscles. The
next stage – the pharyngeal stage – is involuntary and involves
further co-ordinated muscular contractions to move the bolus
across the upper oesophageal sphincter and into the top of the
oesophagus. In the final, oesophageal phase, smooth muscle in the
mid and distal oesophagus generates a peristaltic wave that carries
the bolus through the lower oesophageal sphincter and into the
stomach.
This series of events requires meticulous neuromuscular coordination, especially because the top of the gastrointestinal system
shares territory with the respiratory system. To safely swallow, the
shared space must reconfigure from a system that moves air for
breathing and talking, to one that ceases airflow and protects the
airway while food and fluids are taken in. This requires the precise
interplay of six cranial nerves (V, VII, IX, X, XI, and XII), as well
as higher input from the cerebral cortex.

THE ABNORMAL SWALLOW
The pattern of symptoms usually points towards the cause. Patients
may be aware that food is not passing though its normal route
smoothly. They may struggle to initiate a swallow and find that
food simply moves around the mouth or spills back out, suggesting
issues with neuromuscular control. They may have a sense of
something partially obstructing the pharynx, or they may find that
food seems to get stuck further down. This may be accompanied
by pain in the neck or chest, suggesting problems lower in the
oesophagus. So a careful history is very important.

RED FLAG SYMPTOMS IN DYSPHAGIA
• Sudden on-set of severe symptoms
• Rapid progression of symptoms
• Weight loss
• Drooling or inability to swallow saliva
• Focal neurological deficit
• History of severe dyspepsia
• Hoarse voice
With so many components that could go wrong, it’s not
surprising that dysphagia is common, especially as we age. As
many as 40 per cent of over-65s experience dysphagia. (2) The
8 | WPR | Dec 2018

risk increases for two reasons. Normal ageing takes its toll on the
physiologic and neural mechanisms underpinning swallowing.
This progression of change is called presbyphagia, and naturally
diminishes functional reserve. Secondly, dysphagia is a comorbidity of many age-related diseases and / or their treatments.
Oesophageal cancer should always be considered, especially if
there are symptoms suggesting obstruction, a history of dyspepsia,
or a family history of Barrett’s oesophagus. Sudden on-set of
dysphagia is common in stroke. In one study, 64-to-90 per cent of
acute stroke patients experienced dysphagia (3), and eight per cent
went on to develop persistent swallowing difficulties. (4)
In Parkinson’s Disease, drooling and difficulty swallowing saliva
are present in up to 78 per cent of patients, and of those with
swallowing problems, 30 per cent show signs of aspiration. (5)

MANAGING DYSPHAGIA
Establishing the cause is the first priority, as well as consideration
of reversible factors. Simple causes, such as a viral pharyngitis,
have few long-term consequences and can be managed by patients
themselves, with help from the pharmacy. In vulnerable patients
(such as the frail, elderly or those on steroids) other oral infections,
including Candida, should be considered. Dental or ENT review
may be helpful for pre-oesophageal symptoms, while symptoms
suggesting oesophageal issues or obstruction need an urgent OGD
(oesophagogastroduodenoscopy).
Severe oesophagitis may be successfully treated with drugs,
such as proton pump inhibitors or H2 blockers. But other causes
require further investigation and even hospital admission. In 2005to-2006, for example, dysphagia was the primary diagnosis for
24,754 patients admitted to UK hospitals, accounting for 63,204
bed days. (6)
More severe or permanent dysphagia, such as after a stroke, can
have major sequalea, including dehydration, malnutrition, and
aspiration.

REFERENCES
1. https://emedicine.medscape.com/article/225362-overview#a6
Accessed 8.11.18
2. Ney D, Weiss J, Kind A, Robbins J. Senescent Swallowing:
Impact, Strategies and Interventions Nutr Clin Pract. 2009 Jun–
Jul; 24(3): 395–413
3. Mann G, Hankey G, Cameron D. Swallowing function
after stroke: prognosis and prognostic factors at 6
months. Stroke 1999; 30 (4): 744–748
4. Smithard D, O’Neill P, England R et al. The natural history of
dysphagia following a stroke. Dysphagia 1997; 12 (4): 188–193
5. Johnston BT, Li Q, Castell JA, Castell DO. Swallowing and
esophageal function in Parkinson’s Disease. Am J Gastroenterol.
1995 Oct; 90(10):1741-6
6. HESonline: Hospital Episode Statistics. Primary Diagnosis:
3 Character 2005–06. www.hesonline.nhs.uk/Ease/servlet/
ContentServer?siteID=1937&categoryID=203 December 2006
For more information, visit www.pcsg.org.uk.

WWW.WALESHEALTHCARE.COM

NEWS

A PIECE OF ADVICE
Daily prebiotic administration may be a
helpful alternative to dietary restrictions
for patients with functional gut symptoms.

Diets low in fermentable carbohydrate residues (low-FODMAP
diets) are often recommended as a way to reduce symptoms
for patients with functional gastrointestinal disorders, such
as irritable bowel syndrome. But a new study published in
Gastroenterology shows that the prebiotic supplement Bimuno
(GOS) may be an effective alternative to reduce symptom scores.
Current dietary advice can include avoidance of prebiotic
foods and products due to aerobic fermentation in the colon,
causing bloating, wind, and pain. But a randomised, parallel,
double-blind study of patients with functional gastrointestinal
disorders with flatulence has found that both a low-FODMAP
diet and a prebiotic supplement resulted in statistically
significant reductions in symptom scores after four weeks.
The study of 40 patients compared the effects of taking
dietary supplementation with 2.8g/day Bimuno (containing
1.37g GOS which is a galacto-oligosaccharide) plus a placebo
Mediterranean-type diet vs a placebo supplement with a diet low
in fermentable oligo-, di-, mono-saccharides and polyols (lowFODMAP group).
The primary outcomes measured were effects on
composition of the faecal microbiota (with symptoms of

intestinal gas production and digestive sensations as secondary
outcomes).
After four weeks, contrasting effects were seen on the
microbiota in each group, especially regarding the abundance of
Bifidobacteria (these bacteria, linked to gut health, increased in
the prebiotic group but decreased in the low-FODMAP group;
P=.042), and Bilophila wadsworthia (numbers of these bacteria
decreased in the prebiotic group and increased in the lowFODMAP group; P=.050).
After four weeks, both groups had statistically significant
reductions in symptom scores. The reduction in symptoms
persisted for the two weeks of ongoing assessment after patients
discontinued prebiotic supplementation, but reappeared
immediately after patients discontinued the low-FODMAP
diet. Low-FODMAP diets are not designed to be a long-term
solution but a short-term measure to get symptoms under
control before they are gradually reintroduced until a level
of tolerance can be established. That tailored process may
incorporate the use of a prebiotic such as Bimuno.
The full study is published in Gastroenterology in the
October 2018 edition.

REFERENCES
• Huaman JW, Mego M, Manichanh C, et al. Effects of
prebiotics vs a diet low in FODMAPS in patients with
functional gut disorder. Gastroenterology 2018: October

FIRST STEPS TOWARDS MATERNITY
PROJECT AS WORK STARTS ON-SITE

Hywel Dda University Health Board Chief
Executive, Steve Moore, with Justin Humphreys of
Interserve, and members of the project and
construction teams
Work on the £25.2 million obstetric and neonatal facilities
project at Glangwili Hospital is officially underway.
This second phase of redevelopment will enhance the
capacity of the facilities at the hospital, including high
dependency cots, special care cots, and parent overnight stay

rooms, as well as an increase in the number of birthing rooms,
operating theatres, and resuscitation bays. Plans are also in place
for an additional 45 car parking spaces.
The plans will provide a modern environment for the
delivery of obstetric and neonatal services at Glangwili, and
address the urgent areas of concern highlighted in the Royal
Colleges’ report into the maternity, neonatal, and paediatric
services provided by the health board.
The Cabinet Secretary for Health and Social Services,
Vaughan Gething, announced the funding during a visit to
Glangwili in April in which the development will significantly
improve the patient experience and accommodation for families.
Health Board Chief Executive, Steve Moore, said, ‘We
are delighted that work has started on this project which will
improve accommodation and facilities for women, babies, and
their families.
‘We hope this provides our population with confidence that
we will now proceed with pace to make these improvements.’
Disruption for staff will be kept to a minimum, and services
for patients and their families will remain unaffected during the
building work.
The scheme is due to be completed by 2020 and updates will
be communicated throughout the project.
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A MATTER
OF TIME

A new Invest to Save project is supporting health
boards in Wales with implementing patient access
schemes. Delve into the latest developments and how
those involved are helping to ensure that certain new
medicines are made available to patients as soon as
possible, and that any associated costs are kept to a
minimum.

The All Wales Therapeutics & Toxicology Centre (AWTTC) is
working with the All Wales Chief Pharmacist Group (AWCPG),
the All Wales Medicines Procurement Specialist Pharmacist, all
health boards, and the Velindre Cancer Centre, to achieve the
goal of developing a robust and efficient process to help to fully
implement and monitor three types of scheme:
• Wales Patient Access Schemes (WPASs) for medicines appraised
by the All Wales Medicines Strategy Group (AWMSG)
• Patient Access Schemes (PASs) for medicines appraised by the
National Institute for Health and Care Excellence (NICE)
• Commercial Access Agreements (CAAs) and Managed Access
Agreements (MAAs) as part of any health technology appraisal or
Highly Specialised Technology process

2010 and 2011-to-2012 across the NHS in Wales.
Buoyed by the success of this project, a joint AWTTC
and AWCPG Invest to Save bid was submitted to the Welsh
Government for funding to address the burden on health boards
to implement patient access schemes and maximise potential
associated financial savings. The Welsh Government awarded
funding, and a Project Manager was recruited in May 2017 to start
the project in September 2017.
The project team consists of a Project Manager, the Head of
WAPSU in AWTTC, the All Wales Medicines Procurement
Specialist Pharmacist, and the Head of Medicines Management
within Hywel Dda (Chief Pharmacists’ representative).

The project aims to assure the Welsh Government that access
schemes agreed during a medicine appraisal are fully implemented.
It will also identify any potential savings that have been missed due
to non-compliance with schemes in NHS Wales.

Patient access schemes vary in structure, but they are all designed
to encourage pharmaceutical companies to engage in the appraisal
process for medicines which may otherwise fall outside of the
conventionally acceptable cost-effectiveness thresholds. This helps
ensure that people in Wales have timely access to clinically effective
new medicines.
To guarantee that the maximum financial savings from such
schemes can be accrued in Wales, it’s essential to have efficient and
comprehensive processes for monitoring these schemes centrally at
an all-Wales and health board level, with close communication and
co-ordination between them.

INVEST TO SAVE
Back in 2009-to-2010 AWTTC made a successful Invest to Save
bid to the Welsh Government for £352,000 to set up the Welsh
Analytical Prescribing Support Unit (WAPSU). WAPSU was
tasked with monitoring the uptake of medicines ‘approved’ or ‘not
approved’ by AWMSG. In addition to this, they undertook three
key initiatives, which were forecast to generate substantial savings
of around £4.8 million in the NHS prescribing budget. The three
initiatives were all based around AWMSG National Prescribing
Indicators, and aimed to encourage the safe and effective
prescribing of:
• Non-steroidal anti-inflammatory drugs
• Proton pump inhibitors
• Hypnotics and anxiolytics
The savings achieved as a result of these initiatives exceeded the
original forecast and amounted to £5.8 million between 2009-to10 | WPR | Dec 2018

PATIENT ACCESS SCHEMES

PROJECT OBJECTIVES
The primary objective of the project is to develop a single-system
approach of implementing and monitoring PASs across Wales. This
required the project team to:
• Establish a robust information technology system that provides
some flexibility and negotiation options; to aid working in
partnership with the pharmaceutical industry to explore alternative
commercial arrangements
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• Develop a robust and efficient process for full implementation of
WPASs and PASs
• Scope all PASs being used by individual health boards, identify
where AWMSG / NICE guidance is implemented but access
schemes are not being used, and assess reasons why schemes may
not be adopted in all health boards
• Monitor actual cost savings achieved across NHS Wales
associated with introducing a new system, identify potential cost
savings, and identify any ‘missed opportunity’ costs incurred from
non-uptake of schemes in NHS Wales
• Complete the quality assurance of a central reference source and
point of communication in relation to all active WPAS and PASs,
and notification of new Final Appraisal Determinations (FAD)
published by NICE with a PAS, MAA, or CAA
• Implement a central All Wales Patient Access Scheme
Administration System and establish a Task and Finish Group to
oversee it

PROGRESS SO FAR
To ensure that a central Medicine Reference Tool can be shared in
confidence with health boards across Wales, the team developed an
online workspace using the VAULT which provides a secure online
repository managed by AWTTC.
The Medicine Reference Tool outlines the confidential details
needed for the health boards to meet the New Treatment Fund
commitment to make a medicine available to patients within
60 days of a FAD being published. The tool was launched in
April 2018 and shared with two colleagues in each health board
who were nominated by their Chief Pharmacist. The VAULT
workspace and Medicine Reference Tool have been well-received
by the health boards and the pharmaceutical industry.

relevant health board representatives in February 2018. Ongoing
exception reports are collated and shared on a quarterly basis.
A central approach for reviewing ‘complex’ WPASs and PASs
has also been adopted, with the support of health board colleagues.
These more complex schemes may include, for example, free
stock, dose capping, or be based on patient outcomes. The Project
Manager will collate the data for each of the complex schemes,
generate a report by health board, and highlight the audit findings
to the rest of the project team. The relevant pharmaceutical
company is notified when, as a result of the review, discrepancies
have been highlighted with medicines for which they are the
marketing authorisation holder. The companies are asked to
confirm within 14 days that they will engage fully with the review
and help the project team to provide Welsh Government with the
required assurance.

A NEW CENTRAL MONITORING SYSTEM
The project team are currently working with Blueteq to develop
a system to support the monitoring of both simple and complex
PASs in NHS Wales. For each scheme the system will hold basic
information (e.g. drug, scheme name / description, units of
measure, expected price and / or discount from list price) and data
on procurement of medicines will be uploaded into the system in
an agreed format.
The Blueteq system will produce exception reports where there
is a discrepancy in either the purchase or re-imbursement costs. It
will be possible to analyse data on a hospital and health board level,
for non-compliance with the agreed commercial terms for the
approved medicine.

THE FUTURE
This Invest to Save project has already received very positive
feedback from various stakeholders. It aims to continue facilitating
efficient implementation of PASs across NHS Wales and ensuring
that any potential savings are being achieved.
The project team will:
• Continue providing access to the secure workspace in the
AWTTC VAULT
• Develop the Blueteq central monitoring system and begin rollout to appropriate users
• Provide central monitoring and review of the implementation
of patient access schemes and compliance with implementation
guidance included within the relevant NICE technology appraisal
or AWMSG advice
• Maintain links with the pharmaceutical industry and negotiate
on behalf of Wales a single all Wales reconciliation process to
support compliance

MONITORING
A baseline audit for ‘simple’ PASs (i.e. a simple discount at the
point of purchase or invoice) was developed, and initial exception
reports for each health board were collated and shared with
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THE REALM OF
POSSIBILITY
Cannabidiol has emerged as a media
frequenter in recent years as efforts to
fully tap into its medical possibilities have
mobilised. Just how does it produce effects
in the body – and to what extent does its
scientific qualities translate into a reliever of
pain and a reducer of anxiety? WPR uncovers
the potential of this increasingly popular
product.
HELP FOR MENTAL HEALTH
With matters of mental health coming under the glare as
much as physical ailments, the possibility of new, innovative
aids is an area which must be explored. Cannabidiol (CBD)
has opened up vast new territory in this area; having recorded
positive results in terms of boosting sleep and lessening anxiety,
depression, and stress.
Strengthening the stance that CBD possesses promising
therapeutic potential in the treatment of broad-spectrum
depression in preclinical and human models is an article in the
journal, Molecular Neurobiology. The study found that a single
dose of CBD in rats with symptoms of depression was highly
effective, eliminating the signs on the same day, and maintaining
the beneficial effects for a week.
As for how this link can be employed to build on how we
offer help to patients, according to Sâmia Regiane Lourenço
Joca, a professor in the University of São Paulo’s Ribeirão Preto
School of Pharmaceutical Sciences in Brazil, if studies in humans
also find CBD to be beneficial in treating depression, given
that CBD is already used in humans to treat other diseases or
disorders, ‘they could result in an important advance in the
treatment of depression, potentially helping patients who suffer
for weeks, often with a risk of suicide, until the treatment starts
working.’
Additionally, the constituent of cannabis is being considered
as a new class of treatment for psychosis – a position presented
in King’s College London research which has acknowledged
its significant benefits in a clinical trial. During this process,
patients treated with CBD had lower levels of psychotic
symptoms than those who received a placebo, and were more
likely to have been rated as ‘improved’ by their psychiatrist.
There were also trends for improvements in cognitive
performance and in their level of functioning.
Professor Philip McGuire, the lead author, from King’s
College London’s Institute of Psychiatry, Psychology &
Neuroscience, said, ‘Although it is still unclear exactly how CBD
works, it acts in a different way to antipsychotic medication,
and thus could represent a new class of treatment. The study
indicated that CBD may be effective in psychosis: patients
treated with CBD showed a significant reduction in symptoms,
12 | WPR | Dec 2018

and their treating psychiatrists rated them as having improved
overall.’

A CANCER-RELATED QUEST
CBD may also act as a tool for helping to combat the aggression
associated with pancreatic cancer; a condition which commands
action considering that each year around 9,800 people in the
UK are diagnosed with it.
The findings extracted during a study led by Queen Mary
University of London and Curtin University, Australia,
showcased that mice with pancreatic cancer that were treated
with a naturally occurring constituent of medicinal cannabis
alongside chemotherapy survived almost three-times longer than
those treated with chemotherapy alone.

OPPORTUNITIES IN EPILEPSY
CBD’s use has filtered into epilepsy care too – demonstrating
significant potential in a recent study published in the New
England Journal of Medicine, which assessed two doses of the
cannabis-derived medication’s effectiveness in Lennox-Gastaut
syndrome.
The researchers compared two doses of CBD to a placebo,
leading to a 41.9 per cent reduction in ‘drop seizures’ – a type of
seizure that results in severe loss of muscle control and balance
– in patients taking a 20 mg/kg/d CBD regimen; a 37.2 per cent
reduction in those on a 10 mg/kg/d CBD regimen; and a 17.2
per cent reduction in a group given a placebo.
‘This new study adds rigorous evidence of CBD’s
effectiveness in reducing seizure burden in a severe form of
epilepsy and, importantly, is the first study of its kind to offer
more information on proper dosing,’ explained the study’s first
co-author, Dr Orrin Devinsky, MD, a Professor of Neurology,
Neurosurgery, and Psychiatry at NYU School of Medicine, and
Director of NYU Langone's Comprehensive Epilepsy Centre.

WHAT ELSE?
• Although boasting a host of medical benefits, perhaps most
notably, CBD has been cast as a key competitor in the pain
management arena, alleviating chronic pain and helping
sufferers of fibromyalgia
• The anti-inflammatory properties aligned with CBD present
it as a possible treatment for a host of skin diseases, including
eczema, psoriasis, atopic and contact dermatitis
• Different indicators have pointed towards CBD as a source of
management for some behavioural symptoms of dementia
• In the first study of its kind, cannabis oil has been shown to
significantly improve the symptoms of Crohn’s disease and the
quality of life of sufferers but, contrary to previous medical
thinking, has no effect on gut inflammation
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FINDING THE VALUE
Aneurin Bevan University Health Board, consisting of five
localities and 12 GP clusters, is an integrated health board
serving a population of circa 608,000 in South East Wales with
a mixture of urban, rural, and ex-mining communities. In 2014
/ 2015 the health board spent £17.2 million on respiratory
prescriptions in primary care, of which £16 million was for
inhaled therapy. Taking these statistics to task, Jackie
Reynolds, Aneurin Bevan Health Board Medicines
Management Pharmacist (Primary Care Respiratory Lead
Pharmacist) / Oakfield Street Surgery, Ystrad Mynach (Clinical
Practice Pharmacist) details the health board’s approach to
achieving value-based healthcare through prudent respiratory
prescribing, and how FeNO testing can be drawn on as an
important pathway for fuelling increased efficiency.
Aneurin Bevan University Health Board (ABUHB) had the
highest population adjusted prescribing rate of high dose inhaled
corticosteroids (ICS) in Wales which could not be fully explained
by variables such as prevalence, deprivation, smoking rates, or
disease severity.
This was a concern as the risk of adverse effects with prolonged
use of high dose ICS are well-known and a local primary care
audit had also revealed potential drivers for this high rate, such as
asthma patients not always being stepped down when appropriate,
lack of awareness of the potency of different ICS products,
overuse of relievers / underuse of preventers, non-attendance at
annual asthma reviews, and COPD patients with mild disease
being prescribed triple therapy with high dose ICS. Further, when
compared to other health boards, ABUHB had a greater use of
secondary care resources, so high spend and greater use of high
dose ICS did not equate to better outcomes for our respiratory
patients. In addition, access to pulmonary rehabilitation, widely
accepted as a key, relatively low cost and high value intervention
for patients with COPD, was also inconsistent across the five
health board localities.

Jackie Reynolds
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Traditionally in the NHS, cost and efficiency programmes
have tended to be divorced from quality improvement and
patient safety initiatives. This is because we have tended to look at
efficiency and effectiveness of individual services or interventions
rather than a complete package of care for a group with a particular
condition. This disconnected approach means that any savings
made from cost improvement programmes are made to contribute
to the overall financial position and we repeatedly miss the
opportunity to reinvest in high value care i.e. care that improves
patient outcomes and reduces costs in the longer-term.
Value-based healthcare demands that we consider healthcare
outcomes and costs together, constantly seeking to improve by
reducing unwarranted variation and allocating resource where
it has the maximum benefit for patients. Our issues could
be aligned to the third and fourth Welsh prudent healthcare
principles. (Figure 1) ‘Do only what is needed’, so no inappropriate
triple therapy for COPD patients, ‘Do No Harm’, so reduce
inappropriate high dose ICS, and ‘Reduce Inappropriate Variation’
in prescribing and access to services across the localities.

The traditional approach of making cost savings in medicines
optimisation is to promote prescribing of medication at the lowest
acquisition cost which is sometimes supported by large-scale
switching of medication. In many circumstances this can be an
entirely appropriate action to take, but in this case the group was
keen to ensure that in the long-term patients were able to choose
the device which most suited them (in order to optimise technique
and therefore outcomes), and also to simplify prescribing guidance
for prescribers. Therefore, the approach taken was to promote costeffective device pathways for the longer-term, rather than being
overly-prescriptive about first-line choices or making opportunistic
switches for short-term savings. Any switching that was carried out
as part of the project was entirely in-keeping with this strategy, and
importantly prescribing became fully aligned between primary and
secondary care. Prescribers were encouraged to review patients in
line with the pathway and change medication where appropriate in
both primary and secondary, with re-investment of cost savings a
big driver in clinician engagement.
The strategy was also supported by a respiratory specialist
nurse working within targeted practices to support medicines
optimisation and act as a practice nurse mentor. A Community
Pharmacy Asthma Review Service was also developed to target
patients who failed to attend their GP surgery for an asthma
review.

RESULTS

Figure 1: Prudent healthcare principles in
Wales
Our aim was therefore to tackle this unwarranted variation
through a collaborative approach and re-allocate resource where it
has the maximum benefit for patients.

Since 2014 / 2015, respiratory prescribing spend has reduced
by £2 million (11.6 per cent), the largest reduction in Wales.
(Figure 2) A business case to re-invest £250,000 of the savings
was also approved to expand and improve our existing pulmonary
rehabilitation service, including dedicated psychology support.

OUR RESPIRATORY PRESCRIBING STRATEGY
A collaboration of respiratory physicians, general practitioners,
pharmacists, respiratory nurses, patients, third sector and finance
colleagues came together to examine the available information on
costs and outcomes and further articulate in detail the underlying
contributory factors to the presenting situation. This then formed
the basis of a respiratory prescribing strategy for improving value
with three main themes:
• Generate cost savings for re-investment through medicines
optimisation
- Disinvest from high cost inhalers
- Invest in advanced inhaler technique trainers to deliver
a sustained healthcare professional inhaler technique 		
training programme
• Local device-led treatment pathways for COPD and asthma
(including ICS dose comparison charts)
• Educational events for healthcare professionals

Figure 2: ABUHB respiratory prescribing
cost trend (WP10)
Continued onto next page
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High dose ICS as a percentage of all ICS has also reduced from
40 per cent to 20.5 per cent, and is now below the Welsh average
(Figure 3), and short-acting beta2-gonist prescribing has reduced
by 3.3 per cent.

• Consider a FeNO test in children and young people (aged fiveto-16) if there is diagnostic uncertainty after initial assessment and
they have either: normal spirometry or obstructive spirometry with
a negative bronchodilator reversibility test

In the community pharmacy pilot, 45 patients were reviewed,
delivering on average 2.6 educational interventions per patient;
67 per cent had poor inhaler technique corrected; 24 per cent
were identified as reliever overuse; 22 per cent were identified as
preventer underuse.
This service has now been extended across one locality with the
intention to spread across the whole health board in future.

As a result, some of our clusters are considering purchasing
machines for their area. However, interpretation of FeNO
depends closely on the clinical context. Although a raised FeNO
is suggestive of eosinophilic inflammation, used alone, it is not
diagnostic of asthma as rhinitis, atopy, rhinovirus infection, nitrate
medications and nitrate rich foods, such as spinach, can raise
FeNO (leading to false positives). Conversely a normal result
does not exclude asthma as levels can be decreased by; smoking,
exercise, repeated spirometry manoeuvres, existing ICS treatment,
and are usually normal in neutrophilic asthma phenotypes leading
to false negatives. (Bjermer 2014)
In addition to diagnosis, FeNO testing may also be a useful
educational tool for poor ICS concordance or to guide treatment
decisions when considering ICS step-up / step-down. In my own
GP practice we have been using FeNO testing as an educational
tool which has helped to reduce short-acting beta2-agonist
overuse and prevented inappropriate ICS step-up by supporting
ICS adherence in these patients. We are also in the process of
developing a local practice protocol for routine testing in patients
with a new suspected diagnosis of asthma.

NEXT STEPS
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To further support the correct use of appropriate dose ICS and
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single diagnostic test for asthma, diagnosis is clinical, based on
the presence of one or more characteristic respiratory symptoms,
such as wheeze, breathlessness, cough, chest tightness, and variable
airflow obstruction. However, variable airflow obstruction is often
assumed to indicate eosinophilic inflammation, but this can be
misleading as patients with severe eosinophilic asthma may have
‘fixed’ airways, and patients with variable airflow obstruction may
have non-eosinophilic inflammation unresponsive to inhaled
corticosteroids. (Pavord 2017)
A FeNO test can be a useful biomarker of eosinophilic airway
inflammation, and hence steroid responsiveness and NICE (2017)
now recommends it as a routine objective test for diagnosing
asthma in primary care:
• Offer a FeNO test to adults (aged 17 and over) if a diagnosis of
asthma is being considered and regard a FeNO level of 40 parts per
billion (ppb) or more as a positive test
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Figure 3: High strength ICS trend in Welsh
health boards 2014-to-2017
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Important information regarding NIOX VERO®
NIOX VERO® is a portable system for the non-invasive quantitative simple and safe measurement of Nitric Oxide (NO) in human breath (FeNO) and Nasal Nitric Oxide (nNO) in the aspirated air from the nasal cavity. For F
Oxide is frequently increased in some inflammatory processes such as asthma and decreases in response to anti-inflammatory treatment. FeNO measurements should be used as part of a regular assessment and mo
patients with these conditions. NIOX VERO FeNO is suitable for patients age 4 and above. As measurement requires patient cooperation, some children below the age of 7 may require additional coaching and encouragem
VERO FeNO can be operated with 2 different exhalation times, 10 seconds and 6 seconds. The 10 second mode is the preferred mode. For children who are not able to perform the 10 second test, the 6 second is an a
The 6 second test should be used in caution with patients over the age of 10. It should not be used in adult patients. Incorrect use of the 6 second exhalation test may result in falsely low FeNO values, which can lead t
clinical decisions. For nNO: nNO has been shown to decrease in patients with Primary Ciliary Dyskinesia (PCD) and measurement of nNO can assist in the identification of cases of PCD. Measurement of nNO is suitable f
age 5 and above. Suspected cases of PCD following screening with nNO should be confirmed according to published recommendations for PCD diagnosis and management.
NIOX VERO® and NIOX® are registered trademarks of Circassia AB. CIRCASSIA is a registered trademark of Circassia Limited.
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DECISIONS,
DECISIONS
Deciding which inhaler device should
be prescribed to each individual patient
is an intricate process – complicated
by the variety of options currently on
the market, and the pressure of taking
on-board the individual’s preference, in
addition to what suits them best. To help
simplify the selection, Dr Andy
Whittamore, Clinical Lead, Asthma UK,
chats to WPR about the main
components which make-up appropriate
device suitability, and when a
breath-actuated inhaler is particularly
impactful across all ages, such as in
cases of sporting activities and
problematic technique.
WHAT ARE THE CHARACTERISTICS OF BREATHACTUATED INHALERS AND HOW DO THEY WORK?
There are loads of inhaler devices out there, so when it comes to
asthma, COPD, or any other conditions which require an inhaler,
it’s about finding the right device for each patient. I tend to find
the right inhaler before I pick the right drugs for them.
There are two very broad categories of inhalers: the ‘press and
breathe’ metered-dose inhalers are the typical ones which most
people know, in which you press the button and a jet of gas comes
out. The problem with these is that some people don’t get the
timing absolutely right and that might be just because it’s difficult,
or because somebody is getting a bit old or they’re too young.
18 | WPR | Dec 2018

Breath-actuated inhalers work a bit differently because as long
as you’re breathing in enough, you will deliver the drug from the
inhaler down into the lungs.
It’s really important that healthcare professionals not only show
their patients how to use their inhaler device, but that they check
that they can – or else the drug is just wasted.

WHEN ARE BREATH-ACTUATED INHALERS
GENERALLY RECOMMENDED? HOW MUCH
WEIGHT SHOULD WE GIVE TO THE PATIENT’S
PREFERENCE DURING THE DECISION-MAKING?
One of the things that we’ve noticed over the last few years is that
there are so many different inhalers out there that a lot of GPs and
nurses don’t actually know what all of them do or how they work.
A lot of the decision-making comes down to what the clinician
understands or knows.
From my experience, I’m very happy for patients to let me know
their preference, and sometimes I can show them several different
types.

HAVE YOU NOTICED ANY PARTICULAR BENEFITS
ASSOCIATED WITH THE USE OF BREATHACTUATED DEVICES?
As I said, I try to tailor the decision to what a person’s natural
technique is. With metered-dose inhalers, usually people need to
co-ordinate a slow, gentle breath in to encourage that gas down
into the bottom of their lungs. Most people, when you ask them
to breathe in, naturally do it very hard and fast; so that’s when I
tend to go for the breath-actuated devices because they involve
breathing more forcefully. It suits them better.
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What that means is that they are automatically delivering more
of the drug where it’s meant to go. Whereas for some people with
the metered-dose inhalers, if they breathe too fast, most of the
drug ends up either in their mouth or in their gullet.
Similarly, if someone with a breath-actuated inhaler breathes
too slowly or gently, then again it ends up in the mouth, rather
than being taken all the way to the lungs.

ARE THERE ANY TRENDS IN THE UPTAKE AND
USE OF BREATH-ACTUATED INHALER DEVICES?
From my experience I tend to see breath-actuated devices used
more with the young as the inhalers take a little bit more force.

IN YOUR OPINION, ARE HEALTHCARE
PROFESSIONALS RECEIVING ADEQUATE
TRAINING FOR BREATH-ACTUATED INHALERS?
WHERE ARE GAPS IN KNOWLEDGE MOST
NOTICEABLE?
There are a lot of studies out there which show that healthcare
professionals don’t know how to use inhalers themselves – and
they have patients who rely on them.
One of the things which we’ve done at Asthma UK is release
a series of inhaler videos for all respiratory conditions. We’ve put
them together with the UK Inhaler Group which is a collaboration
between GPs, nurses, physios, and other healthcare professional
groups to make sure that we all agree on one technique for
each of the types of inhalers. It means that patients will be
getting that same message time and time again. And because the
resource is digitally online, it can be shared with them during the
consultation, in the pharmacy, or sent to them via a link in an
email or text message.

WHAT ABOUT PATIENT ADHERENCE? DO
YOU HAVE ANY TIPS FOR HOW THIS CAN BE
IMPROVED?
Adherence is difficult with asthma because it’s a variable condition
which comes and goes so people feel better and then they wonder
whether they need to take their inhalers. And there’s also a worry
about steroid inhalers having side-effects, which in the lower dose
generally doesn’t happen.
What I do with patients is explain how the inhaler is used,
how it works, and what the benefits are. One of the things that
helps is explaining that the preventer inhaler – the inhaler that
dampens down the inflammation of the lungs – does need to
be taken all the time, even when somebody is feeling well. The
reason for that is because the low dose steroid in it calms down the
inflammation and prevents the lungs from reacting to hay fever,
pollens, pollutions; the things that actually cause asthma attacks.
That explanation is really important in helping people to know
that they’ve got to keep going.
The other two parts of this basic care plan involve carrying out
an annual asthma review with the GP or practice nurse, and an

annual inhaler check which can then be revisited. Also having an
asthma risk action plan will reinforce these messages the whole
year through – they’ll know when to take action and when not to
take action.

CAN YOU DELVE FURTHER INTO THE RISKS OF
INAPPROPRIATE INHALER USE?
When people breathe a metered-dose inhaler in too fast, the drug
isn’t getting to where it’s needed and giving people the protection
or the benefits they want from it. By doing this, patients are also
more likely to get their side-effects – thrush in the mouth, a sore
throat, and so on.
In breath-actuated inhalers it’s the opposite; if they breathe too
slowly, the side-effects are more common. This means that if the
patient has a better technique, the drug is more likely to benefit
them and less likely to do them harm.
Another area for concern regards people not taking their
preventer inhaler regularly enough, meaning that the inflammation
can creep in and make them more susceptible to symptoms.
Also, if somebody is relying on their reliever inhaler, and using
it three or more times every week, it’s a good suggestion that maybe
there’s some inflammation untreated in the lungs. People need to
know to take action at that point and get better support for their
asthma.

HAVE ANY SHIFTS IN THE PREVALENCE OF
ASTHMA OCCURRED? DO WE NEED TO DO MORE?
We need to do a lot more. We show from our basic care surveys
that not enough patients are receiving all of the elements of
basic care. That’s partly as a result of healthcare professionals and
people with asthma getting quite complacent because that blue
inhaler or even steroid tablets make such a miraculous change
very quickly and then the asthma is better for a while. However,
the inflammation is actually building up and increasing the risk of
asthma attacks. What we need to be able to do is give patients the
right information, the right treatment, and the right support, so
that they can look after themselves throughout the whole year, and
not just for the half an hour that we might see them once a year.

ASTHMA ACROSS THE UK
• In Northern Ireland 182,000 people (one-in-10) are currently
receiving treatment for asthma. This includes 36,000 children and
146,000 adults
• In Scotland, 368,000 people (one-in-14) are currently receiving
treatment for asthma. This includes 72,000 children and 296,000
adults
• In Wales 314,000 people (one-in-10) are currently receiving
treatment for asthma. This consists of 59,000 children and
256,000 adults
• In England, 4,500,000 people (one-in-11) are currently receiving
treatment for asthma. This consists of 932,000 children and
3,600,000 adults
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simple to use

The first and only ICS/LABA fixed-dose combination (FDC)
delivered in a breath-actuated aerosol inhaler. 3
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flutiform® k-haler® (fluticasone propionate/formoterol fumarate). 50 µg/5 µg and 125 µg /5 µg pressurised inhalation suspension
Prescribing Information United Kingdom. Please read the Summary of Product Characteristics before prescribing.
Presentation Pressurised inhalation suspension, in a breath-actuated pressurised aerosol inhaler.
Indications Regular treatment of asthma where the use of a combination product (inhaled
corticosteroid [ICS] and long-acting β2-agonist [LABA]) is appropriate: (i) for patients not
adequately controlled with ICS and ‘as required’ inhaled short-acting β2-agonist (SABA) (ii) for
patients already adequately controlled on both an ICS and a LABA. For adults and adolescents
aged 12 years and above. Dosage and administration For inhalation use. Patients should be
shown how to use the inhaler correctly by a healthcare professional. Patients should be given the
strength of flutiform k-haler containing the appropriate fluticasone propionate dose for their
disease severity (note that flutiform k-haler 50 µg/5 µg per actuation is not appropriate in
patients with severe asthma). The appropriate strength should be taken as two inhalations, twice
daily (normally morning and evening) and used every day, even when asymptomatic. flutiform k-haler
is not recommended in children under 12 years. Prescribers should be aware that in asthmatics,
fluticasone propionate is as effective as some other inhaled steroids when administered at
approximately half the total daily microgram dose. Patients should be assessed regularly and once
asthma is controlled, treatment should be reviewed and stepped down to the lowest effective dose,
or an ICS alone. ICSs alone are first line treatment for most patients. flutiform k-haler is not
intended for initial treatment of mild asthma. For patients with severe asthma the ICS therapy
should be established before prescribing a fixed-dose combination product. Patients on flutiform
k-haler must not use an additional LABA. An inhaled SABA should be taken for immediate relief of
asthma symptoms arising between doses. Patients should be advised to contact their prescriber
when flutiform k-haler dose counter is getting near zero. Contraindications Hypersensitivity to the
active substances or to any of the excipients. Precautions and warnings flutiform k-haler should
not be used as the first asthma treatment, to treat acute asthma symptoms or for prophylaxis of
exercise-induced asthma. It should not be initiated during an exacerbation, during significantly
worsening or acutely deteriorating asthma, and should not be stopped abruptly. If a patient
experiences serious asthma-related adverse events or exacerbations, they should continue treatment
and seek medical advice. Patients should be reviewed as soon as possible if there is any indication
of deteriorating asthma control. In case of sudden and progressive deterioration, seek urgent
medical assessment. Caution in patients with: pulmonary tuberculosis; quiescent tuberculosis;
fungal, viral or other infections of the airway; thyrotoxicosis; phaeochromocytoma; diabetes
mellitus (consider additional blood sugar controls); uncorrected hypokalaemia; predisposition to
low levels of serum potassium; impaired adrenal function (monitor HPA axis function regularly);
hypertrophic obstructive cardiomyopathy; idiopathic subvalvular aortic stenosis; severe
hypertension; aneurysm or other severe cardiovascular disorders; unstable or acute severe asthma
and other conditions when the likelihood for hypokalaemia adverse effects is increased. There is
risk of potentially serious hypokalaemia with high doses of β2-agonists or concomitant treatment
with β2-agonists and drugs that can induce or potentiate a hypokalaemic effect. Monitoring of serum
potassium levels is recommended during these circumstances. Formoterol may induce prolongation of
the QTc interval. Caution must be observed when treating patients with existing prolongation of
QTc interval. flutiform k-haler should be discontinued immediately if there is evidence of

paradoxical bronchospasm. Visual disturbance may be reported with corticosteroid use. Systemic
effects with an ICS may occur, particularly at high doses for prolonged periods or when combined
with potent CYP3A4 inhibitors, but are less likely than with oral corticosteroids. Possible systemic
effects include Cushing’s syndrome, Cushingoid features, adrenal suppression, growth retardation
in children and adolescents, decrease in bone mineral density and cataract glaucoma. Children may
also experience anxiety, sleep disorders and behavioural changes. Increased exposure can be
expected in patients with severe hepatic impairment. Prolonged treatment with high doses of
corticosteroids may result in adrenal suppression and acute adrenal crisis, particularly in children
and adolescents or potentially as a result of trauma, surgery, infection or rapid dose reduction.
flutiform k-haler contains a negligible amount of ethanol that does not pose risk to patients.
Interactions Co-treatment with CYP3A inhibitors (e.g. ritonavir, atazanavir, clarithromycin,
indinavir, itraconazole, nelfinavir, saquinavir, ketoconazole, telithromycin, cobicistat) should
be avoided unless the benefit outweighs the increased risk of systemic side-effects. Caution is
advised with concomitant use of non-potassium sparing diuretics (e.g. loop or thiazide), xanthine
derivatives, glucocorticosteroids, L-Dopa, L-thyroxine, oxytocin, alcohol or other adrenergic
drugs, including anaesthesia with halogenated hydrocarbons and digitalis glycosides, β-adrenergic
drugs, known to prolong the QTc interval, such as tricyclic antidepressants or MAOIs (and for two
weeks following their discontinuation), antipsychotics (including phenothiazines), quinidine,
disopyramide, procainamide, antihistamines. Furazolidone and procarbazine flutiform k-haler should
not normally be used with β-blockers including those that are used as eye drops to treat glaucoma.
Under certain circumstances, e.g. as prophylaxis after myocardial infarction, cardioselective
β-blockers could be considered with caution. Pregnancy and lactation flutiform k-haler is not
recommended during pregnancy unless the benefits to the mother outweigh risks to the foetus. A risk
to the breastfeeding infant cannot be excluded. Side-effects Uncommon (<1/100) but potentially
serious side-effects: hyperglycaemia, agitation, depression, aggression, behavioural changes
(predominantly in children), vision blurred, vertigo, palpitations, ventricular extrasystoles,
angina pectoris, tachycardia, hypertension, dyspnoea, peripheral oedema. Please consult the SPC for
a full list of side-effects and those reported for the individual molecules. Legal category POM Package
quantities and price One inhaler (120 actuations) 50 µg/5 µg - £14.40 125 µg/5 µg - £28.00 Marketing
Authorisation numbers PL 16950/0338-39 Marketing Authorisation holder Napp Pharmaceuticals
Limited Cambridge Science Park Milton Road Cambridge CB4 0GW UK Tel: 01223 424444 For medical
information enquiries, please contact medicalinformationuk@napp.co.uk. FLUTIFORM is a registered
trademark of Jagotec AG, and is used under licence. K-HALER is a registered trade mark of Mundipharma
AG. © 2018 Napp Pharmaceuticals Limited.
UK/FLUT-K-18011

Date of preparation: May 2018

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 Napp Pharmaceuticals Limited on
01223 424444.

UK/FLUT-K-18020l; Date of preparation August 2018

WWW.WALESHEALTHCARE.COM

ALLERGEN IMMUNOTHERAPY

ALLERGEN
IMMUNOTHERAPY:
HOW USEFUL IS IT?
In a landmark paper published in The
Lancet in 1911, Dr Noon first reported
the successful use of allergen
immunotherapy to treat hay fever. The
immunotherapy technique is remarkable
for its ‘simple concept’ – in that gradually
increasing exposure, in a stepwise
manner, leads to desensitisation. This
treatment modality has stood the test
of time as few treatments have survived
in more or less the same format as
they were originally introduced over 100
years ago. And yet, its use to modify the
natural course of established disease
remains fairly unique to allergy, among
various non-communicable diseases.
Professor S Hasan Arshad DM, FRCP,
from Clinical and Experimental Sciences,
Faculty of Medicine, University of
Southampton, helps to unravel the riddle
of allergen immunotherapy by
addressing the preconditions of the
treatment’s efficacy, and the allergic
conditions in which the approach may be
particularly recommended.
Allergy is an abnormal immune reaction to an otherwise harmless
substance, which is termed allergen. This immune reaction may
lead to chronic allergic conditions, such as asthma, rhinitis, and
eczema, or acute localised or systemic allergic reactions, such as
to foods, drugs, and insect bites. Allergen immunotherapy (AIT)
is allergen-specific i.e. it is only effective against that particular
allergen or group of allergens with similar (cross-reactive) proteins.
The aim of AIT is to induce tolerance to the causative allergen,
and, as a result, induce long-term disease remission (termed
‘immune tolerance’). ‘Desensitisation’ is the term used when an
allergen (usually food or drug) is tolerated with immunotherapy,
but only while it is being taken regularly; following abstinence,
intolerance returns.

IS AIT EFFECTIVE?

A simple answer is ‘yes’ – but the devil is in the details. The
efficacy varies depending on the quality of extract, the route of
administration, the selection of patients, and the dose and duration
of treatment. Additionally, the response varies according to the
type of allergen and the resulting disease.

QUALITY OF EXTRACT
During the last few decades, significant progress has been made
in the quality and standardisation of allergen extracts. However,
many questions remain; the main concern is that the w / v of
allergen in most of these extracts is not comparable between
different manufacturers, and that there is no single standard that
governs their preparation.

ROUTE OF ADMINISTRATION
AIT is administered as either subcutaneous injections
(subcutaneous immunotherapy or SCIT) or sublingual / oral
immunotherapy (SLIT / OIT). SCIT is traditionally given once
weekly in gradually increasing doses (based on increase in both
volume and concentration) until a maintenance dose is reached
in four-to-six months’ time (updosing). Some rush protocols,
however, could ensure that a maintenance dose can be reached in a
few days, or even 24 hours. (1)
For the next three-to-five years, a maintenance dose is
administered in four-to-eight-week intervals for three-to-five years.
(Table 1) This course of treatment consumes significant healthcare
resources. Further, it involves frequent and multiple hospital visits,
which is inconvenient to the patient. SLIT was introduced in the
1980s and has been increasingly used in the last two decades. (2)
Sublingual drops, spray, or dissolvable tablets of allergen extract
are administered once a day (at home) for three-to-five years. This
convenience of home administration and minimal healthcare use
has led to its popularity, especially in children, but compliance may
be an issue for a treatment that lasts for three-to-five years.

DOSE AND DURATION
Most studies conducted with varying dose regime came to the
conclusion that adequate doses of immunotherapy allergen extract
are required for efficacy. (3)
Similarly, most studies have demonstrated that a minimum
period of three-to-five years of AIT is required to achieve
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long-lasting effect in the range of five-to-15 years. (4) There is a
general consensus that a lower dose adversely affects efficacy, and a
reduction in duration of therapy influences long-term remission.

PATIENT SELECTION
Most allergic patients are sensitised to more than one allergen. In
multisensitised patients, AIT does not work effectively against
several allergens, as the dose of each allergen has to be reduced
accordingly to avoid systemic reactions (due to the injection of
large doses of multiple allergens). (5, 6) That does not preclude
AIT to a single relevant allergen in multisensitised individuals.
For example, a patient with severe hay fever could be effectively
desensitised to grass pollen while being allergic to multiple other
allergens. (6) Allergens with high cross-reactivity, such as different
species of grass or tree pollen, can be mixed in one treatment
extract.

EFFICACY
There is an international consensus that both SCIT and SLIT
are effective in improving symptoms and quality of life and in
reducing the need for medication. (7) However, the critical
difference between AIT and other drug treatments is the ability of
the AIT to alter the natural course of allergic disease and induce
long-term remission. In other words, the effect persists for years
after immunotherapy has been terminated, which is not known
for most drug treatments (pharmacotherapy). However, the need
for long-term and relatively expensive AIT raises the question
of cost-effectiveness compared to other inexpensive, effective,
and relatively safe treatments, such as inhaled, nasal, and topical
steroids. Few studies have specifically looked at cost-effectiveness,
but significant cost savings and improvement in quality of life has
been demonstrated. (8) Although there are no head-to-head trials,
where treatment extracts are available for both (SCIT and SLIT)
routes, the SLIT seems a slightly less effective but safer alternative.

SAFETY
Local reaction (swelling and redness at the injection site in SCIT,
and oral itching and tingling in SLIT), are common. Systemic
allergic reactions occur rarely (mild-to-moderate systemic
reactions: 0.1 per cent and anaphylaxis: one-in-one m injections)
during the course of SCIT. (9, 10, 11) Although extremely
rare, fatalities have been reported with SCIT and hence, it is
a requirement that SCIT is only given by trained personnel in
outpatient clinics or day centres, where facilities for resuscitation
are available. (12) Poorly-controlled asthma and significant
cardiovascular disease increases the risk, and hence SCIT is not
recommended in these patients. (10) A major advantage of SLIT
is the very low risk of systemic reactions and no fatalities have been
reported.

ALLERGIC CONDITIONS WITH
POTENTIAL USE OF AIT

The response to treatment varies according to how closely an
allergic disease is causally related to the index allergen. For
instance, it’s very effective in seasonal allergic rhinitis due to
pollen allergy and in insect (bee and wasp) allergy, which are
monofactorial, IgE mediated allergic conditions. Diseases that
are multifactorial, such as perennial allergic rhinitis and asthma,
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where IgE mechanisms play a role but others factors are also
important, are somewhat less responsive to AIT. In these chronic
conditions, AIT is still effective as an adjuvant to other antiinflammatory therapies. In this context, food allergic reactions
fall into the former category. However, the use of AIT in food
allergy had been limited until recently because of concerns
regarding systemic reactions. In the last decade several studies have
shown effectiveness of oral immunotherapy, successfully inducing
desensitisation to peanut, cow’s milk, and egg.
Although the effectiveness of AIT is not necessarily related to
the severity of the allergic condition, for practical reasons (expense,
risks, and duration of treatment), most physicians would not
consider using it in mild disease. AIT is therefore commonly used
for pollen, insect venom, a house dust mite, and an animal allergy.
Its use for mould and cockroach allergen is less well-documented.

ALLERGIC RHINITIS
AIT is recommended for patients with moderately severe allergic
rhinitis, not well-controlled on allergen avoidance, plus optimal
pharmacotherapy (a combination of antihistamines, steroid
nasal spray and eye drops). (10) Avoidance of allergen is often
challenging for perennial allergens, such as house dust mites,
moulds, and animal dander, and nearly impossible for seasonal
allergens, such as grass and tree pollens. In these patients, quality
of life and work is affected, and children with severe hay fever
have been shown to underachieve in their school exams. Systemic
steroids are often required to control symptoms with the risk of
long-term adverse health consequences.
The effectiveness of SCIT is well-documented in both seasonal
and perennial allergic rhinitis. (13, 14) A significant recent
advance means that SCIT to grass and / or tree pollen can now
be administered as four pre-seasonal injections, avoiding the need
for lengthy updosing and year-round injections, which makes this
treatment more affordable and convenient. (15-17) Over the last
20 years, evidence is gradually accumulating for the effectiveness of
SLIT in allergic rhinitis, both seasonal and perennial. (18)

ASTHMA
Cochrane and other systemic reviews have confirmed that AIT is
effective in allergic asthma and has a steroid-sparing effect. (19)
However, in the UK, AIT plays practically no role in the treatment
of asthma. This is partly historical as respiratory physicians,
who treat asthma in the UK, are not trained in the use of AIT.
Additionally, questions remain regarding its cost-effectiveness in
mild-to-moderate asthma, where topical steroids in combination
with long-acting bronchodilators or other additive therapies (such
as leukotriene antagonists) are effective and convenient with a
low risk of adverse effect. In poorly-controlled asthma, where
there is a significant unmet need, AIT is contraindicated due to a
high risk of systemic reaction, and new biological therapies (such
as omalizumab, meoplizumab) are increasingly used as safe and
effective alternatives.

VENOM ALLERGY
AIT is very effective in inducing tolerance to bee and wasp
venom for those who have had anaphylaxis to bee or wasp with
improvement in their quality of life. (20) It is administered as
SCIT, usually using the traditional regime of weekly, and then
monthly, injections (although rush immunotherapy regimes
are also safe and effective). Once AIT is completed, the risk of
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Table 1: A Sample Schedule for Subcutaneous Immunotherapy
repeated bee and wasps stings, such as
gardeners and bee-keepers.

Dilution

Concentration

Volume (ml)

Dosage (SQU*)

DRUG ALLERGY

1:1000

100 SQU*/ml

0.2

20

0.4

40

0.8

80

0.2

200

0.4

400

0.8

800

0.2

2000

0.4

4000

0.8

8000

0.1

10000

0.2

20000

0.4

40000

0.6

60000

0.8

80000

1.0

100000

1.0

100,000

Drug allergic reactions are common, but
in most cases, an alternative drug can be
used equally effectively. Hence, avoidance
of the drug in question is the first line of
management. However, when a suitable
alternative is not available, for instance, in
a diabetic patient who is allergic to insulin,
or in a cardiac patient who is allergic
to aspirin, desensitisation to the drug is
possible.
The drug is administered in gradually
increasing doses until the effective dose of
the drug is tolerated.

1:100

1:10

1000 SQU/ml

10 000 SQU/ml

FOOD ALLERGY
Oral immunotherapy (OIT) to major
food allergens, such as cow’s milk, eggs,
and peanuts has been shown to be
effective in inducing desensitisation when
administered in gradually increasing
amounts over a six-to-12 months period.
The food is used as raw or in modified
forms with or without adjuvant therapy.
The risk of anaphylaxis is uncommon, but
may occur in five-to-10 per cent of patients
during the course of treatment. Most
studies have been in children – although a
few adult studies show similar efficacy.
Despite the fact that the success rate
reaches 80 per cent, most children have to
continue to consume the food on a daily
basis to keep their tolerance. (21) Although
increasingly used in many centres there is as
yet no consensus on the best approach with
regards to the dose, duration, and patient
selection in food OIT.

PREVENTION OF DEVELOPMENT
OF ALLERGY
Interest is growing in the use of AIT
to prevent the development of allergic
sensitisation, rhinitis, and asthma in highrisk children, and a few published studies
confirm proof of concept. (22) However,
more evidence is needed using large
randomised controlled trials design before
this preventive use of AIT finds it place in
routine clinical practice.
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EPILEPSY AND ANTI-SEIZURE DRUGS IN 2018
2018 has been a momentous year for people with epilepsy. News stories have emphasised the hope of
cannabis-derived medications, and the risk of drugs, such as valproate in pregnancy. Rhys Thomas, Intermediate
Clinical Fellow, Newcastle University, and Honorary Consultant in Epilepsy, Royal Victoria Infirmary, Newcastle
upon Tyne, and Donald Craig, Margie Jackson Epilepsy Fellow, Royal Victoria Infirmary, Newcastle upon Tyne,
select contemporary issues regarding anti-epilepsy therapies, as well as discuss developments to illustrate the
hopes and challenges for future improvements in epilepsy care.
drugs currently listed in the British National Formulary listing
standard doses, with regimes in paediatrics varying compared
to adults. The choice of therapies is ideally considered in the
context of co-morbidities and co-prescribed medications.
Drugs called ‘anti-epileptics’ but are more correctly ‘antiseizure’ and do not represent a true class of medications but
rather a collection of drugs – often serendipitously identified as
anti-seizure agents.
Combinations of anti-epileptic drugs present further
challenges to balance both efficacy and adverse effects. That
two-thirds of patients can be seizure-free with the use of
medication should be celebrated as an achievement. However,
there is a great need to continue to improve therapies, both for
patients whose seizures are ‘controlled’, and in those who are
limited by ongoing seizures.

Rhys Thomas
WHAT ARE SEIZURES?
Seizures are clinical events that occur due to poorly organised
electrical discharges in the brain. These electrical disturbances
can occur at any stage of life, with the highest incidence
occurring in early life and the elderly. There are many different
seizures, from brief alterations to extended convulsions with
impaired awareness and autonomic disturbances.
Every brain is susceptible to seizures in a fluid concept
termed a ‘threshold’. Seizures can be ‘provoked’ in numerous
temporary situations, such as electrolyte disturbances or
head trauma. The circumstances leading to seizures in one
individual will not inevitably lead to seizures in the next, even
within close family members.
WHAT ARE THE EPILEPSIES?
Epilepsy is the occurrence of repeated unprovoked seizures.
The pattern of electrical discharges in the brain can be
observed by an electroencephalogram (EEG), leading to broad
categorisation of focal and generalised epilepsies. There are subgroups of epilepsy syndromes, arising in certain circumstances,
such as during sleep, or on exposure to patterns of light.
Epilepsies can improve as the brain ages, regarded as selflimited when seizures resolve spontaneously. The conditions
that include epilepsy as a central feature are wide, with seizures
co-occurring with a number of diverse co-morbidities. All
healthcare services will have patients who have seizures, or are
affected by the consequence of an epilepsy therapy.
DRUG CHOICES – THERAPY FOR EVERY SEIZURE?
In the UK, around one-in-10 will experience a single seizure
in their lifetime. The first step is to manage any modifiable
factors, for example, provoking medications or poor sleep.
Investigations inform decision-making, so simply starting
an extended course of medication for every seizure may not be
helpful, and most likely, harmful.
One per cent of the population will experience recurrent
seizures that merit anti-epileptic therapy. There are over 30
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FUTURE NOW – USING EXISTING DRUGS BETTER
‘Next generation’ drugs, such as eslicarbazepine (in the
same ‘family’ as carbamazepine and oxcarbazepine) and
brivaracetam (with levetiracetam), report better tolerability.
They are not first-line but cost-efficacy may be justified by
projected future NHS cost savings. Long underappreciated comorbidity costs, such as atherosclerosis, sleep, and psychiatric
symptoms could have enhanced weighting in future analysis.
There is strong hope that precision medicine will
deliver better choices to improve both efficacy and reduce
adverse effects. This is already realisable with currently
available pharmacogenomics. The metabolism of many of
commonly used anti-epileptics, such as phenytoin, can be
partially predicted through knowledge of liver cytochrome
enzyme profile. Carbamazepine is one of the first-line
recommendations for drugs in focal epilepsy in the UK.
There can be a high incidence of severe cutaneous reactions,
predictable by testing of human leukocyte antigen status.
This is recommended in certain countries in South East Asia
prior to prescription. The extra diagnostics and delay, limits
rather than improves, choice, but there is exciting work to
move this process closer to point-of-care testing.
FUTURE SOMETIME – EVEROLIMUS
Once a genetic diagnosis was a laboured process, but this is
being rapidly simplified, and improvements in diagnostics to
identify aetiologies are celebrated. There are few approaches
aimed at a reversal of underlying processes and drugs are
then employed to suppress seizures and minimise symptoms.
An example of a potential of targeted, truly anti-epileptic
therapy may be everolimus for tuberous sclerosis (TS).
This drug influences mTOR protein signalling that
has been shown to delay the growth of kidney and brain
lesions. Whether everolimus improves seizures compared
to conventional blunt medication in this rare but severe
epilepsy remains to be established in head-to-head studies. In
the UK the drug is approved but control of large TS-related
lesions called SEGAs but licensed but not commissioned as
an anti-epilepsy drug pending further review.
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RECENT FUTURE DRUGS – STIRIPENTOL AND
RUFINAMIDE
Many of the recent drug introductions are subject to
particular prescription restrictions. These reflect the ages
and populations of the licensing trials where they are used
as adjuvants in severe syndromes. Examples are stiripentol
in Dravet Syndrome (sodium channel malfunction), and
rufinamide in Lennox Gastaut Syndrome (a network epilepsy
with a particular EEG signature).
These drugs are consequently difficult to practically
access, even in larger centres, with the potential bottlenecks
being diagnosis and familiarity with the drugs. The
applicability of these narrowly approved medications to the
wider epilepsy community may continue to be unknown.
There is unlikely to be sufficient data or trials supported
to enable widespread adoption outside of the current niche
usage.
CANNABIS DERIVATIVES
There has been widespread public attention to the potential
introduction of cannabis-derived medications. There is
hope that this will find a place in the treatment of many
pharmaco-resistant epilepsies. At present larger trials have
been in the paediatric patients in combination with multiple
co-prescribed drugs and the wider applicability is unclear.
There have been promising results, but the overall
numbers using recognised preparations remains small.
The mechanism of action remains under investigation
as cannabidiol may not exert its anti-seizure effect at
cannabinoid receptors. No trials of drugs containing the
more psychoactive THC extract have reported in epilepsy.
There is concern that political considerations may obscure
the opportunity for real-world research because of the high
profile of cannabis-derived drugs.
FENFLURAMINE – RE-PURPOSING
Fenfluramine was originally introduced as an appetite
suppressant. It was noted to have a serotonergic mechanism
before being withdrawn due to cardiovascular adverse
effects. Research use in epilepsy was interrupted and then
re-instituted under special licence in open label studies in
patients with sodium channel genetic abnormalities causing
epilepsy.
How the serotonergic mechanism relates to the
sodium channel malfunction is unclear and there may be
heterogeneity of response depending on subtle differences
in genetics. Re-purposing of drugs with established licenses
for other indications is welcome if therapies increase in
neurological rare diseases where pharmaceutical investiture is
often halting.
RETIGABINE
Retigabine was a welcome addition with a novel mode of
action on potassium channels that was soon withdrawn after
unforeseen discolouration of skin. This was an unfortunate
mis-step as there were hopes that this differing biological
mechanism would provide more scope to prescribe antiepileptics combinations by awareness of their mechanism of
action.

VALPROATE
Dedicated pregnancy registries led to collection of data that
identified that high dose valproate use is potentially harmful
to cognitive development of a foetus. This led to advice
that valproate should now be prescribed only if pregnancy
is discouraged. (www.gov.uk/guidance/valproate-use-bywomen-and-girls) Valproate is very effective and switching to
alternative agents requires careful consideration.
NEURO-STEROIDS
The central action of steroids on the brain is undoubted,
as can be seen by the occurrence of catamenial epilepsy.
Attempts to influence seizures with contraceptive hormonal
manipulation has been less successful. There are neurosteroid derivatives that have progressed to published
trials but have not yet become commercially available. An
interesting avenue has been the use of the neurosteroid
allopregnanlone as an adjuvant therapy in refractory status
epilepticus in trials.
DIETS
Starvation has been known since antiquity to reduce seizures.
An example where dietary manipulation is an essential
component of treatment is the GLUT1 deficiency syndrome
where brain-barrier glucose transporters malfunction.
Various ketogenic regimes that are high in fat, low in
carbohydrate increase alternative energy utilisation to reduce
seizures.
Identifying metabolic deficiencies and prescribing
individualised dietary additives could represent another
avenue for therapies. Biotin and pyridoxine vitamin
responsive seizures are clear examples of success. In the UK,
where the responsibility to develop and the drive to license
potential nutraceuticals will emerge from is not defined at
present.
DEVICES
Devices implanted in the chest can electrically stimulate
the vagal nerve to influence susceptibility to seizures.
The selection of patients remains empirical and the ideal
combination of drugs with stimulation is under investigation.
‘Deep brain’ implantable seizure modifying devices are
available, highly specialised, but have no UK accessibility.
Wearables may contribute biomedical data, such as skin
sweat and sleep data, to predict and intervene before seizures
occur with more responsive drug regimens rather than
routine dosing. Until exciting developments in minimallyinvasive surgery – lasers, optogenetics, gene therapy, focused
radiotherapy, MRI guided ultrasound – becomes more than
horizon therapies, the drive will remain to improve the
selection and tolerability of drug therapies.
SUMMARY
The breadth of epilepsy treatments extends beyond the ‘big
four’ anti-epilepsy drugs of carbamazepine, lamotrigine,
levetiracetam, and valproate. Pragmatic UK-led head-to-head
studies, such as SANAD and awaited SANAD-2, remind us
that novel drugs may not be superior to established agents.
However, there is much to be optimistic about –
regarding the opportunities currently available and soon-tobe-available – for helping to better control epileptic seizures,
with the aim of improving quality of life for people with
epilepsy.
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PHARMACY TECHNICIANS

PHARMACY TECHNICIANS:
RECOGNISING THEIR WORTH

In recent years, as the pressure upon the NHS and on pharmacy has been
increasing, the government has been considering the unexploited possibilities
that are available through skill mix and in community pharmacy – keen to see
greater utilisation of pharmacy technicians. In this edition of WPR, Mark Koziol,
Chairman of The Pharmacists' Defence Association, discusses the changes
being proposed and carves out a future vision for delegating tasks to pharmacy
technicians in community pharmacy.

Mark Koziol
As a solely pharmacist organisation, The Pharmacists’ Defence
Association (PDA) doesn’t have pharmacy technicians in its
membership. However, we appreciate that pharmacy technicians
are valued colleagues who work alongside our members every
day; they are often the friends, family, and the fellow employees
working together as a team. If skill mix is to work, then it is
important that pharmacy technicians have rewarding jobs with
career development, job security, respect at work, and fair reward,
just as these things are important for pharmacists.
The mandatory register of pharmacy technicians in Great
Britain was established by the General Pharmaceutical Council
(GPhC) in 2011, and soon afterwards, the government established
its Rebalancing Medicines Legislation and Pharmacy Regulation
Programme Board. In Northern Ireland, no such pharmacy
technician register was created, nevertheless, the ambition of the
rebalancing board is that its work will ultimately apply to all four
countries of the UK.
In 2014 at a national pharmacy conference, the chairman
of the GPhC was asked whether he could provide guidance to

pharmacists around delegating tasks to registered pharmacy
technicians. However, he stated that because many pharmacy
technicians had entered the register via a grandparenting clause,
there were some very variable standards among pharmacy
technicians. He explained that it was therefore not possible for the
regulator to take a blanket view and to recommend to pharmacists
what roles they should delegate to pharmacy technicians. A generic
approach to the entire group was not possible.
At The PDA we are concerned that the level of public
protection provided by the grandparenting clause – which today
still applies to 73 per cent of all current registered pharmacy
technicians – is questionable. It would be difficult to rely upon the
assurance it provides if the roles of pharmacy technicians were to
evolve.
Despite these concerns, contained within the rebalancing
board’s terms of reference was included, ‘To address in parallel
medicines and professional regulatory matters (e.g. supervision),
which are considered to restrict full use of the skills of registered
pharmacists and registered pharmacy technicians.’

RADICAL CHANGES ARE BEING PROPOSED
We believe that pressure on the NHS can be managed much more
effectively through the better use of pharmacists and pharmacy
technicians. In the community pharmacy setting, it’s evident
that if the pharmacist’s role is to move forward and pharmacists
are to become more patient-facing in the future, an extended
role and greater responsibility for pharmacy technicians is not
only desirable, but it is essential. However, the development
of skill mix and the role of pharmacy technicians through the
establishment of the Rebalancing Medicines Legislation and
Pharmacy Regulation Programme Board, to which members are
appointed exclusively by the government, where the agenda is
closely controlled, and from which the wider pharmacy profession
is largely excluded, has created suspicion among pharmacists. The
exclusion from the programme board of independent contractor
and individual pharmacist representative organisations like the
National Pharmacy Association and The PDA has only fuelled
these anxieties.
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Perhaps the reasons why we were excluded became apparent
when a leak to the Chemist+Druggist magazine in September
2017 of a programme board document revealed that it had
developed proposals to allow pharmacy technicians to supervise
the sale and supply of prescription-only and pharmacy-only
medicines and pharmacy staff in the complete absence of a
pharmacist. Had we been on the board, then these proposals,
which we believe reduce the safety of the public, would have
received short shrift.
This episode has created even more anxiety and concern among
pharmacists and pharmacy organisations in the UK and overseas.
We believe that the best way for the rebalancing board
to develop policy is to take advantage of the wider expertise
available within the profession, and to engage with practitioners
to tackle some of the thorny issues. In this way, and with proper
transparency, the profession can have confidence in their work,
and pharmacists and pharmacy technicians can feel engaged
and positively inclined to support the natural and successful
development of skill mix in community pharmacy.
The current programme of planning for the re-engineering of
community pharmacy is more radical than at any time in the last
30 years; it must be successful. The outcome must be based on an
exercise that is undertaken with the greatest of care, relying on the
widest consideration of all factors; both favourable and otherwise.

THE PDA HAS PRODUCED A DETAILED REPORT
The PDA has invested over three years in developing a detailed
report on pharmacy technicians. Its publication at this time is
designed to support an intelligent debate within the profession.
It includes observations which are applicable to many pharmacy
technicians, but concentrates particularly on the community
pharmacy sector as this is an important focus of the current reengineering exercise. This report considers a wide range of relevant
topics; many of which have not been previously considered. These
include an analysis of how public protection is delivered through
healthcare regulation.
It also considers the reasons why currently there may be a
lack of regulatory traction in relation to pharmacy technicians,
and it explores the important difference between a healthcare
professional and a healthcare technician. It looks at the methods
employed by other healthcare professions in the UK, who have
successfully used skill mix and technicians to drive new services
for the benefit of patients, and it contrasts these approaches with
the issues that emerge in community pharmacy. It considers the
education and training of pharmacy technicians in the UK, and
the 73 per cent of those on the register of pharmacy technicians
(as at April 2017) who were admitted through grandparenting
arrangements.
We are concerned that the GPhC does not hold records of any
assessments having been conducted as to the suitability of their
qualifications relied upon during the grandparenting process. Our
report also considers the roles – both current and proposed – as
compared to their pharmacy technician colleagues who operate in
different environments in other European countries.
Additionally, we explore protected titles. Consider this;
through significantly elevated standards of training, education,
practice, and professional awareness, with the support of
regulation, healthcare professionals are entitled to use protected
titles, such as a pharmacist, doctor, or dentist. This is a system
which is deemed to be so fundamental to the protection of the
public that it can rely on criminal sanctions for those who use
it without justification. It must be recognised by any intelligent
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analysis that the creation of a mandatory public register of
individuals in 2011 in Great Britain did not result in the overnight
creation of a profession of pharmacy technicians.
Despite this, there are some areas of pharmacy practice, such
as that seen in hospitals, in primary care, and in manufacturing,
where pharmacy technicians operate to high standards and,
without their involvement, the respective services would suffer.
We explore why, in a general sense, the development of pharmacy
technician practice in the community pharmacy setting has not
occurred to anything like that seen in these other areas of practice.

THE ASSOCIATION OF PHARMACY TECHNICIANS
UK AS REPRESENTATIVES OF PHARMACY
TECHNICIANS
Professional interests are borne out of a collective ambition and
they lead to the creation of a strong representative voice. If there
is no strong representative voice, then arguably, the collective
ambition may not exist.
The Association of Pharmacy Technicians UK (APTUK)
has barely six per cent of the pharmacy technician register in its
membership, with only a minority of these being from community
pharmacy. Bearing in mind that the rebalancing board is primarily
looking at the re-engineering of community pharmacy, we don’t
believe that the rebalancing board can rely upon the APTUK who
sit on the board to establish whether pharmacy technicians in
community pharmacy settings are truly supportive of the roles and
responsibilities being proposed for them by the board.

SO HOW DO WE MOVE FORWARD?
We consider ways in which the successful development of the roles
of both pharmacists and pharmacy technicians could be developed
through a symbiotic process which develops the roles of both
groups to their mutual benefit, and, ultimately, to the benefit of the
public. An example of such a process is one that has successfully
been used in the hospital pharmacy setting since the 1980s.
We have explored successful exemplars of service re-engineering
which relied on skill mix from other parts of the NHS as they
provide powerful frameworks for change which could easily be
adapted for community pharmacy.
We believe that a way forward can be found that:
• Unifies pharmacists and pharmacy technicians behind a common
vision and purpose based on shared interests and mutual benefit
• Develops more rewarding, fulfilling roles for both groups,
including enhanced clinical roles, which make more appropriate
use of their respective skills
• Establishes a symbiotic, complementary, and effective skill mix
model in community pharmacy
• Creates rewarding career frameworks, supported by skills and
salary escalators, and appropriate remuneration
We recognise that some of the issues explored in our report are
emotive, but it’s vital that they are considered within the scope
of the wider pharmacy practice development exercise. The PDA’s
intention is to promote wider engagement of the profession in a
thought-provoking debate that considers the broader factors and
encourages all stakeholders to reach a positive consensus on how to
move forward together. Our ambition is to make pharmacy better
for patients, pharmacists, and pharmacy technicians. We hope all
stakeholders potentially affected will engage in the debate in this
spirit.
For more information, and to access the Pharmacy Technicians
Report, visit www.the-pda.org/pharmacy-technicians.
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ABDOMINAL AORTIC ANEURYSM

AS SEEN ON SCREEN
In Wales it’s estimated that around 230 men aged 65 and over die each year from ruptured
aneurysms – adding weight to the importance of the Wales Abdominal Aortic Aneurysm
Screening Programme, which has been an important strand of support for five years.
90,000 men have been offered screening, with 80 per cent of men
choosing to attend. Men who are over 65 and have not previously
received AAA screening can request a scan by contacting the Wales
AAA Screening Programme.
Screening is currently offered to men in South Wales prisons
and will be extended to men in Berwyn Prison, North Wales, by
the end of the year. There are also plans to offer screening to men
in long-term care.
The Wales AAA Screening Programme operates its screening
clinics out of local community healthcare venues, such as GP
surgeries or community hospitals, with appointments lasting
around 15 minutes. Men are informed of the results of the scan
immediately, along with being presented information about the
implications of this result.

OUTCOMES AND OPTIONS
The Wales Abdominal Aortic Aneurysm Screening Programme
celebrated its fifth birthday in May 2018, having detected over 900
Abdominal Aortic Aneurysms in the past five years.
Between the Wales Abdominal Aortic Aneurysm Screening
Programme launching in May 2013 and March 2018, the
programme screened over 75,000 men, and detected over 900
Abdominal Aortic Aneurysms. Of these, 140 men were referred on
to vascular services for treatment.

ABDOMINAL AORTIC ANEURYSM EXPLAINED
An Abdominal Aortic Aneurysm (AAA) is a swelling of the aorta,
which can split or tear, and cause serious blood loss that requires
emergency treatment. When an AAA does rupture it’s usually
fatal, with roughly 85 per cent of people who have a ruptured
AAA not surviving.
Most people who have an AAA do not have any signs or
symptoms. However, it is possible to detect an AAA with a simple,
non-invasive ultrasound of the abdominal aorta. If an AAA is
detected which requires elective surgery, the outcome is vastly
improved, with 96.5 per cent of patients surviving planned AAA
surgery.
Anyone can have an AAA, but they are six times more common
in men than women, which is why the Wales AAA Screening
Programme focuses on screening men. Other factors which lead to
an increased risk of an AAA include increasing age, smoking, high
blood pressure, and high cholesterol.

There are three main outcomes of AAA screening depending on
the result of the ultrasound scan. Men who are found to have a
normal size abdominal aorta do not need any further scans and
are discharged from the programme. Men who have a small or
medium AAA receive regular surveillance scans to monitor their
AAA, with the interval between these scans varying based on the
size of the AAA. These men will also be referred to GP services
to check their blood pressure and discuss any lifestyle risk factors.
Men who are found to have a large AAA are referred to a specialist
vascular service to discuss treatment options, including elective
surgery.
Llywela Wilson, Head of the Wales AAA Screening
Programme, explained, ‘The Wales AAA Screening Programme
was the first male-only national screening programme. Since our
launch on 1st May 2013, four-out-of-five men have attended for
their AAA screening ultrasound scan.
‘Before the programme, there were only three local AAA
screening programmes across Wales. By merging them into one
national programme, we have ensured that all 65-year-old men
living in Wales and registered with a GP are offered screening.
‘Our achievements are not only attributed to Public Health
Wales and the programme staff, but also to the men who have
attended for their scan, GP practices, health board vascular
specialist teams, medical imaging departments, and the estates
teams in departments that provide screening premises.’

OFFERING ASSISTANCE
AAA screening is available to all men in Wales aged 65 and over.
Men who are registered with a GP are invited to attend the one-off
screening appointment when they turn 65. Since the introduction
of the Wales AAA Screening Programme in May 2013, over
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GASTRIC CANCER

SICK TO THE
STOMACH

While occupying a central role in the digestive tract,
the stomach also presents a variety of challenges –
peptic ulcer disease, gastroenteritis, functional
dyspepsia, and gastric (stomach) cancer are all
digestive diseases that originate in the stomach.
Sparked by the recent first ever World Stomach Day
– an international initiative to raise awareness and
support – WPR tackles the role of the disease-causing
bacterium, Helicobacter pylori, as well as the recent
trends and research in gastric cancer.
A sophisticated organ with a unique physiology, biochemistry,
immunology, and microbiology, the stomach is an integrated part
of the digestive system that acts as a reservoir for food, protects
the body against foreign elements entering the bloodstream, and
protects against microbial colonisation.
The physiology of our stomach is often disrupted by
Helicobacter pylori (H. pylori) infection, which is the world’s
most common chronic bacterial infection. First discovered in
1982, estimates suggest that more than 50 per cent of the world’s
population are infected with H. pylori. While it has no, or only
mild, harmful effects in most people, reports suggest that the
infection is a causal agent for more than 60 per cent of gastric
ulcers, and approximately three-quarters of gastrointestinal
malignancies.
‘Most people do not know that they are infected until they
develop symptoms of gastric irritation, such as heartburn or
dyspepsia. A diagnosis is usually made using a blood or breath
test but can also be made through an endoscopy or a stool test,’
explained Professor Tamara Matysiak-Budnik, gastroenterology
and oncology expert.
Throughout Europe, the prevalence of H. pylori is much higher
in Eastern and Southern, than in Northern and Western, regions,
and there’s a strong association between the infection and social
deprivation.
Classified as a carcinogen by the International Agency for
Research on Cancer, the H. pylori infection is the most significant
factor leading to the development of gastric cancer.

GETTING TO GRIPS WITH GASTRIC CANCER
One of the most aggressive forms of digestive cancer with a
poor prognosis, gastric cancer, claims the lives of almost 60,000
European Union citizens every year, and the disease mainly affects
older generations, with 80 per cent of cases among people aged
between 60 and 80 years old. In addition to long-standing H.
pylori infection, other risk factors for gastric cancer include a
family history of the disease, smoking, and a diet high in salt.
30 | WPR | Dec 2018

According to research presented at United European
Gastroenterology Week 2017, treating H. pylori infection can lead
to a marked reduction in the risk of stomach cancer.
The population-based study, which involved more than 63,000
people who had received antibiotic-based treatment for H. pylori
infection, showed a 22 per cent reduction in the risk of developing
gastric cancer in those aged 60 years and over compared with the
general population.
Professor Tamara Matysiak-Budnik commented, ‘Another
important challenge is the early diagnosis of gastric cancer and
so-called pre-cancerous lesions, preceding the development of
gastric cancer, whose correct clinical management and surveillance
may reduce the cancer-related mortality. A lot of efforts are now
employed to develop the best non-invasive approaches to detect
and follow up the patients with these lesions.’
World Stomach Day marked the 13th anniversary of Barry
Marshall and Robin Warren’s Nobel Prize in Physiology or
Medicine Award in 2005. Their discovery identified that
inflammation of the stomach (gastritis), as well as ulceration of the
stomach (peptic ulcer disease), is the result of an infection caused
by H. pylori. Their remarkable discoveries have largely impacted
how we manage gastric diseases today.
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PSORIATIC ARTHRITIS

SKIN DEEP
Around 120,000 people in the UK
have psoriatic arthritis, which, as
well as psoriasis, causes inflamed,
stiff, and painful joints. Yet against
this backdrop of prevalence, many
patients are still finding their
journey with the condition to be
plagued with confusion and both
physical and psychological
obstacles. To get to the bottom of
this, and how the sector can help,
WPR presents the clinical and
patient views.
PSORIATIC ARTHRITIS: MY STORY

Fuelled by painful flare-ups, the physical
symptoms of psoriatic arthritis can be a heavy
weight for the patient to bear – however, the
mental burden is just as hefty, if not more so.
Despite these forces of resistance,
Rebecca North, 30, completed the London
Marathon earlier this year, after she was
diagnosed with the condition less than two
years ago and was left barely able to walk.
Rebecca, who has always been a keen runner,
was told by doctors that she would never run
again. Here, she sheds a light on her psoriatic
arthritis experience.
WHEN DID YOU FIRST NOTICE THE TELLTALE SIGNS OF THE CONDITION? DID YOU
IMMEDIATELY KNOW THAT’S WHAT IT WAS?
My first sign of psoriatic arthritis was a swollen toe (dactylitis)
on my left foot, although with hindsight I had also suffered from
pitted fingernails prior to the dactylitis. I had no idea it could
be arthritis. Initially I thought I had stubbed the toe, but when
it didn’t get better, the pain grew worse and I started limping
heavily. I went to see a GP who was unsure what it was. Many GP
appointments, two trips to x-ray at A&E, and a few more swollen
joints later, and four weeks after the first sign, finally psoriatic
arthritis was suggested.

WHAT HAS YOUR EXPERIENCE OF PSORIATIC
ARTHRITIS-RELATED SYMPTOMS BEEN LIKE?
My experience of psoriatic arthritis-related symptoms has been
both physical and mental. I have dealt with a lot of inflammation,
stiffness, fatigue, and extreme pain which I struggled to control
for 18 months. I have ‘hidden’ symptoms, such as three ‘hammer
toes’ that I am awaiting surgery on, and developing psoriasis in my
toenails which was rectified by having all 10 permanently removed.
With every new ache and pain my mental health declined as I
struggled to cope with the new body my life had given me.

PRIOR TO YOUR DIAGNOSIS, WERE YOU FAMILIAR
WITH PSORIATIC ARTHRITIS?
Despite suffering from psoriasis my adult life I wasn’t very familiar
with psoriatic arthritis. I was vaguely aware from my basic research
of psoriasis that it was possible to develop psoriatic arthritis, but
I knew nothing more about it. I didn’t know what the signs and
symptoms were or generally what to look out for. I didn’t know of
anybody with the condition and it had never been mentioned to
me by GPs.

WHAT WAS YOUR ASSESSMENT LIKE?
I was fortunate that my assessment at rheumatology occurred just
16 weeks after my first symptom. On arrival I was asked to describe
the symptoms I had been suffering and give a brief medical history.
My joints were examined, and an ultrasound was performed
on my toes. From all that I had told the rheumatologist, and from
the inflammation that he could see and feel, a positive diagnosis
was made. I was taken for blood tests and a chest x-ray, and
informed that if all was well with these I would start medication
(methotrexate) in a few weeks’ time.

WHICH TREATMENT OPTIONS HAVE WORKED
BEST FOR YOU?
Biologics have been the best medication for me. Initially I started
methotrexate which didn’t help my joints, made me permanently
run down, and it gave me crippling fatigue. A very brief spell on
sulfasalazine followed before my rheumatologist suggested that
I try secukinumab, as both my psoriasis and inflammation of the
joints had worsened. Just three weeks after I started injecting
I could already feel a great improvement. The majority of my
psoriasis had cleared, I was less stiff, and my pain levels had
lessened. 10 months after I started secukinumab I am currently
completely psoriasis-free with no inflammation.

TO WHAT EXTENT HAS PSORIATIC ARTHRITIS
SHAPED YOUR LIFE?
Since my diagnosis psoriatic arthritis has shaped my life
enormously; I almost feel like a different person to who I was prediagnosis. When I am in a flare it impacts on every aspect of my
life, from my ability to leave the house to my mental health. Even
when I am in good health it is still something that I am always
aware of, from keeping on top of appointments and injection dates
to being careful not to overdo it and cause myself extra fatigue.

Continued onto next page
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PSORIATIC ARTHRITIS
WHAT EVERYDAY CHALLENGES DO YOU
EXPERIENCE AND HOW ARE THESE OVERCOME?
One of the biggest everyday challenges I have had to overcome is to
stay in employment. The ability to get to work and to stay in work
has been difficult. When I have been in a bad flare or particularly
run down I have had to take time off to stay at home and rest. I
am incredibly thankful to have great colleagues and work for a
company which understands my requirements and has allowed me
to work flexibly so that I can attend all appointments and work
from home when necessary while staying employed.

DO YOU HAVE ANY ADVICE AS TO HOW
HEALTHCARE PROFESSIONALS CAN BETTER
OPTIMISE THEIR MANAGEMENT OF THE DISEASE
FOR PATIENTS GOING FORWARD?
From my experience, if a patient presents themselves with psoriasis
then they should be asked if they are having any problems with
their joints. So many psoriasis sufferers aren’t aware that they
might get arthritis and it then takes years to get a proper diagnosis,
when early diagnosis is key. In all my years of seeing GPs and a
dermatologist I was never once asked any questions about my
joints. When I first went to my GPs with my swollen toe, not one
of them made the link with my psoriasis despite them being aware
of my medical history.

THROUGH EXPERT EYES

Hone your knowledge of psoriatic arthritis,
and how it can be appropriately navigated,
courtesy of WPR's chat with Paul Emery, a
Versus Arthritis Professor of Rheumatology,
and Director of Leeds NIHR Biomedical
Research Centre, Leeds Institute of
Rheumatic and Musculoskeletal Medicine,
University of Leeds.

psoriatic arthritis symptoms flare and subside, vary from personto-person, and even change locations in the same person over
time. The diagnosis of psoriatic arthritis is suggested when patients
have both psoriasis and arthritis, as about two-thirds of psoriatic
arthritis will occur either after or at the same time as psoriasis.
In the presence of psoriasis, and the absence of auto-antibodies
(indicating another diagnosis) a diagnosis is made. Some patients
are unaware they have psoriasis: involvement of the scalp and nails
predisposes to arthritis and may be previously undetected. For
patients who don’t have psoriasis, having a first- degree relative
with psoriasis can also be considered the same importance as
having psoriasis yourself, reflecting the fact that inherited factors
play an important role. There are several distinct types of psoriatic
arthritis, indeed these may be so characteristic that the diagnosis of
psoriatic arthritis can be made even in the absence of skin disease.

WHAT CONTRIBUTES TO FLARE-UPS?
Often there is no obvious reason, but known triggers include
stress, both psychological and physical. Psoriatic arthritis isn’t
infectious – people sometimes make the mistake of thinking it
is – but it can be precipitated by infections including streptococcal
throat infection. Being overweight is also a predisposing factor
and there is a link with the ‘metabolic syndrome’ which includes
hypertension, diabetes, gout, and hyperlipidaemia.

IS A MULTIDISCIPLINARY APPROACH BEING
CONSISTENTLY EXECUTED FOR PSORIATIC
ARTHRITIS?
In an ideal world that would be the case, but in practice, the
majority of psoriatic arthritis patients are looked after in primary
care, and when referred to secondary care, by a single specialist.
However, it is important that multidisciplinary care is available
when required for the complex patient. It’s also important to
point out that the majority of patients with psoriatic arthritis, are
well-controlled with straightforward measures and therapy. About
one-in-20 patients with psoriatic arthritis has a severe progressive
disease.

ARE THERE ANY DEVELOPMENTS WHICH OUR
AUDIENCE SHOULD BE IN THE KNOW ABOUT?
There are many different areas of active research. These include
the discovery and understanding of molecules mediating
disease in skin, joints and entheses (the insertion of tendons
/ ligaments to bone). This work has led to specific new drugs
being developed. Also, patients with psoriasis may have disease
of the musculoskeletal system which isn’t clinically apparent, but
which can be detected by sensitive imaging. Various groups have
started treating these patients, aiming to produce better long-term
outcomes and perhaps even prevent some of the musculoskeletal
disease.

Paul Emery
WHAT ARE THE DISTINGUISHING FEATURES OF
PSORIATIC ARTHRITIS?
Psoriasis is a disease in which scaly red and white patches develop
on the skin. Psoriasis is caused by the body’s immune and
inflammatory system becoming unregulated and affecting the
skin. Some people with psoriasis also develop psoriatic arthritis,
when the immune system attacks the joints as well. Like psoriasis,
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IN TERMS OF THE FUTURE, HOW WOULD YOU
LIKE TO SEE RESPONSES TO THE CONDITION
PROGRESS?
Unlike rheumatoid arthritis, psoriatic arthritis patients don’t get
referred as often to secondary care. There is a need to make people
more aware that there are effective therapies available. We must
also be aware of the multiple morbidities of psoriasis and psoriatic
arthritis including depression, so patients get access to appropriate
therapy.
For more information, visit www.versusarthritis.org.

VISIT WWW.WALESHEALTHCARE.COM/AWARDS TO KEEP
UP-TO-DATE ON THE LATEST AWARDS NEWS

THE CATEGORIES IN FULL:
BUSINESS DEVELOPMENT
OF THE YEAR (INDEPENDENT)

THE STORY
CONTINUES
Hot on the heels of last issue’s reveal of the first half of
the 10th Welsh Pharmacy Awards winners, the remaining
victors are unveiled.

Earlier in the year we invited you to join us as we revelled in the celebrations of
a number of our outstanding Welsh Pharmacy Awards recipients. Through an
in-depth view of their pathways to success, we were able to retrace their first
steps, and gauge opportunities for learning through their succeeding plans of
action. But we’re not done yet!
The 2018 Welsh Pharmacy Awards – which marked our 10th outing – may
have now concluded, but the excitement is most certainly rolling on.
Over the following pages we’re delighted to present the second half of
our talented winners; culminating with the nail-biting reveal of the Special
Recognition Award.
Read on, and if you’re inspired by our high achievers, then keep an eye out
for our next edition of WPR to find out how you can get involved in the 2019
ceremony.

MANAGEMENT OF DIABETES
IN COMMUNITY PHARMACY
AWARD
STUDENT LEADERSHIP
AWARD
INNOVATIONS IN SERVICE
DELIVERY IN COMMUNITY
PHARMACY INDEPENDENT
COLLABORATIVE WORKING
AWARD (INDEPENDENT
PHARMACY)
INNOVATIONS IN QUALITY AND
EFFICIENCY THROUGH
TECHNOLOGY IN COMMUNITY
PHARMACY
HOSPITAL PHARMACY
TEAM OF THE YEAR
ASTHMA PROJECT OF THE YEAR
INDEPENDENT COMMUNITY
PHARMACY PRACTICE OF THE
YEAR
INDEPENDENT COMMUNITY
PHARMACIST OF THE YEAR
SPECIAL RECOGNITION AWARD

WPR | Dec 2018 | 33

VISIT WWW.WALESHEALTHCARE.COM/AWARDS TO KEEP
UP-TO-DATE ON THE LATEST AWARDS NEWS

WINNER

MANAGEMENT OF DIABETES IN
COMMUNITY PHARMACY AWARD
Deb Hughes & Team – LloydsPharmacy, Baglan
Moor
Sponsored by Napp Pharmaceuticals Limited
Considering that it’s one of the fastest
growing healthcare problems in the
UK, and an estimated one million
people are completely unaware
that they are even living with type 2
diabetes, dealing with the condition’s
incidence has been a significant feat
for the pharmacy team – but one
which they’ve more than excelled in.
One of the biggest tasks for the team centred on increasing
awareness as their research indicated that most consumers
didn’t understand type 2 diabetes, the risks surrounding it,
or the fact that a healthy lifestyle can help to manage and /
or prevent the condition. Worryingly, there was also a poor
understanding of the symptoms of type 2 diabetes detected.
The battle was additionally intensified by the realisation
that those living with diabetes often didn’t receive the
support they needed to help them understand and manage
their condition, and reduce the risk of devastating and
expensive complications, leaving them feeling helpless with
nowhere to turn.
Taking these different factors on-board, the pharmacy
set the wheels in motion for finding this ‘missing million’
and educating a nation about the dangers of type 2 diabetes,
and assisting them in finding out how they can curb the
risk of developing the condition. Alongside this has been a
determination to showcase the tools of LloydsPharmacy as
a whole, and demonstrate how the company genuinely cares
for customers at a local level.
A nationwide campaign that offered free screenings
across 1,800 pharmacies thus kicked off, and, with the store
in Baglan being one of these sites selected, the team thrived
in spreading their services to local groups, such as sheltered
accommodation centres in the local community; third
sector facilities, such as Age Concern; and off-site activities
at the YMCA in conjunction with St John Ambulance.
Diabetes advice was also included as part of the
pharmacy’s Dementia Awareness Days, spurred on by the
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knowledge that many dementia patients are also diabetic
and it’s essential to provide information to these patients
through their carers and support system.
The team, which consists of 18 individuals, has gone
above and beyond to engage with this campaign. Despite
the fact that the pharmacy receives no funding for the
delivery of these services, the team still opted to spend
a number of days off-site helping the local community
by offering screening services to vulnerable populations.
For the diabetes campaign in particular the whole team
consistently committed, becoming familiar with the service
materials, and completing the full suite of online training.
This, in combination with the exemplary communication
skills required by a team of this size, has resulted in the
members going from strength-to-strength.
A prime focus for the pharmacy has been not just on
patients’ current wellbeing, but how their health will
manifest in the future – with independent management
being key. With this in mind, the team guarantees that
the Welsh government-funded advanced services elements
of the Community Pharmacy Contractual Framework in
Wales (Medicines Use Reviews and Discharge Medication
Reviews) are leveraged so that customers with diabetes
benefit from these offerings.
The community pharmacy team is seen on average once
a month and is most likely to be approached by patients
with any self-management queries and concerns. The
availability of a private consultation room and an accessible,
knowledgeable practitioner accessible at ease also leads to
the community pharmacist being a sought-after source for
local self-care guidance. The incorporation of a pharmacist
in GP practices across Wales has further reaffirmed the
public’s faith in the capability of the pharmacy professional.
In continuing to tackle the burgeoning burden of
diabetes on the NHS, the team is steadfast in their belief
that community pharmacy is in the prime location to
support patients. Patients will continue to need repeat
prescriptions and community pharmacists are an easily
accessible healthcare professional with the clinical
capabilities to enhance patient outcomes.

VISIT WWW.WALESHEALTHCARE.COM/AWARDS TO KEEP
UP-TO-DATE ON THE LATEST AWARDS NEWS

‘I never expected to receive an award
for my work but I’m really pleased. I’m
accepting this on behalf of my team too.’
Deb Hughes & Team
LloydsPharmacy
(Baglan Moor)

‘We’re delighted to sponsor this award.
The winner is very well-deserved, and
we had great submissions for all of the
finalists. It’s great to see so many
innovative projects be put forward for the
management of diabetes in community
pharmacy.’
Mark Wells
Napp Pharmaceuticals Limited

Management of Diabetes in Community
Pharmacy Award winner, Deb Hughes,
LloydsPharmacy (Baglan Moor), with Mark
Wells, Napp Pharmaceuticals Limited, and
Andrew Hodges, Vida Rogers Chemist
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WINNER

STUDENT LEADERSHIP AWARD
Jake Groves – Cardiff University
Sponsored by The Pharmacists' Defence Association

Jake has consistently showcased his
leadership qualities, via not just his
experience garnered, but through
the views of his peers, evidenced by
him being voted as chairperson of
the Welsh Pharmaceutical Students
Association (WPSA) for the 12 months
between February 2017 and February
2018.
Jake’s appointment beckoned following his success in the
position of joint social events organiser, during which he
successfully built up a rapport with many of his fellow
students and gained a level of confidence which deemed
him the perfect fit for the job.
Actively engaging with the day-to-day running of the
society, Jake installed two main objectives for the team:
maintaining the society’s position as a Gold Tier society
within the Cardiff University Students’ Union Guild of
Societies, and simultaneously amassing £5,000 for charity.
His sheer effort and hard work certainly paid off as when
Jake departed WPSA, the society was well on its way
to receiving the status in question, and £5208.67 was
successfully raised for Maggie’s; a cancer charity that
provides emotional and social support to cancer patients
and their families.
While on the path to pursuing these aims, Jake was
able to break down barriers and shatter the status quo by
encouraging a more diverse range of students to attend
WPSA activities, such as through Speed Pharmacy; a skillbuilding and networking event attended by members of
the Royal Pharmaceutical Society and local practitioners.
Modernising how the society operates was also of much
significance to Jake, which therefore entailed increasing
social media engagement. This resulted in the WPSA
hosting some of their most successful socials and events of
the past few years, including a collaborative charity quiz
with Student Minds, a student-led service that tackles the
issue of mental health.
During his time in the post, the WPSA ensured that
members who wished to volunteer within healthcare
and pharmacy-related projects were able to do so, and
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subsequently teamed up with Make a Smile which is a
student-led volunteering service within the university. Make
a Smile operate by taking a team of volunteers to nearby
hospitals dressed as characters from iconic children’s films to
meet children on the wards, which offered a host of benefits
to WPSA members, like experiencing paediatric care, and
enhancing their CVs.
Rather than just reaching out to students to help bolster
the university, Jake communicated with staff within the
school to ensure that unique educational and learning
opportunities were provided. This included the Turner
Collection Tour, which was hosted by a local museum
curator and honorary member of the school, Professor T D
Turner OBE. Jake also met and collaborated with Professor
Les Baillie to organise an extra-curricular lecture on the
medicinal properties of honey, which led to interested
students being able to experience this work in action by
touring the beehives kept on the roof of the Redwood
Building.
For Jake, one of the key qualities which underscores a
member of the profession’s ability to properly lead regards
delegating effectively. This involves not only making
appropriate use of resources, but empowering each selected
person to complete their responsibilities. Delegation is also
a useful tool to improve time-efficiency – a discovery which
he drew on when using this skill as chairperson of WPSA,
and which permitted Jake to free up more time to direct
towards completing, planning, and managing other tasks.
Jake particularly exercised his delegating potential in
the lead-up to the WPSA’s Speed Pharmacy event in which
the secretary was put in charge of liaising with the Royal
Pharmaceutical Society; the social event organisers were to
plan the logistics and advertising; the sports team captains
were instructed to organise the food and refreshments
for the evening; and the treasurer was tasked with selling
tickets. Jake supervised the whole process, ensured that
all deadlines were met, and was at hand to resolve any
problems. 		
This meticulous planning and organisation hugely
contributed to the success of the event and provided the
WPSA members with a great skill-building and networking
opportunity.
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‘I’m really, really happy to receive this
award. I’m very proud of everything we
do within our society at Cardiff University.
We arrange great events for pharmacy
students and actively fundraise for
charity. This year we raised over £5,000
which is something to be proud of. I’m
just so honoured to win.’
Jake Groves
Cardiff University

‘We’re really pleased to have Jake win the
prize, and are delighted to be associated
with the Welsh Pharmacy Awards.’
Mark Koziol
The Pharmacists’ Defence Association

Student Leadership Award winner, Jake
Groves, Cardiff University, with Mark
Koziol, The Pharmacists' Defence
Association, and Claire Ward, The
Pharmacists' Defence Association
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WINNER

INNOVATIONS IN QUALITY
AND EFFICIENCY THROUGH
TECHNOLOGY IN COMMUNITY
PHARMACY
Steffan John – Fferyllwyr Llyn Cyf
Sponsored by Positive Solutions and Willach UK
Fferyllwyr Llyn Cyf is constantly
striving to improve its systems
operationally, as well as boost
efficiency; all with the aim of
increasing capacity within the
pharmacy. Catering to these
objectives has been the concept of
cloud-based working; specifically, a
cloud-based PMR system, a cloudbased electronic CD register, and a
cloud-based shared drive across the
whole estate.
This change in operation has resulted in clear benefits for
both the business as a whole, as well as on an individual level
for customers, with the technologies complementing and
supporting patient care, rather than acting as a barrier.
It was an opportune time for change as the team
was struck with the realisation that the prior processes
were simply too laborious and time-consuming, and
the expectations of what pharmacies need to deliver are
changing.
One of the major ways in which the cloud-based PMR
system’s ease of access has enhanced the pharmacy on a dayto-day basis is by way of it being available for use through
any web browser via a secure connection. As a result, the
team isn’t restricted to having the PMR software installed
on only a limited number of terminals. For example,
prior to adopting the new tool, the pharmacy had a bottle
neck at the labelling station. Every prescription needed
to go through one terminal to be labelled, and staff were
constantly waiting for this to happen. However, now several
labelling stations are in place throughout the dispensary.
Every member of staff can access a terminal which has led
to a more efficient flow of work through the dispensary,
and the pharmacist thus being released from the dispensing
process.
One of the stand-out triumphs of the software relates to
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the crucial role which it plays in developing links between
the pharmacy and care home staff. When the pharmacists
visit care homes for medication reviews or staff training,
they can now directly access patient records on their laptops
at the homes. Beforehand, a lot of cases occurred in which
the staff had to amend MAR charts by hand or completely
add items to charts. Now, though, changes to the charts can
be completed while at the home as the PMR system is there
with the team. This has proven to be tremendously helpful;
drastically reducing the number of errors made.
The home and pharmacy staff can also contribute and
check amendments, whereby there’s no need to transmit
messages via letter or over the phone. New charts can then
be printed off there and then while at the home.
Additionally, given the emphasis which the pharmacy
places on teamwork, another key advantage of the
cloud-based PMR system centres on the staff ’s ability to
draw on the expertise and knowledge of one another. If
one pharmacist has a query about a patient’s medication
regime and wants a second opinion, another pharmacist
can access and view the record from a different branch to
make a recommendation or facilitate a discussion with
the pharmacist that is dealing with the problem. This has
stemmed a renewed sense of collaborative working in which
pharmacists working for the Fferyllwyr Llyn group feel less
isolated and increasingly confident that even if they stumble
upon a technical problem, fuss-free help is at hand.
The staff ’s communication with patients, and ability to
address any potential queries, has transformed too. There’s
an in-built function in the software which allows the staff
to text or email patients which can be useful for discussing
issues with their prescriptions, or even just informing them
that their prescription is ready for collection. A prime
instance of the impact on patient safety is how the team
used this function in one of the branches to communicate
with patients about the recent patient level re-call of some
inhalers. The problems with these inhalers could have been
life-threatening to some patients, and therefore it was vital
that the messages were spread. Using this element of the
PMR software delivered the message directly to patients’
mobile devices.
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‘When I took over the business, there were a lot
of hurdles to overcome. We felt that cloud-based
technology was the way to go because although
we’re a small group, we still need integrated
ways of working, purchasing, and providing
services. The best thing about it is that we have
more time to spend with patients. It’s been a
learning curve, but brilliant.’
Steffan John
Fferyllwyr Llyn Cyf

‘Technology is key to every industry now. We find
that pharmacy is probably 10 years behind most
industries, and it really needs to come forward for
the benefit of the supply chain and the patients.
Well done – and keep adopting technology.’
Stephen McGee
Positive Solutions
‘We are delighted to be sponsoring this award.
Congratulations to the winner!’
Arnd Mommers
Willach UK

Innovations in Quality and Efficiency
Through Technology in Community
Pharmacy Award winner Steffan John,
Fferyllwyr Llyn Cyf & Team, with Stephen
McGee, Positive Solutions, Arnd Mommers,
Willach UK, and Dylan Jones, Dudley Taylor
Pharmacies
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WINNER

INDEPENDENT COMMUNITY
PHARMACY PRACTICE OF THE YEAR
Jonathan Lloyd-Jones & Team – Sheppards
Pharmacy, Whitcombe Street, Aberdare
Sponsored by Alliance Healthcare
As a well-established community
pharmacy nestled in the heart of
Aberdare, Sheppards Pharmacy
Whitcombe Street is etched in history
– being the very first Sheppards
Pharmacy, opened by Alan and Jean
Sheppard, and serving residents since
1972. And since its formation all those
years ago, the family-owned business
has taken major steps towards
expansion – resulting in 31 branches
in which assistance is provided for
a significant community in South
Wales, with Whitcombe Street all the
while reserving its reputation as the
flourishing flagship store.
From its origins as a small branch to its extension, the
team at Sheppards Pharmacy Whitcombe Street has been
consistent in its efforts to meet patient and public needs.
This has particularly been conveyed in recent months
when a number of local surgeries changed their opening
times, increasing prescription turnaround from 48 hours
to 72 hours. Recognising the potential repercussions for
patients, the team promptly reacted and arranged various
collaborative working meetings with local surgeries, leading
to the pharmacy now running a successful repeat dispensing
scheme.
The last 12 months have laid the groundwork for the
development of an abundance of initiatives at Whitcombe
Street. In relation to the services offered, the already
impressive range has been bolstered by the introduction
of dry blood spot screening for hepatitis B, C and HIV,
as well as the pharmacy’s participation in the STOP
smoking cessation study in collaboration with Queen Mary
University in London. The number of DMRs undertaken
has also increased considerably; a free blood pressure
testing service is in place; and the team has trialed the
Choose Pharmacy platform for EHC, flu vaccinations and
emergency supply of medication.
One of the pharmacy’s most notable reasons for
recognition is the strong focus on training which is
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implemented in branch. This year alone, two integrated
pre-registration students have been employed and have
taken part in numerous meetings to help shape the future
of this programme with the WCPPE, pharmacists at local
hospitals, and primary care.
Opportunities for excellence in learning have continued,
too, through the initiation of new and current members
of staff onto relevant accredited counter and dispensary
training courses, as well as collaboration with Cardiff
University to provide 10 work placements for third year
students throughout the year. Staff members have attended
Rhondda Cynon Taf health promotion training days, which
are aimed at promoting vaccinations, helping patients
with sensory loss, and improving engagement with health
promotion campaigns.
The team’s enthusiasm about the future of pharmacy,
coupled with its members’ inclination to positively impact
it, has resulted in the roll-out of measures relating to
integration – aware that the importance of collaboration
in the sector is going from strength-to-strength. In line
with this theme, the branch has played a huge role in the
development of the Choose Pharmacy platform which
is slowly being executed throughout Wales. The staff has
ensured that local surgeries, opticians, and other healthcare
professionals are aware of the minor ailment scheme, and
a branch representative attends quarterly meetings to help
effect the Choose Pharmacy project with primary care
services in Cardiff.
Also significant are the pharmacy’s recent collaboration
meetings with GP surgeries which have led to the reintroduction of repeat dispensing in the area, improved
focus on referrals into the minor ailment scheme, and
smoking cessation services from GPs. The staff also
discusses out-of-stock medication with GPs on a weekly
basis, and recommends potential alternatives to practices
where appropriate. Another indication of how patient care
motivates their work ethic, the team co-operates with local
sexual health clinics, promoting the local walk in clinics,
and also recently conducted a meeting with the lead nurse
who provided a contact number for direct referrals.
The pharmacy prides itself on its ability to support
patients going through difficult times. As such. a number
of staff attended a mindfulness evening provided by a local
company called Valley Steps, which was designed to make
them aware of the local mindfulness sessions.
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‘We’re honoured to win this award. It’s a
big team effort – lots of us work together
and everyone plays a huge part in what
we’re able to deliver. Thank you.’
Jonathan Lloyd-Jones
Sheppards Pharmacy
(Whitcombe Street, Aberdare)

‘The winner was well-deserved and had
a fantastic story to tell about the
wonderful work which they’re doing in
pharmacy. They’re always the first to
volunteer to do new services and they
deliver fantastic offerings on behalf of
their pharmacy within the community.’
Chris Martin
Bevan Commission Member

Independent Community Pharmacy
Practice of the Year Award winner,
Jonathan Lloyd-Jones & Team,
Sheppards Pharmacy (Whitcombe Street,
Aberdare), with Chris Martin, Bevan
Comission Member, and Elen Jones, the
Royal Pharmaceutical Society
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WINNER

SPECIAL RECOGNITION AWARD
Mark Griffiths – Chair, Community Pharmacy
Wales
Sponsored by Accord Healthcare Ltd

The wait preceding the proclamation
of the Special Recognition Award
winner is always an exciting moment
at the Welsh Pharmacy Awards.
Nominated students silently observe
the footsteps which they wish to
follow in; leading professionals
speculate among their peers; and
the staff members who oversee the
ceremony, and have been privy to
the information beforehand, stir in
excitement, buoyed by the prospect of
what is about to unfold.
The infectious atmosphere in question – intertwined
with the fact that this year’s event was a milestone 10th
anniversary celebration for the gala – made the reveal of the
2018 winner all the more prominent. And what a deserving
victor indeed, as an astonished Mark Griffiths was called to
the stage against a backdrop of appreciative applause from
the audience – made-up of many of those who know his
professional feats best.
For those not as familiar with Mark’s stream of successes,
we’re delighted to enlighten you. His early beginnings were
forged in Cwm, Ebbw Vale where he was born. Acutely
aware of the importance of education from a young age,
and how it can be utilised as an important tool for assisting
others and shaping the future of healthcare, Mark took his
first pharmacy manager’s job at NCC in Brynmawr, South
Wales until 1987. He then locumed throughout South
Wales until 1992 when he accepted a job with Sheppards
Chemists in Aberdare.
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The inspiring impact of Mark’s entrepreneurial
spirit came to the fore in 1997 when he transformed
his healthcare plans into pursuits and devised Dowlais
Pharmacy with his business partner Tim Owen. They
subsequently garnered highly-acclaimed feedback for both
the provision of patient care and opportunities available to
staff, resulting in three branches now being in place. Mark’s
industrious insight was further boosted by the pharmacy
support group, Cambrian Alliance, which he set-up with
five other pharmacists in 2000.
Throughout every step of his colourful career path, Mark
has recognised the importance of meaningful change. And
now he’s perfectly placed to not only address concerns
regarding pharmacy, but to help spearhead any necessary
shifts which can best serve the population, in his position
as Chair of Community Pharmacy Wales, which he was
initially elected to in 2007, and on to the board in 2011.
Identifying further opportunities for using his voice
to better the nature of pharmacy, Mark is currently the
Pharmaceutical Services Negotiating Committee member
for Wales and attends pharmacy development group
meetings. He has previously sat on the Merthyr Local
Health Board, too.
Outside of pharmacy, Mark is a keen rugby supporter
and currently the President of his local rugby club.
Reflecting his care for, and contributions to, the community,
he has adopted the role of a patron of the arts through a
trusteeship of a local theatre.
Having already achieved a number of excellent
endeavours and secured a reputation steeped in respect from
all those he’s met along the way, there’s no predicting what
Mark’s future has in store next. However, one thing is for
certain, it will be remarkable – just like our 2018 Special
Recognition Award winner himself.
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‘I’m overwhelmed! I never expected it. I
intend to carry on the work I’m doing at
the minute and hopefully we can go on to
bigger and better things in Wales.’
Mark Griffiths
Chair, Community Pharmacy Wales

‘Congratulations to Mark – a very worthy
winner.’
Roopa Arora
Accord Healthcare

Special Recognition Award winner, Mark
Griffiths, Chair, Community Pharmacy
Wales, with Roopa Arora, Accord
Healthcare, and Russell Goodway, Chief
Executive, Community Pharmacy Wales
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IN partnership WITH THE
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THE VALE RESORT, GLAMORGAN
TICKETS FREE OF CHARGE TO
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To find out more, please contact:
Chris Flannagan
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P. 02890 999441
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DEMENTIA

FACING THE UNKNOWN
The prospect and practicalities
associated with end-of-life care in
dementia can inflict a great deal of
distress on families, and they can
often struggle to cope. Dr Karen
Harrison-Dening, Head of Research and
Publications at Dementia UK, delves into
the measures which you can undertake
to help them not only process the
present, but to face the challenges of
tomorrow with more confidence and less
fear.

Dementia is one of the biggest health issues of our time. Recent
statistics from Public Health England highlight that dementia
is the leading cause of death for women, and is also set to be
the leading cause of death in men by 2020, overtaking heart
disease.
End-of-life care can be particularly challenging in cases of
dementia. It can affect families on so many levels; mentally,
physically, and spiritually. This makes it vital to have
appropriate pathways to care in place which respect families’
needs, rights, and wishes, and which allow the person with
dementia to be treated with compassion and respect at all
times.

HELPING TO PREPARE

End-of-life care is a difficult topic to broach for families, but
putting arrangements in place now can help families plan for
the future, minimising stresses on them and the person with
dementia as the condition progresses.
These arrangements can include:

ADVANCE CARE PLANNING
This process involves discussing future care arrangements
between individuals and their health and social care providers.
These discussions anticipate a situation where a person with
dementia no longer has the capacity to outline their preferences
– Advance Care Planning aims to record these preferences.
In comparison to cancer and other chronic long-term
health conditions, studies have shown that family carers and
people with dementia either don’t engage in Advance Care
Planning discussions at all, or there is inadequate preparation
around future care challenges. Discussions around this can be
instigated by healthcare professionals.

LASTING POWER OF ATTORNEY
A Lasting Power of Attorney can also be used by families to
make decisions, regarding finances and health for example, on
behalf of someone who has lost the capacity to consent in the
case of dementia. This needs to be put in place before the
person with dementia loses capacity.

Dr Karen Harrison-Dening

MAINTAINING DIGNITY IN
DYING AMONG FAMILIES AND
HEALTHCARE PROFESSIONALS

In such challenging circumstances, families can’t be expected
to navigate through the complexities of end-of-life care in
dementia themselves. A joint effort is required, and health
and social care professionals can help families open up
conversations around dying in dementia.
Admiral nurses for one are playing a vital role in this
area. At every stage, they are there to help the whole family,
practically as well as emotionally. With families often falling in
the gap between health and social care, admiral nurses can help
link the two together, giving families the end-of-life care they
need on both a social and healthcare level.
Families often face isolation and guilt following the death
of someone close to them. In these instances, admiral nurses
can also support families in readjusting to a life beyond caring
by linking them up to support groups in the local community,
as well as helping them find coping strategies.

EMOTIONAL AND PRACTICAL
SUPPORT AROUND DEMENTIA
AND DYING

• Consider approaching an admiral nurse or other healthcare
professional around advice on Life Story Work. This is
important for families and healthcare professionals to see that
dementia shouldn’t define a person and recognise what that
person has achieved in their lives, and ultimately who they are
• Recognise the importance of planning early on through
Advance Care Planning and Lasting Power of Attorney. If
you’re unsure about how to approach either of these topics with
a family, then get in touch with the Admiral Nurse Dementia
Helpline on 0800 888 6678
• Direct families to suitable support groups following the death
of their relative and encourage them to develop new interests to
help them to adjust to this new chapter in their lives
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AXIAL SPONDYLOARTHRITIS

AXIAL SPONDYLOARTHRITIS
– PROGRESS AT LAST
Despite being a painful,
progressive form of inflammatory
arthritis, axial spondyloarthritis
fell troublingly low on the
rheumatic disease radar for
countless years. Dr Andrew Keat,
a retired Consultant Physician
and Rheumatologist, National
Ankylosing Spondylitis Society
trustee, and member of their
Medical Advisory Board, depicts
how the 21st Century heralded a
time of change for our
comprehension of the condition,
fostered by an upturn in energy
and enthusiasm of clinicians,
academics, and industry.
Until the turn of the 21st Century people with axial
spondyloarthritis (AS) saw none of the therapeutic benefits
gradually being meted out to those with other rheumatic
diseases. Treatment effectively followed a 50-year-old recipe of
non-steroidal anti-inflammatory drugs (NSAIDs) and exercise,
leavened with advice to ‘learn to live with it’. One-third of
individuals with AS gave up work because of their disease, and
many developed horribly visible deformity – a testimony to the
therapeutic poverty of rheumatologists.
The identification of the HLA-B27 gene in 1973 failed to
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deliver a new therapeutic dawn, but it heralded a major shift
in thinking: mechanisms underpinning AS really could be
approached, making real, if not imminent, the prospect of
effective treatment. The 21st Century has seen dramatic parallel
developments.
The development and widespread use of magnetic resonance
imaging (MRI) has made a profound impact on AS. The capacity
to see the precise sites of inflammatory lesions in the spine
and pelvis, and to observe changes that occur with treatment,
has allowed research workers to speculate on the pathology
of the underlying lesions and on the nature of the process of
ankylosis. Moreover, by allowing detection of spinal inflammation
long before bony changes can be seen on x-rays, MRI allows
much earlier diagnosis than has been the case hitherto, based on
internationally-agreed criteria. Delayed diagnosis is still a major
blight for many people with AS and there is much work to be done
to capitalise on the opportunity that MRI offers.
Simultaneously, several disparate strands of evidence are
building understanding of the pathogenesis of AS. Central to
this has been identification of the enthesis as the site of the key
lesion in AS. The detailed structure of entheses is now known
and some correlation achieved between histological and imaging
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changes. However, much important work has arisen from studies
of the gut. Small and large bowel inflammatory changes are wellrecognised in most people with AS; some lesions resembling those
of Crohn's disease. Moreover, dysbiosis of gut micro-organisms has
been suggested by several studies, although no consistent changes
have yet been identified. Nevertheless, should such dysbiosis be
identified, the role of diet in controlling or reversing this will
become of increasing interest. Thus far, dietary studies have not
been shown to be effective in the management of AS, though none
have yet approached the capacity of such treatment to influence
the gut microbiota.
Recent work from Sicily has shown that, in inflamed gut
mucosa, there is excess local production of the cytokine IL23. Interaction between the gut microbiota and local immune
cells may be an explanation for this, though this response may
occur particularly in the presence of HLA-B27 positive cells. A
similar effect with generation of IL-23 via the unfolded protein
response has also been demonstrated in animal models as a result
of biomechanical stress. These two possible models of abnormal
cytokine production in association with HLA-B27 have been
drawn together by the demonstration of a specific T-cell subset
resident in enthesial tissues with receptors for IL-23, suggesting
that this could be a key pathway to enthesial inflammation. It is
now clear that stimulation of such cells leads on to elaboration
of further cytokines, notably IL-17, which itself leads to the
generation of tumour-necrosis factor (TNF), a major proinflammatory cytokine, locally and systemically.
Thus, within the last few years it has been possible to
assemble a likely pathogenetic mechanism for axSpA in which
gut inflammation, with or without dysbiosis, and, perhaps,
biomechanical stress, leads to a stress reaction in local tissues. The
consequence, excess production of IL-23, may then give rise to
further changes along the pro-inflammatory chain via subsequent
release of IL-23 and other cytokines.
In parallel with the gradual understanding of the mechanisms
of pathogenesis, but not because of it, TNF inhibition emerged as
a dramatically effective treatment of rheumatoid arthritis.
Fortunately, the benefits in treatment of AS were also quickly
demonstrated and the era of biological therapy established. TNFinhibitor drugs were approved by NICE for the treatment of AS
in 2008 and have radically changed the lot of people with AS. But
now that the biologic era is here, things are moving on. Over
and above the known risks of biologic therapy, major areas for
concern are: high price, restricted drug survival – up to 50 per cent
of patients experiencing secondary failure at five years, less than
100 per cent efficacy and uncertainties about the effect of TNF
inhibitors on structural disease progression.
Two approaches have been taken to reduce the overall cost
of treatment. The introduction of biosimilar drugs, initially for
etanercept and infliximab, but shortly for adulimumab also,

has enabled other manufacturers to produce almost copies of
the originator drugs at more modest cost; studies to date have
not revealed any significant biologic or functional differences
from the originator agents and it has become normal practice
for patients who receive a biologic agent to be switched to, or to
start, a biosimilar drug. Several studies have also investigated the
potential value of using existing agents at reduced dosage. It is not
clear whether reduced dosage will maintain the symptomatic and
structural (potential) benefits of full dose treatment, but it’s now
clear that some, though not all, patients may experience continued
symptom suppression even after reducing the dose of TNF blocker
agents. There is some evidence that on reverting to full dosage,
symptom control may be less good, so further work needs to be
done.
Alternative biologic agents have also found a place in the
treatment of AS. Some of those, such as rituximab, that are
effective for rheumatoid disease, have not been shown to be
effective for AS. However, suppression of the IL-17 and IL-23
pathways has become an attractive approach. The introduction
of secukinumab, an IL-17a antagonist, has met with success
comparable with TNF-inhibitor agents in both AS and other
spondyloarthritides and other IL-17 inhibitors are being
introduced. Inhibition of IL-23 is also a rational approach though
initial experience with ustekinumab has been disappointing.
Oral agents are now under intense study. Trials with the
phosphodiesterase-4 (PDE4) inhibitor, apremilast, has shown
only modest benefit in AS, though more encouraging results
are reported with Janus Kinase Inhibitor treatment. These oral
agents promise to tackle AS via a different mode of action so may
yet provide effective treatment for those unresponsive to TNF
inhibitors.
The introduction of new therapeutic agents and the prospect
of yet more represents a huge step forward. Moreover, the more
widespread use of MRI and increasing awareness of AS means
that the number of patients identified and requiring treatment
is likely to continue rising. The opportunities are emerging for
therapeutically and cost-effective targeting of treatment.
In spite of all this, sight must not be lost of the more
conventional forms of treatment – in particular, physiotherapy and
regular activity. It’s quite clear that no matter how symptomatically
effective new treatments are, the need for regular activity and longterm monitoring of skeletal and functional changes are essential.
For more information about axial spondyloarthritis, contact
the National Ankylosing Spondylitis Society by calling 020 8741
1515 or visiting www.nass.co.uk.
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REACHING
THE LIMIT
Presenting in a range of impeding forms
every day, acute pain’s call for quick and
effective action has led to opioid therapy
becoming a replied-upon option. But what
happens when the prescribing limit isn’t
adhered to? WPR takes a look at the steps
which must be taken to get the most out of
the treatment, all the while mitigating risks
and safeguarding the patient’s welfare.
Depicted as having a duration of three-to-six months, acute pain
can inflict severe and debilitating discomfort on the sufferer,
giving rise to the motivation to treat quickly, aggressively, and
safely. Mounting evidence has therefore pointed towards opioids
being an effective treatment pathway for this short-term pain
– particularly in cases in which the pain isn’t responding to
non-pharmacological or non-opioid treatment – and in cases in
which the pain isn’t expected to.
The significance of this treatment route is magnified in
cases of trauma or surgery in that delayed action can lead to
the increased chance of complications, such as pneumonia.
Other healthcare states which warrant consideration are acute
fractures, cluster headaches, shingles, and more.
The complex link between acute and chronic pain means,
too, that its acute form can arrive in the guise of a chronic painrelated flare-up.

NOT ONE-SIZE-FITS-ALL
Against a backdrop of great debate about what forms best
practice for prescribing opioids in conditions concerning acute
pain, deciding on the adequate therapy can prompt confusion
in healthcare providers. However, the running thread must
be that ‘one size doesn’t fit all’. Involving the patient in the
decision-making process is key, and the initial step is to evaluate
the extent of the pain by garnering their feedback and any
insights into the injury. The treatment plan will then also be
personalised and informed by their medical and psychological
history, physical status, and previous healthcare states.

COMPLIANCE CONCERNS
Despite this, an alarming level of patients continue to take
opioids long after recommended; thus eliciting fear within
healthcare professionals that the prescription may boost their
vulnerability to long-term opioid addiction. To deter this
possibility, and simultaneously prevent their treatment from
being derailed, the clinician must carefully conduct a risk /
benefit trade-off and ensure that the patient is an appropriate
candidate.
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Opioids shouldn’t be viewed by the sector as a ‘quick-fix’
solution. Responding to a BBC investigation into opioid
prescribing in the NHS, Professor Helen Stokes-Lampard, Chair
of the Royal College of GPs, said, ‘In most cases patients do not
want to take medication long-term, and GPs will always try to
explore alternatives, such as psychological therapies – but these
can be hard to come by at community level, leaving them with
few alternatives which are still considered of equal benefit to
the patient. GPs and our teams will also advocate modest levels
of exercise to patients in pain, but for some patients this simply
isn’t an option.
‘GPs and our teams will continue to work closely with
patients in chronic pain by inviting them for regular medication
reviews, and prescribing opioids, when deemed the best
treatment option, at the lowest possible dose for the shortest
possible time.’
Healthcare professionals must, however, be aware of the
danger of venturing too far the other way, as treading the lines
of treatment unnecessarily carefully can lead to them becoming
over-cautious and somewhat ‘opioid phobic’.
Once confidence in compliance has been instilled, and the
expectation has been set that the opioid treatment is to be shortterm, the patient should start the opioid therapy at the lowest
effective dose before it is titrated appropriately.

COMING TOGETHER
Another important driver of opioid therapy’s success is the
strength of the multidisciplinary approach delivered to the
patient. Collaboration is needed between the primary and
secondary care teams at all times to keep the chances of overuse
at bay. This power in numbers means that surgeons, physicians,
and pharmacists can not only identify the patient’s opioid
habits – but, more importantly, whether their opioid habits have
changed.
This joined-up effort has been echoed by Michael Klueh,
of the University of Michigan, who led a retrospective review
of medical specialty areas to find out which are most likely to
prescribe opioids for the first time to post-operative patients,
which has been published in the Journal of General Internal
Medicine.
‘Heightened awareness among patients, surgeons, and
primary care physicians that surgery increases the risk of
new persistent opioid use is necessary to promote improved
communication and aggressive tapering of opioids while still
in the acute surgical period,’ advises Michael, who believes that
patients should be adequately informed about the realities of
post-operative pain, and how long they can safely use opioids
following surgery.
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PERSISTENT
PELVIC PAIN –
AS COMMON AS
A MIGRAINE
Did you know that persistent pelvic pain is
the most common reason for referral to
women’s health services, and accounts for
20 per cent of all outpatient referrals in secondary care, therefore not
surprisingly resulting in a spend of £158 million annually within the
NHS? (1) Drawing on the severity of the condition, Specialist
Physiotherapist, Katie Gore, Pain Psychologist, Emma Evans, and
patient advocate, Judy Birch, present their experience of pelvic pain
services, and highlight the importance of considering each patient’s
story when moving forward.
Persistent pelvic pain is defined as intermittent or constant pain
experienced in the lower abdomen or pelvis of at least six months
in duration and presents in primary care as frequently as a migraine
or lower back pain. (2)
Causes of these symptoms are multifactorial and can present
a clinical challenge with regards to assessing, treating, and
managing symptoms. Patients might be referred to gynaecology,
urology, gastroenterology, colorectal, or paediatric services in
the first instance. Traditionally these services have not included
a multidisciplinary approach to pelvic pain. This culture is
changing towards a model more in line with recent national and
international guidelines. (2) (3-4)

HOW IMPORTANT IS THE CONSULTANT’S ROLE
IN CONTRIBUTING TOWARDS THE PATIENT’S
PATHWAY?

Emma Evans
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As with all pain symptoms, it is vital to thoroughly assess and treat
any specific underlying pathology relating to the generation of
pain. Given the breadth of systems within the pelvic region this
may require input from different specialities. Consultant input
is key in order to begin taking an in-depth history and ensuring
that the patient is on-board with any care plan that is to be made,
alongside optimising medical and surgical management.
In our experience the lead consultant can be an influential
person when educating patients on the complexities of chronic
pain and the importance of a multi-system approach.
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psychological support needed.
Support from pain psychologists is always focused on helping
each person to find a way to live with the challenges of pain so that
they can lead as full and happy a life as possible. Different strategies
are helpful for different people: understanding an individual’s
personal patterns which lead to difficult emotions or increased
pain is a helpful starting point. Psychological interventions can
involve looking at thoughts / beliefs, relaxation techniques,
and activity patterns. Psychological strategies for coping with
the emotional challenges of using dilators, surgery, or other
interventions are also an important part of the support provided
by pain psychologists for some people.

WHAT COULD NATIONAL SERVICES BE DOING
TO IMPROVE PATIENT CARE? – A PATIENT’S
PERSPECTIVE

Katie Gore
WHAT’S THE ROLE OF A SPECIALIST
PHYSIOTHERAPIST WITHIN A PELVIC PAIN
SERVICE?
There is growing evidence that shows that physiotherapy can
be beneficial for reducing and improving symptoms across the
spectrum of pelvic pain symptoms. Therefore a physiotherapist is
a crucial member of any multidisciplinary team working in pelvic
pain.
Most physiotherapists have specialist training and experience
enabling them to perform intimate examinations alongside the
more traditional external musculoskeletal assessments. This
combination complements the consultant assessment, providing
differential diagnoses for potential pain generators, as well as
a deeper understanding of the physical impact of pain on each
patient’s function.
Physiotherapists will perform their own in-depth assessment
and understanding of the importance of each symptom in relation
to each person’s life context. Along with the patient, the team will
then decide if there is a role for physiotherapy. This could be a
combination of treatments and management approaches, such as
exercise, pain education, pain management strategies, acupuncture,
hydrotherapy, and lifestyle advice.

HOW WOULD YOU DESCRIBE THE ROLE OF A
PSYCHOLOGIST IN A PELVIC PAIN SETTING?
Psychological approaches have been shown to play an important
role in managing pain, and pain psychologists are now an integral
part of pain management services. There is clear evidence of the
link between physical and psychological health, and pain does not
just affect our bodies. It’s also likely to affect many other areas of
life, including mood, relationships, and other activities.
At assessment, a psychologist will ask the patient about how
pain impacts on their mood and life; they will also ask about what
life was like before pain was a problem.
As with physiotherapy, once initial assessment is complete, the
team and patient decide together if there is a role for psychology.
This might be provided by the pain psychologist or a referral on to
another service might be considered, depending on the nature of

Currently services are designed to cater for those with
straightforward pelvic pain issues that can be resolved quickly.
When pelvic pain is ongoing and complex, it may be difficult for
any one specialty to decide how to progress the care of the patient.
A recognised issue for patients nationally is that there can be
difficulty in being referred for help in managing their pain, despite
this being their priority. (5) There are too few services nationally
which provide the multidisciplinary expertise to manage those
with chronic, complex pelvic pain. Such a service involves joint
clinics and patient-focused meetings with input from a multispeciality pain team: a pain specialist, pain nurse, physiotherapy,
psychology, and surgical and medical specialties, such as
gynaecology and neurology.
Patients want to be listened to, heard, and understood. Good
communication between the healthcare professional and patient
is an important factor in developing a collaborative approach
where the patient is informed, listened to, and actively involved in
decision-making. Patients appreciate information that helps them
to understand their pain and what they can do to help manage
it. This allows them time to digest information, and can facilitate
shared decision-making.
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HELPFUL RESOURCES
• The Pelvic Pain Support Network: www.pelvicpain.org.uk
• EAU Guideline Chronic Pelvic Pain: www.uroweb.org/
guideline/chronic-pelvic-pain
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BREAKING THE CYCLE

Characterised by uncontrollable and sometimes painful muscle spasms caused by
incorrect signals from the brain, dystonia is estimated to affect at least 70,000 people in
the UK. For a considerable percentage of these patients, the relentless cycle of
misdiagnosis and struggle to find support and treatment comes at a massive physical
and mental cost to not just them, but their extended family, friends, and work
colleagues too. Andrea West, CEO at the Dystonia Society, explains that by
familiarising ourselves with the condition, and its physical and emotional connotations,
we can catalyse greater awareness and access to services.

WHAT IS DYSTONIA?

Dystonia is a set of incurable neurological disorders that result
from faulty signals between the brain and muscles in the body.
These signals cause prolonged and involuntary muscle spasms
which force the body into irregular and disabling movements and
postures. The severe clenching and contraction of the muscles
triggered by these volatile spasms are often painful and can affect
any part of the body; in many cases leading to symptoms such as
functional blindness, debilitating contortion of the hands, neck,
and trunk, as well as difficulty walking (sometimes with near total
loss of mobility due to the body jack-knifing in painful positions).
Dystonia can be progressive and so may deteriorate and spread
over time. Everyday tasks are made difficult and challenging,
making only short bursts of activity possible before rest is needed.
Therefore, many people with dystonia have to leave
employment as their symptoms develop.

FUNCTIONAL DYSTONIA
Functional dystonia is a condition where some specific symptoms
of dystonia appear, but tests that normally establish the cause of
these symptoms are negative.
The cause of dystonia in most cases is not known, although
a minority of cases have an identifiable cause. Some forms are
inherited, and others are acquired. Causes can include an injury to
the brain at birth or due to a stroke; other causes include medical
conditions, accidents, or a side-effect of some medications –
primarily those used to treat psychiatric conditions. Some forms
are also idiopathic and have no known cause.

‘I had lost my job as my neck was now resting on my shoulder and the
pain was excruciating… I was very withdrawn and suicide had crossed
my mind several times. I hated going out in public.’

TYPES OF DYSTONIA
FOCAL DYSTONIAS

These dystonias are limited to specific parts of the body.
Symptoms generally appear between the ages of 30 and 50
(except eye dystonia where they usually start between ages 50
and 70), although sometimes symptoms can appear earlier or
later. Generally, focal dystonias starting in adulthood affect
only one part of the body. If they spread at all, which is unlikely,
it is usually only to one other area (if this happens it’s called a
segmental or multifocal dystonia). The progress of focal dystonia is
unpredictable, with symptoms varying from day-to-day. Typically,
a focal dystonia will progress gradually over a five-year period and
then progress no further.

DYSTONIAS AFFECTING MULTIPLE PARTS OF THE
BODY
There are a number of different types of dystonia that affect more
than one part of the body. These usually start in childhood or early
adulthood.

ACQUIRED DYSTONIAS
Acquired dystonias (which used to be known as secondary
dystonias) are dystonias caused by damage or degeneration of the
brain or abnormal response to certain medications. There are more
than 50 causes of acquired dystonia.
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TREATMENT OPTIONS FOR
DYSTONIA

Various treatments are available for dystonia – although none of
these are a cure.
Treatments will be determined by the type and severity of the
particular condition, with the main options being:
• Medication
• Botulinum toxin injections
• Deep brain stimulation surgery
• Other forms of therapy, such as physiotherapy, occupational
therapy, and speech and language therapy
‘A few months after starting the physiotherapy programme, I
noticed a slight easing in the muscles affected by dystonia, and it
felt like a fantastic achievement to be given a reduced injection dose
as a consequence. Despite this reduction I managed to stretch the
subsequent 13 weeks’ injection interval by another six weeks, when I
was given another reduced dose.’
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LIVING WITH DYSTONIA

Many people living with dystonia endure years of pain, isolation,
and misunderstanding, and are often made to feel like the
symptoms are ‘all in the mind’ by doctors. People often find it
difficult to leave their own home as dystonia can mean that they
struggle to drive or to cross the street safely. They may have been
laughed at in the street or accused of being drunk because of their
uncontrollable movements. Some can’t even eat or drink without
help.
‘My husband effectively became my carer, guiding me when walking
and driving me everywhere. I could not go anywhere on my own.
Even my three young children used to take it in turns to hold my hand
and guide me.’
Mental health is a sensitive topic for many people with dystonia
as many cases of dystonia are initially mistaken for a mental health
(or psychological) condition. In the vast majority of cases, dystonia
is a neurological illness and doesn’t have a mental health cause.
However, it’s also increasingly understood that, although
mental health conditions don’t normally cause dystonia, there
can be an important inter-relationship in some cases between
dystonia and mental health conditions, such as stress, depression,
and anxiety. This relationship can be two-way – the symptoms of
dystonia can cause anxiety or depression, but also anxiety and stress
can make the physical symptoms of dystonia worse.
Although there are many forms of dystonia, any type can have
a devastating impact on a person’s quality of life. It is often an
alienating condition as people begin to avoid social situations,
resulting in isolation and the feeling that their lives will be
permanently restricted. On top of this, most people have never
heard of dystonia, including many medical professionals.
‘My dystonia appeared when I was 12, starting with cramps in my
right foot. The cramps established themselves and the dystonia spread
up the right side of my body. I also have dystonic storms, and once I
had to be carried off the school bus because I could not move. I was
told not to come back to school for six months! For 15 years after my
dystonia developed, the doctors assumed the symptoms were caused by
schizophrenia.’

THE DYSTONIA SOCIETY

The Dystonia Society is the only UK-wide organisation driven to
ensuring that the 70,000 people with dystonia in the country have
access to the crucial information, support, and essential treatment
which they need in order to regain their independence and tackle
their dystonia head-on.
A diagnosis of dystonia is like a stone dropped in a pond – the

ripple-out effect affects so many. The Dystonia Society has three
main aims: to support people affected by the condition; to raise
awareness and advocate for access to services; and to facilitate
research into potential treatments and ultimately a cure.
Some of the services we provide are:
• We run Living with Dystonia events which provide support and
condition management suggestions, as well as specific information
on types of dystonia. Our events also include talks and workshops
by experienced local specialists on dystonia
• Our national helpline and advocacy service is a unique service
which responds to more than 3,000 calls each year. We support
many of the 2,000 people who experience the on-set of dystonia
annually; many of whom are finding the diagnoses process lengthy,
frustrating, and frightening. The helpline provides the crucial
support they need to help them through their crisis, with 92 per
cent of service users saying that they find it to be helpful or very
helpful. Many of those who make use of our dystonia helpline
are repeat callers. The immense relief of being able to talk to
someone who truly understands their condition and will support
them unequivocally is imperative to their wellbeing. Moreover,
since dystonia is not a well-known condition, many people with
dystonia feel isolated and misunderstood; even by their family and
friends
• Support is also available on a local level, with up to 1,000 people
attending the meetings of our 40 local support groups
• Our groups are invaluable in fighting the social isolation that so
many people living with dystonia experience. Groups provide an
opportunity to meet other people in a similar situation – to share
experiences and mutual support. They also act as a local voice,
making sure that the needs of the local dystonia community are
represented among commissioning groups and treatment centres
• We have just launched a young people’s programme, which
reaches out to young people across the country to help them with
feelings of isolation and to hear their voices in terms of their needs,
which are often very different to adults with dystonia
• We’re reaching out to people researching symptoms of dystonia
through our website, which last year attracted more than 500,000
hits, mostly from people researching their symptoms and
downloading our extensive range of resources and material
• We run self-management workshops which cover a range of
topics, including coping with the emotional impact of symptoms,
pain management, healthy eating, exercise, negotiating adjustments
to daily life, and coping strategies. Through the workshops we also
aim to empower people with dystonia to develop constructive
dialogue with their healthcare professionals
• Each year we hold an annual conference, bringing together
people affected by the conditions. These events provide a muchneeded opportunity for networking and an extensive programme
of speakers
‘The help I have received from the Dystonia Society has been fantastic.
They have written letters to support services explaining the condition
– and they’ve made a huge difference. The quality of care I receive has
improved a lot and no-one talks about anxiety as a cause now. It’s
really important that the Dystonia Society is there to help.’
For more information about dystonia, and the Dystonia
Society’s work, visit www.dystonia.org.uk, email info@dystonia.
org.uk, or follow them on Facebook, Twitter and Instagram.
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From kicking off the morning chatting with colleagues about
our favourite TV viewings, to catching up with friends over
mugs of soothing tea, in many ways, the art of conversation
comes to us with such ease. Actually, the difficulty so often
arises in recognising when the circumstances call for silence
and we should bite our tongue instead.
Why, then, do people suffering from the relentless wrath of
pain struggle with expressing their discomfort? The mammoth
prevalence of this paved the way for a study which was recently
published by Pain Concern, and used a specially-designed
Navigator Tool to encourage positive communication between
people living with long-term pain and their GP or specialist.
National Lead Clinician for Chronic Pain, the Scottish
government, Professor Blair Smith, welcomed the results of the
study as a step in the right direction towards a better way of
managing this debilitating and widespread condition.
He said, ‘Long-term pain causes so much distress and
disability today that it’s difficult for people working in the
health service to know how to manage it. We use a lot of
potentially harmful medicines, and prescribing is often the
focus of treatment, for patients and professionals. But the
drugs don’t always work and are rarely the only answer.
‘The Navigator Tool – which was piloted in this study – can
help patients to understand all the different ways in which pain
affects them, and therefore all the ways in which they can be
helped or can help themselves. It also allows their healthcare
professionals to get a quick, in-depth snapshot of the most
important areas to address. Most importantly, it allows an
informed and realistic conversation about how we as doctors
and pain specialists can work together to improve life with
pain.’

ADDRESSING THE OBSTACLES
This common condition of persistent pain – which is estimated
to affect as many as 40 per cent of the population at some
point in their lives – is also affected by psychological and social
factors which means that it doesn’t respond well to simple
models of medical management, which can be challenging
for health professionals and demoralising for people seeking
solutions.
Pain Concern researcher, Renée Blomkvist, who led the
study, explained, ‘People going to their GP often find it hard
to pinpoint or talk about their symptoms and many have
identified communication as a barrier to enjoying a better
quality of life. We wanted to see if we could improve patientdoctor communication with this tool and looked at the way
a range of health professionals, including physios, GPs, and
pharmacists, used the tool during appointments and whether
it was effective. This pilot study did not have the scope to
validate the tool, but we saw how it could be used to broaden
communication in primary care settings and to explore the
psychological factors of persistent pain which was constructive
for all those involved.’
This latest two-year study builds on earlier research which
focused on identifying communication stumbling blocks
faced by people living with long-term pain, and devised the
interactive resource which was able to:
• Enable patients and health professionals to see the bigger
picture of the pain
• Improve communication
• Lead to engaged, efficient doctor or clinic appointments
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A PAINFUL
CONVERSATION
As more evidence comes to light
centring on the levels of pain’s
imposition – with one-in-five
(800,000) people experiencing its
persistence – the need for better
care is impossible to ignore. It’s
time for patients and clinicians to
come together as a powerhouse
source of pain management.
• Highlight a range of self-management strategies
• Facilitate positive emotions

HOW HARD DOES PAIN PULL ON THE PURSESTRINGS?
Chronic pain costs the UK billions of pounds but research
funding is inadequate, according to the British Pain Society,
which has asserted that more research is essential to allow pain
services to offer the latest effective and safest treatments.
Back pain alone accounts for 40 per cent of sickness absence
in the NHS, and ultimately it costs £10 billion for the UK
economy.
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WWW.WALESHEALTHCARE.COM

MEDICAL RECORDS

SETTING THE RECORD STRAIGHT
It’s in a medical professional’s best interest to keep clear and accurate patient records,
including all relevant information – from history and differential diagnosis, to the patient’s
concerns, and expressed wishes that may be discussed during a consultation. But in
conjunction with this responsibility is a complex course of decision-making. Carol Chu,
Medico-Legal Adviser at the Medical Defence Union, outlines the potential records-related
dilemmas which you may come across, and weighs in on how to respond to patients who are
concerned about the contents of their medical records without compromising integrity.
recommends keeping a log of verbal requests
• You can’t charge a fee to comply with a request for rectification
unless the request is manifestly unfounded or excessive when
it’s possible to charge a ‘reasonable fee’ for the administrative
costs. However, you must be able to justify your decision, and
under such circumstances it’s a good idea to seek advice from
your medical defence organisation. There is no definition of
what constitutes a manifestly unfounded or excessive request, or
a reasonable fee
• You must act upon the request without undue delay, and at
the latest within one calendar month of receipt. This may be
extended by a further two months when the request is complex,
but you must keep the requestor informed

Carol Chu
Keeping good patient records supports good clinical decisionmaking and continuity of care, as well as having an important
medico-legal purpose in the event of a complaint or claim.
However, there can be times where a patient may disagree
with a clinical opinion, or where the record of a consultation or
episode of treatment could be upsetting for a patient.
Increasing public attention has resulted in many people
becoming more aware of their rights as a ‘data subject’ and the
implementation of the General Data Protection Regulation
(GDPR) and Data Protection Act 2018 on 25th May 2018
has resulted in the Medical Defence Union (MDU) receiving
numerous queries on this issue. Consequently, practices need to
know their legal obligations in these situations.
The basic principles of the GDPR are similar to those set
out in the Data Protection Act 1998, and so most medical
professionals will already be largely compliant. However, the
new legislation requires greater transparency from organisations
who hold personal data, and makes the rights of data subjects
much more explicit, including the right to correct inaccuracies
(Article 16 of the GDPR).

MANAGING PATIENT REQUESTS
In Guide to the GDPR, the Information Commissioner’s Office
(ICO) outlines how to respond appropriately when patients (or
their representatives) exercise their legal rights:
• Requests for rectification can be made verbally or in writing
• Requests can be made to any part of an organisation rather
than a specific person
• A request should be considered valid as long as the individual
has challenged the accuracy of their data and has asked you
to correct it. There is no need for individuals to reference the
GDPR
• It is good practice to have a policy for recording details of
requests and to check you have understood them. The ICO
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AMENDING RECORDS
While patients have the right to report factual inaccuracies,
or question the content of the records, they’re unable to alter
their records because they find them upsetting, or because they
disagree with them.
The ICO states that the right of rectification doesn’t mean
that doctors are required to remove their clinical opinions, in
that, ‘It is often impossible to conclude with certainty… whether
a patient is suffering from a particular condition. An initial
diagnosis (or informed opinion) may prove to be incorrect after
more extensive examination or further tests. Individuals may
want the initial diagnosis to be deleted on the grounds that
it was, or proved to be, inaccurate. However, if the patient’s
records accurately reflect the doctor’s diagnosis at the time,
the records are not inaccurate, because they accurately reflect a
particular doctor’s opinion at a particular time. Moreover, the
record of the doctor’s initial diagnosis may help those treating
the patient later.’
Records that are an accurate representation of the situation at
the time the note was written can’t be altered. However, you can
make a note on the record to indicate that the patient disagrees
with the original opinion. If the correction is a factual detail,
such as a misspelt name or incorrect contact details, then it must
be clear who made the amendment and when, as computerised
records usually create an audit trail.
If a request is refused, it’s essential that you explain to the
patient why this decision has been made and inform them of
their right to complain to the ICO. The ICO also recommends
keeping a note, indicating that the patient challenges the
accuracy of the information in the records, and their reasons for
doing so. Ultimately, a patient’s record should be complete and
accurate to ensure that they receive appropriate care. If you have
disclosed the personal data to others, such as in secondary care,
you should contact the recipients, if possible, to inform them of
any amendments to the data.

WIDER CHOICE, GREATER SAVINGS FROM THE ZERODERMA RANGE

NEW

The Zeroderma range now includes
five creams, one ointment, one gel,
two bath additives and a new barrier
cream. All Zeroderma products are
gentle on the skin and do not contain
the harmful irritant sodium lauryl
sulfate (SLS).
Zeroderma products are similar in formulation
to around 40% of emollients currently
prescribed by Health Boards and offer cost
savings of up to 37%, with no compromise
on patient care. Around 80% of formularies
and prescribing guidelines already include at
least one Zeroderma product.
The Zeroderma emollient & barrier cream
range is available on prescription.
A CCG who recently started using the
Zeroderma range commented:
‘Emollient prescribing has been a
useful area to address as part of
QIPP. The focus has been on optimising
patient care by offering emollient
products that patients are happy to use.
Feedback from GPs has been positive
and changes have been simple to
implement. Patient care has not been
compromised and changes to the
product prescribed have been
acceptable to most patients.’
Thornton & Ross, Linthwaite,
Huddersfield HD7 5QH
01484 842217
www.zeroderma.co.uk
zeroderma@thorntonross.com

Zeroveen® Cream – a 2-in-1 emollient
containing natural oatmeal.
Zeroveen is a non-greasy, silky, 2-in-1 moisturising
cream and wash containing natural oatmeal. With proven
24-hour moisturisation1, Zeroveen has both occlusive and
humectant properties, as it contains glycerol to actively
draw moisture into the skin. The 500g airless pump
dispenser offers less than 2% wastage.

Up to

31%

cost saving
per pack

Up to

NEW Zerolon® Barrier Cream – helps 29%
saving
to prevent irritation from bodily fluids. cost
per pack
Zerolon Barrier Cream moisturises and protects damaged, intact or
inflamed skin, and is suitable for use with incontinence pads2. Zerolon
barrier cream is available in a 28g and 92g tube and only requires
pea-sized amounts for application, and is resistant to wash off2.

Survey shows the benefits
of Zerodouble® Gel

Up to

16%
cost saving
per pack

Zerodouble Gel is a highly moisturising, double-action
emollient gel. Results from a recent survey with over
300 members of the Psoriasis Association3 showed
that 97% liked the feel of Zerodouble Gel, 91% said it
was as good as or better than their current emollient
and 84% wanted to continue using Zerodouble Gel.

QIPP
TOOLKIT

By changing from proprietary emollient & barrier
cream brands to the cost-effective Zeroderma range,
the NHS could save over £10 million4 p.a.

A QIPP & emollients toolkit developed by Medicines Management teams
contains everything needed to implement product changes
at practice level. To estimate your potential local savings and find out
more please visit: qipp.zeroderma.co.uk

For FREE samples for patient evaluation please
email: zeroderma@thorntonross.com

1. Study to determine the effect of two moisturisers, data on file. 2. Testing of wash-off resistance, dressing adhesion and absorption, data on file. Thornton and Ross 2018. 3. Data on file, T&R, 2015. 4. HSCIC, June 2018.

How much could you save with
the Zeroderma range?

Buprenorphine 7 Day Matrix Patch 5µg/h, 10µg/h, 15µg/h, 20µg/h

Moving from BuTrans 5,10,15 or 20µg/h to Butec..

A like for like
switch..
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Butec sits in Category C of the drug tariff.

Prescribing Butec by brand is the
only way to ensure patients receive
a like for like switch while delivering
drug cost savings to the NHS.
For further information and latest pricing please
contact Qdem enquiries on: 01223 426929
Or contact your local account manager at:

http://www.qdem.co.uk/hcp/team/
Butec patches contain an opioid analgesic. Butec® 5
μg/h, 10 μg/h, 15 μg/h and 20 μg/h Transdermal Patch
PRESCRIBING INFORMATION United KingdomPLEASE
READ THE SUMMARY OF PRODUCT CHARACTERISTICS
BEFORE PRESCRIBING.PRESENTATION Butec 5 µg/h, 10
µg/h, 15 µg/h, 20 µg/h. Transdermal beige patches
containing buprenorphine. INDICATIONS Treatment of
non-malignant pain of moderate intensity when an opioid
is necessary for obtaining adequate analgesia. Butec
is not suitable for the treatment of acute pain. DOSAGE
AND ADMINISTRATION Butec should be administered
every 7th day. Elderly and adults over 18 years only: Use
the 5 μg/h patch for at least the first 3 days of treatment,
before increasing the dose if necessary. Short-acting
supplemental analgesics may be required during titration
until analgesic efficacy is attained. Do not use more than
two patches at a time, up to a maximum dose of 40 µg/h.
CONTRA-INDICATIONS Known buprenorphine or excipient
hypersensitivity, opioid-dependent patients, narcotic
withdrawal treatment, respiratory depression, use of
monoamine oxidase inhibitors (MAOIs) within the past 2
weeks, myasthenia gravis, delirium tremens. PRECAUTIONS
AND WARNINGS Acute alcohol intoxication, head
injury, shock, reduced consciousness of uncertain origin,
intracranial lesions or increased intracranial pressure,
severe hepatic impairment, history of drug abuse,
alcohol abuse, serious mental illness or seizure disorder.
Not recommended immediately postoperatively or for
situations characterised by a narrow therapeutic index or
for rapidly varying analgesic requirements. Chronic use

of buprenorphine may lead to physical dependence and
a withdrawal syndrome may occur. May affect ability
to drive and use machinery. INTERACTIONS MAOIs, CNS
depressants (e.g. benzodiazepines, opioid derivatives,
antidepressants, sedatives, alcohol, anxiolytics,
neuroleptics, clonidine). CYP 3A4 inhibitors and inducers,
products reducing hepatic blood flow (e.g. halothane).
PREGNANCY AND LACTATION Butec should not be used
during pregnancy or in women of childbearing potential
who are not using effective contraception. The use of
Butec during lactation should be avoided. SIDE-EFFECTS
Very common (≥1/10) and common (≥1/100, <1/10) sideeffects are anorexia, confusion, depression, insomnia,
nervousness, anxiety, headache, dizziness, somnolence,
tremor, dyspnoea, constipation, nausea, vomiting,
abdominal pain, diarrhoea, dyspepsia, dry mouth,
pruritus, erythema, rash, sweating, exanthema, muscular
weakness, application site reaction, tiredness, asthenic
conditions, peripheral oedema.Uncommon (< 1/100)
but potentially serious side-effects are hypersensitivity,
anaphylactic/anaphylactoid reaction, affect lability,
restlessness, agitation, euphoric mood, hallucinations,
libido decreased, aggression, psychotic disorder, drug
dependence, mood swings, depersonalisation, sedation,
dysarthria, migraine, syncope, paraesthesia, balance
disorder, speech disorder, convulsions, blurred vision,
visual disturbance, eyelid oedema, vertigo, palpitations,
tachycardia, angina pectoris, hypotension, circulatory
collapse, hypertension, orthostatic hypotension,
wheezing, respiratory depression, respiratory failure,

www.qdem.co.uk
® Butec and QDEM are registered trade marks. © 2013 Qdem Pharmaceuticals Limited.
Date of preparation: January 2018 UK/QDEM-16023a(2)

asthma aggravated, hyperventilation, dysphagia, ileus,
diverticulitis, biliary colic, urticaria, dermatitis contact,
face oedema, urinary retention, erectile dysfunction,
sexual dysfunction, oedema, drug withdrawal
syndrome (including neonatal), chest pain, alanine
aminotransferase increased, accidental injury, fall. Please
consult the SPC for details of other side-effects. LEGAL
CATEGORY CD (Sch3) POM PACKAGE QUANTITIES AND
PRICE 4 individually sealed patches: 5 µg/h transdermal
patch £7.92, 10 µg/h transdermal patch £14.20, 15 µg/h
transdermal patch £22.12, 20 µg/h transdermal patch
£25.86. Marketing Authorisation numbers
PL 40431/0024 – 0027. MARKETING AUTHORISATION
HOLDER Qdem Pharmaceuticals Limited, Cambridge
Science Park, Milton Road, Cambridge, CB4 0AB, United
Kingdom. Tel: 01223 426929. For medical information
enquiries, please contact medicalinformationukQdem@
qdem.co.uk. DATE EFFECTIVE: February 2017. ® Butec
and QDEM are registered trade marks. © 2013 Qdem
Pharmaceuticals Limited.
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
Qdem Pharmaceuticals Limited on 01223 426929.
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