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Presidents Message

Seasonds greetings to you al/l
season in a time of unparalleled economic and political
turmoil an d uncertainty in the European Community where a
confluence of events, decisions made and decisions not made
may have a profound impact on all citizens of the EU and
significant impact on citizens of all European countries within

and outside the EU. In the midst of this turmoil, we hope to
renew the EHC, to bring a more focused and professional
approach to our work on your behalf and to optimise our
impact on crucial decisions and issues which will shape and

influence our future. We want to develop more forcefully the ability to anticipate issues

on the EU legislative agenda and to react on your behalf where appropriate in a proactive

manner. We will work to keep you updated on these developments in a manner which will

give you the information you require which not subjecting you to a veritable blizzard of
unwanted and unnecessary detail. We are currently finalising plans to optimise the work

carried out for the Consortium in 2012 by external consultants to ensure that this work

meets the requireme nts of the Consortium and is of most added value to our national
organisations. | hope that we will be in a position to send you a monthly update on major
developments in Europe on a monthly basis from early in 2012. Next year will see
progress being made  on areas such as Orphan Drugs, the Clinical Trials directive. And the
directive on Cross Border Health Care. We will work to ensure that we are aware of the

relevant provisions. Since the EHC Conference in Budapest, | have already met with EU

health Commis sioner Dalli and appraised him of the EHC position statement on Orphan

Drugs. Clinical trials will be the subject of a Roundtable in June of 2012 by the Consortium

which will fit nicely with the legislative timing on this directive. We will work to ensure that
we can increase our access to members of the EL
a cruci al role to play in this as national me m
respond more positively to invitations to attend EHC events such as sp ecific roundtables
or support EHC position statements if asked to do so by organisations in their own
country. This is the nature of politics. We
consortium but your input on a national level will be crucial in our efforts to achieve
influence and success. Our work with other groups through the Plasma Users Coalition

(PLUS) has already garnered the attention of the EU Commission and we have biannual
consultation meetings with the Commission via PLUS which gives us an opportunity to also
put forward the separate issues of the Consortium to key officials in DG Sanco.

The work will not revolve solely around EU issues. We are fully aware of the vast
disparities in care in Europe. We will work with you on a national b asis and provide written
support via letters to your Government or visits to assist you in crucial advocacy issues

where required in line with the resources and time available to the Consortium.

A crucial element in any advocacy work you undertake at a nat ional level will be the
availability to you of comparative and real time data which you can use to compare the

situation in your country to other counties in Europe. In 2009, | carried out a survey of
the state of organisations of haemophilia care in Europ e to which 19 national member
organisations responded. This survey was made available to all of you in tabular
comparative form and was also published in Haemophilia. | intend to repeat this survey on
behalf of the EHC in early 2012. You will be asked to ¢ omplete the survey which will ask
guestions about the level of care and the extent to which your national care relates to the




published European Princ iples of Haemophilia care, published by EAH AD and endorsed by
the EHC and WFH. | will also be looking at the extent to which the level of care coincides

with the recommendations made in 2010 by the European division for the Quality of

Medicine (EDQM). | wo uld strongly urge all national Member organisations to compete and

return this survey when you receive it. This will allow EHC to build up an accurate picture

of the current level of care in Europe. It will allow you, as a national organisation, to

realist ically compare your level of care and treatment with other Eur opean countries. This,
in turn, should allow you to advocate more effectively for the areas where you seek
improvement and will allow EHC to work more effectively with you in seeking that

improv ement. | can commit it providing to each country who participate a composite
report on all the data , an individual report on your country and a PowerPoint presentation

utilising the data which you can use in your country and in furtherance of your advocac y
goals. This data will also be the foc us of our third round table in 2 012 which we hope to
organise in the European parliament.

| have worked with the Steering Committee to ensure that our events and key policy
initiatives are planned in a timely manner in 2012. We will hold 3 roundtables. In Brussels
we can how announce that the dates an topics for these roundtables will be as follows:

1 March 7 i Economics and health Outcomes in haemophilia
1 June 19 i Clinical trials
1 October9 1 Haemophiliain Europe 1 an Update

Our plan is to hold the June and October Roundtables in the European parliament. This will

increase their impact on and visibility to the Commission, MEPs and the Community. If we

can count on your support in contacting MDEPs, it is our hope that y ou will be able to
leverage some of these outcomes in your national advocacy efforts.

Planning for the EHC conference in 2012 is well advanced. The programme will include
symposia on :

Prophylaxis

Inhibitors

Haemophilia Genetics and womenédés heal th
orthopae dics and physiotherapy

haemophilia in Europe

life stages and haemophilia

The Conference will take place in Prague on October 26 " to 28 ™ 2012. We also look
forward to seeing all of you at the WFH conference in Paris in July. We will use the EHC

meeting of that conference to get your feedback on the EHC, the work we are planning

and how we can best serve your interests.

| believe we have made a positive and committed start to refocusing the work of the
Consortium. | know that the Steering Committee are co mmitted on these objectives and
we will work as a team to reach our g oals. | am aware, as no doubt you are , that the
consortium is not a large organisation. We have a very limited budget, one part time staff

member and limited resources. If we work to prop erly focus the resources available to us,

we can make a difference. The work begins afresh.

On behalf of the steering committee and staff, | wish each of you a happy, peaceful and
rewarding Christmas season. | look forward to working with you in the new y ear

Brian Ob6Mahony
President




EHC - Conference Budapest 2011: a feed back

The EHC conference held in Budapest last
October, will probably remain memorable

for many years to those who, like me,
were lucky to attend and enjoy it
Undoubtedly, the social and economic
situation that Europe is experienc ing lately
will have a direct impact on the different
national health systems and, therefore, on
haemophil ia and other bleeding disorders
too. Aware of this, the Conference
Scientific  Committee  scheduled very
appropriate  and  useful presentations
during tho se two days. | would highlight,
among all of these, the one related to
economics and optimal care.

In this difficult time, living in Europe and
especially for some countries like mine,
this is an aspect to keep in mind if we
want to maintain the good stan dards of
care that we have obtained in the last two
decades. | would like to point out Keith
Tol |l eyds p r e s -@authora bfi then ,
WFH monograph, An Introduction to Key
Concepts in  Health Economics for
Hemophilia Organizations. Tolley correctly
told the audience that a deep change is
being introduced into the health system
where the pharmaceutical expense is
increasing and the economic potential of
health administration is plummeting.

The health managers concern to control
costs is drivi ng the tendency to change the
balance, in earlier years it was the clinical
benefit versus the risk and now it is the
health benefit versus the cost of the
product.  Organizations that defend the
rights of patients with bleeding disorders
should be able to identify this trending
change that may lead to take health
measures based on economic concerns
against what scientists recommend. More
than ever, we must now stay alert and act
decisively against those measures taken by
governments that are only thinking

term. We have to keep in mind that in the
field of our hematological diseases profits
are long term . Therefore, any decision taken
without having that in mind can surely have
consequences that in the future we may
regret.

short

In my opinion we are expe riencing in
Europe very adverse times that r equire s
special attention by all of us. Undoubtedly,
this adversity is leading to significant
changes and it depends on us whether or

not they will go in the direction we wish. In

this EHC Conference we could se e that EHC
is aware of this need to be alert and a new
president, Bry,lzasbeehlbtteth or
to lead it.

David Silva




Health Technology Assessments in Haemophilia:

An Update*

WFH Global

Forum in September,

Brian O6Mahon’

the challenges of

applying  conventional

health economics such

as health technology assessments (HTAS) to
haemophilia because it is a rare bl eeding
disorder and lifelong condition with a range of
impacts on children and adults throughout
their lives; and the inadequacy of some types

of health economic measures in assessing the
actual impacts, benefits and outcomes of
haemophilia therapies. His talk focused
particularly on prophylaxis, which is one of

the areas being looked at in the ongoing HTA

in Sweden, and highlighted the importance

for the haemophilia community to actively
engage in such processes and collect
outcomes data.

At the

It is well known within the haemophilia
community that prophylaxis has a proven
efficacy as a treatment for haemophilia. It is
also well established scientifically that early
prophylaxis can decrease the risk of inhibitor
development; and that prophylaxis can turn
severe h aemophilia to moderate haemophilia
and increase a
and life expectancy. Equally as important, it

can change the i ndi vidu
their experience of living with haemophilia.
The quality -adjusted life year (QALY) co
prophylaxis in haemophilia can sometimes
seem unreasonably high 8 but the impact of
a bleed or number of bleeds on a joint must

be clearly understood by healthcare funders.
AiwWhat appears to
quality of life using a QOL scale can in fact be
guite dramatic in everyd

st of

* from Lecture delivered at WFH Global Forum on Safety
and Supply, September 2011

patientds

be a sn

There are many factors that affect the
incremental cost effectiveness ratio (ICER)
in prophylaxis:

data collection methodology and the
time period during which it is collected:;
assumed cost per unit of treatment
product (factor concentrates);

assumed number of bleeds per year
using on -demand therapy;

discount rate applied to future heal
benefits from current therapy.

Treatment is often framed or conceived in

terms of the current benefits 0
haemophilia, prophylaxis provides children

with long -lasting benefits and better physical
health and quality of
child  with haemophilia  treated  with
prophylaxis gets a definite current benefit
from it but ités also tr
a major way. This is usually not taken into
account sufficiently by health economists
when setting discount rates. 0 Mr .
said. Th e published literature shows an
enormously wide range of incremental

per QALY estimates of FVIII prophylaxis in
children from US$50,000 up to US$2.7
million.

06 N

cost

Mr . O6Mahony described
conducted with his colleague from the Irish
Haemop hilia Society, Declan Noone, which
looked at the quality of life of young men
with severe haemophilia in four European
countries (Sweden, U.K., Ireland, France).
The study collected data from 58 young
men with haemophilia and compared
outcomes with prophy laxis, on -demand, or
combined treatment.




The findings
from Sweden,
the only
country w here
prophylaxis
treatment
the
surveyed
began at two
years of age
and continues
throughout

life, showed a perfect 1.0 median quality of

life index for the young men, better than that

of the general population, and much fewe
bleeds (3 per year) and missed school/work
days per year. In the U.K, Ireland and
France, where prophylaxis was begun later or
combined  prophylaxis and on -demand
treatment were used, there were significantly

more bleeds (16 -20 per year), and missed
school/workdays. The data is compelling and

the survey will be extended to another eight
countries, he said.

for
group

Declan Noone

Experiential data from a case in Germany
showed the benefits of prophylaxis in
adulthood. The study compared the outcomes

of an adult patient with seve re haemophilia
and pre -existing joint damage who rece ived
on-demand therapy in 2008 a  nd prophylaxis
in 2009. While prophylaxis resulted in a 16
percent increase in factor use (from
164,000IU to 191,0001V) , there was an 86
percent decrease in bleeding episo des (from
29 bleeds down to 4 bleeds) and an 84
percent decrease in missed days of work
(from 31 to 4 days). ( S Schilenkrich and C
Chubert, 2010 WFH Congress Poster.) An
economic extrapolation of this evidence,
assuming cost of factor
assuming QOL on prophylaxis increased from

0.70 to 0.90, found that the incremental cost

of a full QALY i prophylaxs, !
results in 25 less bleeding episodes. The cost
per bleed avoided is 075

Other studies show the impacts of prophylaxis

in the prevention of a single bleed.
Experiential data gathered from three adult
patients with haemophilia in Ireland d one on
prophylaxis with no bleeds, one who had a

singl e joint bleed, and one who experienced

a severe ileopsoas bleed 0 found that the
patient on prophylaxis had a QOL score of 1,
the patient with a single bleed had a QOL
score of 0.587, while the patient with the
severe bleed had a score of -0.095.

Mr . O 6 Mashggested that rather than
comparing the incremental cost
effectiveness ratio (ICER) of haemophilia
therapy to standard medical interventions, it

would be more appropriate to compare it to

blood safety interventions. In a HTA, the

cost per QALY of prophy laxis (U036, 00
0 304,000) does not compare favourably to
the cost per QALY of HPV vaccination
(a 17, 3.8t3s) however, significantly less
costly than NAT testing of whole blood
donations f or HI V, HBV andi
9.1 million) , pre -operative auto logous blood
transfusion ( U170, WA 6. 6 mijdnd i
post -transfusion HBV testing with  the
enhanced sensitivity HE
million).  All of these other measures have

aH

been implemented, he noted. The provision

of safe and effective therapy prevent
bloodborne viruses such as HIV and HCV,

the greatest causes of mortality in the
haemophilia  population in  developed
countries. The current increased concern
over costs of treatment may 0 but should
not & limit available therapy, he said. As for
the MSM donor deferral debate, he
emphasized, AThe provision o
is a duty owed to this community due to the
tragedy of past practice

The Irish heal th authority recently
completed an HTA on prion filtration of red

cell concentrates to reduce the risk o f
variant Creutzfeldt -Jakob disease
transmission in Ireland, which determined

that the cost would be 011 millio
and would prevent two deaths over a 10 -
year period; 19.4 discounted life years
would be gained; the incremental cost
effectiveness rat io (ICER) per life year
gai ned woul d be ua2.6
assessment makes it unlikely that prion
filtration will be implemented but has led to
concern being raised in Ireland about
whether blood transfusion safety is being
compromised by lack of investmen t in




measures to reduce risk, and whether
expensive new technologies to prevent
emerging threats are essential to ensure
safety despite the high costs and current
funding constraint  s.

Recently, the Swedish Council on Health
Technology Assessment (TLV) conducted a
systematic review of haemophilia and VWD
treatment, in which they reviewed thousands

of abstracts and studies (including long -term
effects, bypassing agents and immune
tole rance). The expert group found that the
evidence is insufficient in all major areas and
studies are mainly
condition like haemophilia, it will not be
possible for the evidence to be sufficient in a
Cochrane type
group concluded that there is much to suggest

that it is good to start prophylaxis early and it

would be natural to extend prophylactic
therapy into adulthood. It recommended the
creation of a national treatment registry and
systematic and c¢ entralized follow -up to
document the long - and short -term treatment
effects, and highlighted the need for more
outcomes data.

The TLV has formed an evaluation team (a

medical evaluator, lawyer and health
economist)  which is now in the process of
conductin g the Swedish HTA of haemophilia
therapies. Only FVIII is being evaluated; nine
product brands will be reviewed in terms of
their efficacy and reimbursement. The HTA will
likely compare different FVIII prophylaxis
regimes, notably the high Malmo regime vs.
low dose Dutch regime, and both prophylaxis
regimes to on -demand treatment and no
treatment. The Swedish Haemophilia Society
will submit their views.

obser

s ¢ eau.astill, the O

Mr . ObMahony pr e scenmparisoth
of the Malmo prophylaxis regime treatment
versus Finl and?d sdenanodrdnd n
prophylaxis regime, noting the dramatically
different outcomes. In Malmo, no patient
born after 1980 had undergone joint
surgery by 2009; the average quality of | ife
score was 0.84 and 68 percent of
participants had no missed workdays in
2009. In Finland, where the majority of
patients are treated on -demand or with
secondary prophylaxis, 84 percent of
patients had joint damage; the average
quality of life score was much lower at 0.69;

31 percent had retired early from work due

to their condition; and another 32 percent
reported missed work days in 2009.

It is very clear that prophylaxis profoundly
improves the lives of people with
haemophilia and t hithiHTAs f
in haemophilia and prophylaxis, it is
incumbent on the haemophilia community to

collect outcomes data to demonstrate that
prophyl axi s i n haemophi
he said. AfAt the same t
for HTA bodies to look at the whole o f life
costs, the role of prophylaxis in the
prevention of joint damage and of inhibitors,

the costs of joint surgery, immobility and

loss of employment & and the lower costs in
later life if these complications are
prevented 6 as well as the impacts of
proph ylaxis on the quality of life of patients

and their families. o

Br i a Mah@ng

Click here t o

-demand or combined

d o wn A suevay offihe outcome of prophylaxis, on

treatmentin 20 1 35 year old men with severe haemophi lia in four European countries 0.

For the document of the SBU T Swedish Council on Health Technology Assessment see:
http://www.sbu.se/en/Publis hed/Yellow/Treatment  -of-Hemophilia -A-and-B-and-von -
Willebrand -disease/ and also at the webpage of the EHC -conference 2011
http://www.ehc.eu/ehc -conference/ehc -conference -2011.html  wh ere the presentation of
D. Arnberg can be downloaded: http://www.ehc.eu/fileadmin/EHC -
conference/2011/Anrberg HTA in_SwedenTLV - .pdf
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Compliance, adherence and concordance.

What 6s i n a word and does

st

The EHC was invited to attend a lunch debate, held at the European Parliament on 21 of September.
EPF, CPME, PGEU and EFPIA brought together the perspectives of patients, doctors, community
pharmacists and the research  -based pharmaceutical industry. They presented examples of best practices

on adherence to therapies and demonstrated how a coordinated, multi -stakeholder and patient  -centred
approach 1 involving patients, their carers/families, health professionals, industry, and the public, is a key

factor in improving patient safety and the quality ofng't
Mr . Chris Sotirelis, advisor to the trustees, UK Thal a
EHC asked him if his presentation could be published, what he accepted. (For a press release of the

meeting:

http://www.eu __-patient.eu/Documents/Press/PressReleases/EPF - Press-Release - Adherence -2011.pdf

Compliance, or adherence, by patients to prescribed therapies is an important aspect of patient

care that directly affects health outcomes. The topic is of particular relevance in all inher ited
and chronic conditions where adherence to treatment, has a direct impact on survival. For this

reason, the EPF, decided to include presentations from both sides of the patient -doctor
rel ationship in the program of t he r e dhe sustainahility oth
healthcare systems through better adherence to therapies: a multi -stakehol der app
on 21 September 2011, at the European Parliament.

In his examination of the doctor - patient impact of this however is the loss of
relationship Dr. Sotirelis, speaking as a patient therapeutic efficacy.

with a chronic condition, set out to point out

the inverse of h  ow the doctors see the patients FROM COMPLIANCE TO ADHERENCE

and tried to examine the
by how the patients actually look upon the
doctors and the motivation to maintain high

levels of adherence to medication drugs. As a

user who has been in constant contact with

the Health Care Professionals, (HCPs) now for

over 40 years and so in his lifetime has seen,

and continues to see many types of
approaches as well as the impact of their lack.

Compliance, the term traditionally used, refers

to fithe extent to which 1
matches the recommendations from the
prescriberi. It i mpli e
involuntary conformity:
implies passivity on the part of the pati ent,
who, if not compliant, is seen as a rebel, an
incompetent, or as chal
qguoo of t hmatierd celatioreship a real

He started by pointing out that adherence to nui sance. I'n this —apprc
medication has been a big problems  incethe beliefs are not interacti
time of Hippocrates, who wrote that patients they are seen as an obs tacle to treatment.
often lied about taking their medication. In The higher status of the doctor in relation to

modern days, the terminology describing the the patient is implicit.

phenomenon of itaking
prescribedd has a signifi
attitudes.

The term compliance has now largely been
replaced by adherence. Adherence refers to
ithe extent to which the

Today we know mo re about the high cost of matches agreed recommendations from the

true and latent non adherence. The real prescriberi. It evokes a
attached to a set regimen, to follow the rules,



http://www.eu-patient.eu/Documents/Press/PressReleases/EPF-Press-Release-Adherence-2011.pdf

guidelines or standards set. However, WHAT IS REALLY NEEDED?

adherence implies a more active role than . . .

com -pliance: a collaboration with the physician ~ According to one of the ear liest thinkers on the .
and a self -motivated decisioc n to adhere to  issues of non -adherence, David Sackett @
advice. In this model, patient acceptance is says that a new idea of a clinically relevant

based on trust and agreement is part of the definiton of ~adherence, based on the
process. properties of a particular drug and not solely

on the doctor's instructions, is what is really
REASONS FOR NON -ADHERENCE needed. That should include sensible ideas

such as the Atailored cort
Patients with chronic conditions are asked to need for a no fault approach to behaviour
comply with many treatments. It can feel as if relating to following a regimen, consideration
l'ife is reducegdttticngfjtus of the effect of frequency of administration,
There is a need to I €S side effects, delivery system, and the like -all

Anormal |ifeo priorities aspects of the medication that affect
fulfill them. Do even so -called centers of compliance.

excellence respect these needs, for example by
providing after -hours treatment, with proper Non-compliance is a complex multi -factorial
staffing , after hours appointments and clinics problem and requires complex multi -factorial
or other support to minimise hospital visits? Do responses combined with a multi stakeholder
they even try to fit the clinical interventions approach that places the patient in its centre.
around the patientés fAno

willingness to work with the patient? If not THE NEXT LEVEL: CONC ORDANCE

under these conditions, the patient can easily
be marginalised and seen as a burden to
society, yet with the right care they can
contribute enormously to society. The question

According to the Royal Pharmaceutical Society

of Great Britain (1997) T there are two sets of
equally cogent @ health beliefs i that of the
patient and that of the doctor. The patient
should convey his/her health beliefs to the
doctor, and the doc tor should enable this to
happen. AThe intention i
to make as informed a choice as possible
about the diagnosis and treatment, about
benefit and risk and to take full part in a
Non-adherence can be intentional or therapeutic alliance. Although reciprocal, this
involuntary. It may relate to the quality of is an al liance in which the most important
information (cla rity, evidence, source), the determinations are agreed to be those made
impact of the regimen on daily life (costly, by the patiento.

painful), the physical and mental capacity of

the patient, or his/her social isolation, his/her

ability to absorb more of the burden of

uncertainty and treatment, educational level,

ability to navigate the national healthcare

system or his/her self -image. The treatment

offered cannot be predicated solely on the

doctordés views, but al so

the real burden on the pa

treatment to which the pat ient will agree falls

substantially short of what modern medicine

can achieve, the doctor may be left with a

burden of responsibility that is hard to manage

emotionally, ethically, and legally.

then arises how is it possible to educate the

Health professionals AS WELL AS the patients

to expect and dem and these apparent

Ai nnovationso? For this
have learned to be able to value their time and
Anormal i tyo al most as muc

Chris with his airplane (he is a certified pilot)
This understandi ng comes Dr Chris Sotirelis is an aeronautical engineer by

patient, and n ot keeping everything on a profession, and an ex Vice -President of the UK
clinical level Thalassaemia Society, currently advising them on

policy issues.




This leads to the concept of concordance.
Concordance is not synonymous with either
compliance or adherence. It is independent of

a patient'’ s medicine -taking behaviour and does
not refer to the
either. It is actually based on the notion that
consultations between clinicians and patients
are a negotiation between equals, and
acknowledges that individual patients ma
differ in their evaluation of the risks and
benefits of a particular medicine. Health
professionals are quite naturally concerned by
the quality of their prescribing, aiming at the
best possible clinical outcomes.

When the medicines that doctors prescrib e fail
to produce the benefit they expect, they often
respond by varying the dose or selecting an
alternative medicine. Thus doctors seem to
behave as though non -compliance is a problem
for other doctors down the line. In many cases
then At he c oeakthenofassionalsfhavh
focused almost exclusively on improving the
guality of their own

At the same time they are urged to be patient -
centered and evidence -based. Sometimes
these two can conflict. If evidence -based
medicine is used to buttress professional

authority then it seems to provide an additional

barrier to the adoption of patient -centred
clinical practice.

Yet concordance is also based on the notion
that the clinical decision making has changed
from the paternalistic model of yesteryear to
that of collaborative decision making of today.
Ultimately, it is counterproductive to remain
within the conflict environment of patient
doctor and not to include other stakeholders in

this collaborative process such as the nurses,
pharm acists and above all the patient
organisations.

WHAT  PATIENTS
DOCTORS

EXPECT FROM THEIR

Although treatment has been getting better,

why are patients still non -compliant?

The quest is for the best health outcome, but
concordance implies that we must now redefine
best outcome so as to reconcile what
pharmacology can theoretically achieve with
what the patient desires or can bear.

doctor ¢

pres

Patients with chronic conditions use reasoning

and judgement to make decisions. In doing

so, they must grapple with irreducible
uncertainty concerning their life, including its
duration and its content (caree r, having a
family, paying off a mortgage, etc.). Medical
practitioners often ignore these long
goals and the uncertainties that affect the
daily lives of patients. Yet the practitioner is
t he only Abuffero t he
science, the health services and the
pharmaceutical industry. This is the real
privilege doctors have, and their power and
status derives from it, so they should value it

and use it wi sely. The
should always be clear in seeking the
optimum for their patien ts and in their role of
buffer between the patient, services and
industry.

-term

In order to achieve Concordance requires a
radical change in consulting styles and a
deeper understanding of patients' health
beliefs. This process includes, developing a
rapport wi th the patient, understanding the
il Il ness i n t he patient 6:
shared understanding and agreement about
the diagnosis, imparting information about the

proposed treatment, and giving alternative

choices. These tasks need not fall exclusively
on the doctor but we must develop the
interaction of others such as clinical
pharmacists also able to help doctors in
general practice surgeries as medication
counsellors, as well as nurse consultants who
have more time with and access to patients
than do ctors.

STRATEGIES TO ENCOURAGE CONCORDANCE

They must not only address intra - psychic
factors such as knowledge of the regimen,
belief in benefits of treatment, subjective
norms, attitudes toward medication -taking
behaviour but also environmental and social
factors:

Environmental and social factors which
influence the patient include the interpersonal
relationship between the doctor and patient,

as well as the quality of support from family
members and friends. Most patients intuitively
know t heir tiuweandwilihgnessto
understand these things. The patient requires
respect fo r his/her time, respect for the




priorities of his/her life, and honesty on the formulating educational and scientific
part of the doctor. The patient hopes that the Guidelines, Standards and Options for
doctor will get out of her/his routine in order to treatment within a medica | consensus to
hel p, accepting the pati e disseminate and teach to other patients.
days, their fears and uncertainties. The patient Industry should also enhance the attention
expects the doctor to share in these battles and and resources devoted by companies by
be an ally, be innovative in helping to reduce focusing their efforts across  product
the burden of the disease and the treatment. development to ensure that medicines are

taken by patients.
Chris says: AThe doctor
more than just a patient: | am just as complex Ultimately doctors, patients and all other
a being (if not more complex) than my doctor stakeholders must overcome the difficulty in
i s!o acknowl edging that it is
and not t he cliniciart
We as patients and advocates have a major whether patients take medicines. Likewise
role to play too. In the same way that we need parents need also to allow their children from
to nurture the involvement of these an early age to gradually start setting their
stakeholders in the battle towards non agendas around their  conditon  and
adherence, we also  need to nurture the treatment. After all this is what any parent
changes in attitude of would do in any other area of bringing up a

and of the younger patients. Allowing greater child; so why not with such an integral part of
involvement of patient organisations in their life too?

Chris Sotirelis

(1) Compliance with Therapeutic Regimens, David Sackett, 1976.

(2) Cogent , adjective, compelling belief or assent; forcefully convincing. Etymology Lati n e,TgeThgbns
driving together, f r together ¥ aggeretedrivef r om c o

News from the NMOOS: | ri sh Haell

New Treatments for Hepatitis C
Irish Publication

Two new therap ies for treatment of Hepatitis C genotype 1
have now been licenced in many European Countries
including Ireland. The new treatments are protease inhibitors

and they are used in conjunction with the existing
treatments I Pegylated Interferon and Ribavirin. The
treatments - Telaprevir and Boceprevir - have demonstrated
very encouraging results in clinical trials with a success rate
varying from 65% to 85% for achieving a sus tained
virological response.

The Irish Haemophilia Society are actively educating their
members with Hepatitis C about the prospects for these new
therapies and we have just produced a special newsletter
supplement to coincide with a meeting we held in ea rly
December on this issue. The supplement can be downloaded
https://www.haemophilia.ie/uploaded/file/Hep%20C%20Supplement%20Final%20proof%20Dec%20201
If any National member Organisation would like some hard copies, they should e -mail
Nuala @haemophilia.ie




