Joan Jordan

(MS Ireland)

“I have been living with Multiple Sclerosis for over six years now. I
have accepted my chronic illness and want to help make life better
for the 9,000 Irish people with MS. I can use my experience of over a
decade working in I.T, my participation in a clinical trial, my
communication skills, my time living abroad and most importantlyknowing how it feels to have an illness for which there is currently
no cure to help find one. I also care for my son who has recently
grown out of a rare form of Epilepsy. Patients and carers in Ireland
need to be empowered to sit at the table and be involved in the
decisions affecting our quality of life. I don’t want to stand on the
side lines and cheer the researchers on, I want to play!”

Expertise / Areas of interest
 EUPATI 2015-16 Expert Patient trainee with a
special interest in statistics and
pharmacovigilance. I relished the opportunity to
collaborate with my peers during face-to-face
training in Barcelona and look forward to a new
career in PPI.

 B.Sc. Hons. 2.1 in Computer Science, Linguistics
and French from Trinity College. I have over 15
years of experience in the I.T. Industry and my
love of statistics is coming in very useful when
analysing clinical trials!

 Contributor to MS Ireland’s MS and Me blog
(http://ms-society.ie/ms-and-me/blogs) a
community blog for people living with M.S. Blog
topics include side effects, depression, EUPATI
toolbox, access, parenting and managing a long

Patient involvement experience
term illness. We won a silver medal in the 2015
Irish Blog Awards. I also blog for Living Like You,
EUPATI and The World Vs. MS.

 I represent MS Ireland by speaking at events
such as the Readathon, the Societal Costs of
MS launch, HSE research projects, MSIF
conference and the AGM. I want to spread the
word throughout my community about the
benefits of EUPATI and how people can get
involved.

 Engaging with HPRA and other EUPATI students
to investigate methods to encourage patients to
manage their own side effects and expedite the
production of safer and more efficient drugs.

 Completed 2-day training on
pharmacoeconomics with the NCPE in March
2016.

 I have presented my EUPATI experiences at the
International Alliance of Patients' Organizations
2016 conference in London and the HRB PPI in
Research conference in Galway (April 2016).

 I was a participant in a multicentre, double-blind,
randomised, parallel-group, monotherapy, activecontrol trial for a MS drug.

 With Novartis, presented at the “My Body, My
Mind, My Say #Disrupting MS” event in Switzerland
(February 2016).

 To mark World MS Day, I produced a book for
newly diagnosed people with MS to show how my
local community are living their lives with MS

 The HPRA invited me to attend a two day SCOPE
Risk Communications workshop in Madrid. (June
2016)

