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Welcome

We at OPEN Health recognise that harnessing the 
power of the whole rare disease community is 
critical to improving outcomes for patients and 
families living with a rare disease. In these 
unprecedented times this is even more critical.

It is our pleasure to present this supplement 
recognising the professionals and places united in 
the cause to improve care and access to new 
innovation in rare disease.  

In this supplement we review a recent congress 
bringing together the rare dermatology community 
to support more awareness and clinical research in 
epidermolysis bullosa.  We take a look at patient- 
centricity in data collection and how we can 
connect health care professionals across the globe 
in pursuit of better patient care in rare disease.  

Finally, we introduce a key member of our team, 
Dr. Sumria Riaz, who leads our health psychology 
team and helps inform thoughtful patient 
engagement across our disciplines.

If you would like to hear more about how OPEN 
Health can help you connect stakeholders across 
the rare disease community, and deliver better 
outcomes for all, please do not hesitate to get in 
touch with me.

Gavin Jones, Director of Rare Disease 
OPEN Health 
Gavinjones@openhealthgroup.com

RARE Revolution Magazine is created and 
published by NRG Collective

www.rarerevolutionmagazine.com

Subscr ibe for your FREE
quar t er ly digit al 

m agazine

This supplement originally appeared in the Spring 20 
Edition (Issue 015) of 

RARE Revolution Magazine 

To read t he fu ll Professionals and Places 
edit ion, please visit

www.rarerevolut ionm agazine.com  
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 Connecting the expertise within the rare 
community to drive positive change that 

leads to better outcomes
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EB World Congress?building on 
momentum and strength in numbers for 

epidermolysis bullosa

www.openhealthgroup.com

PROFESSIONALS AND PLACES

Written by Ben Speller
Senior account manager

OPEN Health

Share of voice for individual rare diseases is by its very 
nature, rare. Success has been found in the space by 
taking a strength in numbers approach, working 
together across different diseases and therapy areas 
to attract attention and funding. But when does a rare 
disease have sufficient researchers and clinicians 
invested in it to be ready to step out on its own and 
start to establish itself with dedicated conferences 
and events?

I was lucky enough to attend the inaugural EB World 
Congress, taking place at Park Plaza London 
Riverbank, between 20th ? 23th January 2020, and see 
first-hand how taking on the substantial risk in 

Ben Speller, senior account manager, OPEN Health public 
relations, discusses the success of a disease-specific 
congress and how organisers can tap into the momentum 
generated by increased interest and research in rare disease

creating the first ever Epidermolysis Bullosa (EB) 
specific congress, became an undisputed success.

The event was organised by the UK branch of DEBRA, 
a network of national patient advocacy groups. EB is a 
group of rare and genetic disorders of the skin 
characterised by skin fragility which can be severe and 
cause recurrent blistering of the skin in response to 
minor trauma or friction. It is estimated that there are 
more than 500,000 people living with EB worldwide.[1]

While there are organisations aiming to develop 
treatments for EB, it is important to note that at 
present there are no approved treatments for this 
painful and debilitating condition. 



PAGE 3

RARE Revolution

However, despite there being no significant 
breakthroughs in an incredibly rare group of genetic 
disorders the worldwide EB community come out in 
force to support the event.

www.openhealthgroup.com

Developments in healthcare are sustained through 
opportunities created at congresses for knowledge 
sharing and collaboration between companies and 
research groups. This gives a steer on where and how 
investigation and investment should be channelled.
?
The EB World Congress was no different, with the 
event organisers surprised by the sheer quantity and 
quality of abstracts submitted. The surprises 
continued as the initial estimation of 500 delegates for 
the event was exceeded by more than 50% 
demonstrating the value seen by the EB Community 
and the pharmaceutical companies investigating this 
space.

PROFESSIONALS AND PLACES

Expectations versus reality

OPEN Health were attending the conference as part 
our public relations work to support our clients 
attending the event. As with any inaugural event, the 
element of the unknown was the most challenging 
aspect to manage but the key to combating that 
uncertainty was creating an open and collaborative 
relationship with the event organisers. Understanding 
the needs of the organisers due to this being the first 
event of its kind meant we needed to be as flexible 
and accommodating as possible to allow for the 
scaling of expectations during the preparation stage.

We ensured this by providing certain materials earlier 
than required to give the organisers a benchmark of 
what the collateral looks like and the review time 
required to finalise it, or by simply keeping them 
informed on any and all traditional and social media 
activities that were being prepared on our side.

An additional challenge for any material development 
and communications around the EB World Congress 
was that the fourth and final day was a ?community 
day.? This is where the scientific exchange of the 
previous days had ended, and patient and carers were 
invited onsite for patient centric presentations, 
meetings and activities. This day was an important 
opportunity to help create a sense of transparency 

Communicating through uncertainty

with patients where an open dialog is paramount to 
reassure those living with EB that there are 
investments and scientific movements that could one 
day impact their standard of care.

Vigilance was key in removing or replacing any 
material and information that would not be 
appropriate for the community day. This included 
working alongside the event organises to ensure any 
social media content was properly viewed both 
internally and externally before being signed off for 
use. This approach continued through to the event 
itself where everyone involved felt like colleagues all 
pulling in the same direction putting the potential 
improvement to the lives of those with EB first.

What is epidermolysis bullosa?

There are three main types of EB[2]:
?
Simplex (EBS) -Although often life-altering, this is the most 
common subtype of EB1 causing less troublesome 
disease compared to other types. Except for its most 
severe types, EB simplex only affects the skin; blistering is 
limited, sometimes just restricted to the hands and feet 
and where clothing causes friction. Heat and humidity can 
also trigger the condition or make it worse.[2,3]

Dystrophic (DEB) -DEB is one of the major forms of 
epidermolysis bullosa. In mild cases, blistering may 
primarily affect the hands, feet, knees, and elbows. Severe 
cases involve widespread blistering and wounding that 
can lead to blindness, scarring and the deformity and 
rigidity of joints. Passed on by parents who may not be 
aware they are carriers.[3,4,5]
?
Junctional (JEB)- A rare form of EB. JEB has a broad 
spectrum of severity from milder forms to the lethal form 
of generalised severe JEB with most (87%) not surviving 
beyond the first year of life. In all forms of JEB, the most 
problematic wounds occur on the scalp and lower 
legs.[3,6]
?

Having spent the last seven years working across a 
variety of European and global healthcare conferences 
this was my first time supporting and attending a rare 
disease congress. 

Though patient centricity is always a huge part of 
these types of events, this congress honestly had the 

EB World Congress on the ground
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most palpable atmosphere I have experienced in 
terms of the enthusiasm and passion of addressing EB 
patients? unmet need.

Speaking onsite to various Dermatologists, Medical 
Directors and Clinical Research Directors from across 
the globe, it was clear that the scientific developments 
being shared had a galvanising effect on everyone in 
attendance. EB experts from Ireland to Argentina 
seemed excited by being surround by likeminded 
people who are each fighting the devastating unmet 
need of EB patients. In retrospect, it should have been 
of no surprise that leaders in EB across the world 
jumped at the opportunity to attend.

www.openhealthgroup.com
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Interest in rare disease has never been higher, the fact 
that you?re reading this on a platform dedicated to 
rare disease is evidence of that, but events like the EB 
World Congress demonstrate that interest in the 
space has turned into definitive investment. From 
experiencing the event first-hand and talking to those 
working incredibly hard to move the science forward, 
who are clearly excited by the opportunity to share 
and learn alike I hope the organisers can build on this 
momentum and turn this into an annual meeting.

Beyond that, to those working in other rare disease 
who may feel that an event such as this would be too 
high risk, that there wouldn?t be enough interest, that 
the developments in their respective area haven?t 
resulted in any advances for patients yet? I hope you 
see this as evidence that the risk is worth it.  There will 
be more people than you know working hard and 
pulling in the same direction as you, and maybe a 
meeting such as this could help push the science 
through to the breakthrough that could really make a 
difference.

A blueprint for EB and rare disease

To find out more, contact Ben Speller

Senior account manager,
Patient and brand communications

OPEN Health?

BenSpeller@OPENHealthGroup.com
?+44 (0)7539 341548
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OPEN Health is highly invested in the delivery of 
positive outcomes in rare disease. We have extensive 
experience across our practices having worked with 
many clients within the area of orphan and 
ultra-orphan medicine.

Our broad capabilit ies help us to recognise that every 
scenario is unique and we therefore apply bespoke, 
cohesive communications solutions to ensure optimal 
outcomes are achieved for our clients and the patients 
they serve.

Learn more about the EB World Congress 
www.ebworldcongress.org

Read online here:
www.rarerrevolutionmagazine.com/ blog/

eb-world-congress-building-on-momentum-and-strength-in-numbers-for-epidermolysis-bullosa

https://www.rarerevolutionmagazine.com/blog/eb-world-congress-building-on-momentum-and-strength-in-numbers-for-epidermolysis-bullosa
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Written by Amanda Pulfer  
Strategic director,

OPEN Vie

Why patients must have a voice in strategies to generate evidence in rare diseases

So where should companies begin? One suitable route 
may be to look to a patient registry. Patient registries 
facilitate the collection of real-world data, enabling 
stakeholders to understand the course of a disease 
and measure the safety and effectiveness of 

Pharmaceutical companies? ability to demonstrate the 
value of their medicines is key to gaining access to 
medicines for patients with rare disease. In simple 
terms, value demonstration is a classic trade-off 
between additional cost and additional benefit, but in 
rare diseases, the standard route for generating 
evidence often yields limited results: clinical trials 
involve fewer patients, have a limited follow up period 
and rarely have an active comparator. On its own, the 
data that emerge from these trials are seldom enough 
to fully address uncertainty in the mind of regulators 
and those responsible for making reimbursement 
decisions. As a result, companies typically turn to the 
real world to fill in the gaps? undergoing a search for 
data that support the value proposition for their 
medicine in terms of disease burden (clinical, 
humanistic, economic), unmet needs and economic 
value of standard of care, and describes real-world 
effectiveness and safety once medicines are used.

Collecting real-world evidence (RWE) is in everyone?s 
interests; it can help patients, health systems and 
pharma companies realise mutual goals. To get there, 
however, companies must put rare disease 
communities at the heart of their approach and give 
patients (and caregivers) a real voice in designing 
practical strategies for evidence generation.

The route to RWE 

treatments over time. They adopt broad inclusion 
criteria and are set up simply to observe patients over 
time as they present to healthcare settings for usual 
care.

PROFESSIONALS AND PLACES

What  is a patient  registry? 

Patient registries have been defined as ?organised systems that 
use observational methods to collect uniform data on a 
population defined by a particular disease, condition, or exposure, 
and that is followed over time?. European Medicines Agency

www.ema.europa.eu/ en/ human-regulatory/ post-authorisation/
patient-registries]

They are used in a range of diseases to monitor and improve the 
quality of care. Inclusion criteria are broad and can include both 
treated and untreated patients.

Registries typically collect data over the long term and are set up 
only to observe patients as they present for care rather than 
requiring patients to make additional visits.

Patient registries follow Good Pharmacoepidemiological Practice 
(GPP) guidelines.

Registries are a particularly attractive option in rare 
disease, providing an opportunity to answer questions 
using relatively large numbers of current and 
previously treated patients from a single hospital and 
the potential to pool together data for analysis from 
several registries. However, many were set up several 
years ago to observe clinical effectiveness at single 
centres and answer the research questions of 
individual specialists. This disparity in purpose of 
existing registries has led to differences in the 
information being collected and challenges around 
transparency of use and data sharing.

Amanda Pulfer is strategic director at OPEN VIE. OPEN VIE is a specialist market access, real world evidence and 
patient-centred outcomes consultancy that supports their clients to understand, demonstrate and communicate 

value to drive change. In this article Amanda discusses why it is important to put the patient at the centre of 
strategies to collect data and gather evidence in rare disease
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In some areas, registries have become a regulatory 
requirement. In January 2020 the FDA published their 
industry guidance on the topic of long-term follow-up 
after gene therapy which stipulates that a good 
proportion will require long-term follow-up of up to 
fifteen years [Long Term Follow-Up After 
Administration of Human Gene Therapy Products, 
Guidance for Industry1]. 

This presents a significant challenge given that 
patients will, during that period, have multiple 
changes to their care settings and life circumstances. 
In addition to this, and if these therapies live up to 
their promise, treated patients may become 
chronically well and keen to disengage from their 
previous disease state and their healthcare 
professionals. This means that there must be a focus 
on putting the patient at the centre of a solution with 
one proposed innovative approach being thoughtful 
patient and healthcare professional engagement 
wrapped by a digitally enabled registry.

But a registry has appeal in non-compulsory areas 
too; with regulators, the clinical community, patient 
organisations and pharma companies recognising it as 
a credible route to real-world outcomes data. 
However, establishing a registry is not without 
challenges, including coordination with ongoing 
initiatives at national and international levels, 
harmonisation of protocols, data sharing and 
sustainability of data collection and funding.

In therapy areas where a number of stakeholders are 
interested in setting up registries, a focus on individual 
projects can lead to competition for patients or 
duplication of effort for clinical teams and patient 
communities. It?s therefore important to assess the 
landscape and consider the perspective of all 
stakeholders before embarking on new initiatives. The 
ideal approach is to partner with all stakeholders to 
develop a comprehensive single, sustainable 
registry? although this will bring additional complexity 
that, if not managed appropriately, can slow down the 
generation of valuable evidence.

www.openhealthgroup.com

Capturing the patient voice

go beyond giving patient communities a voice in 
shaping solutions to empowering them to lead the 
process?

A great example of this is Project HERCULES (Health 
Research Collaboration United in Leading Evidence 
Synthesis), a partnership led by Duchenne UK, bringing 
together patients, clinicians, academics, leading 
pharmaceutical companies, health technology 
assessment organisations and others to address 
together the challenges of assessing new treatments. 
After establishing a research programme, Project 
HERCULES is now developing tools to better 
demonstrate the real value of new treatments for 
health technology assessments to help inform 
reimbursement decisions at a disease level. Running 
alongside this programme, Duchenne UK is also 
developing a long-term patient registry to monitor 
real-world outcomes. The voice of the patient runs 
through every part of these initiatives.

It?s widely recognised that patient advocacy groups 
provide important perspectives that inform registry 
design including ensuring that patient relevant data 
are collected in ways that are convenient to patients. 
In rare disease, patients are typically experts in their 
condition? often having more knowledge about the 
disease and its burden than their clinician. Is it time to 

Be clear on the questions you want the data 
to answer. For example, are you looking to 
understand whether patients are receiving the 
best standard of care? At what stage are they 
being diagnosed? How and when are they being 
treated? Is there regional variation? The answers 
can provide the evidence you need to lobby 
policymakers and change clinical practice.

1.

Define the registry?s key stakeholders and 
engage them. Who will have an interest in the 
questions you want answered? Seek their input. 
Speak to them to understand their needs and 
how they define value and make sure your 
registry is asking the right questions for them.

2.

Make sure it?s feasible. It?s important you 
reality check the feasibility of your registry. 

How are you going to collect data? What 
collaborations are required? What governance do 
you need to put in place? Do you have the 
requisite funding? What about the long-term? 
Everything must be double-checked to ensure 
the registry has value for all your stakeholders.

3.

For pharma companies looking to establish, or 
support, a patient registry for a rare disease, there are 
three core recommendations when scoping out an 
approach.

PROFESSIONALS AND PLACES
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Underpinning everything is the driving need to be 
patient-centred. This is particularly important when it 
comes to designing tools to support data collection. 
There?s a growing trend towards patients self-reporting 
outcomes data, with less reliance on clinical teams for 
data collection. This has been facilitated by advances 
in technology. Apps are increasingly being used to 
provide a platform to collect patient-reported 
outcomes data, to personalise engagement with 
patients through targeted reminders and hence 
maximise participation, and for real-time reporting of 
recruitment and top-level analysis. Wearable 
technology is an exciting prospect too, offering the 
potential for real-time tracking of outcomes such as 
activity, heart rate and sleep.

Whatever tech you decide to use, a patient-first 
approach is critical when designing solutions; it?s not 
all about choice of technology or partnering with app 
designers? it?s about working with people who are 
experts in health and rare disease, and those who 

Breakthrough medicines can change the lives of 
patients with rare diseases but, without robust 
evidence to prove their value, ensuring those 
treatments reach the people who need them can be 
challenging. Generating that evidence is a team sport 
that must be captained by patients. 

The companies that succeed and transform outcomes 
in rare diseases will be those that liberate the voice of 
the patient to co-create solutions that unlock the value 
of life-changing therapies.

The use of technology and targeted apps is revolutionising 
the way industry can engage with patients to gather RWE, 

facilitating a growing trend toward self-reporting. This 
brings with it significant benefits, allowing industry to make 

serious steps toward truly patient-first projects

Don?t think tech-first, think patient-first

Team talk

understand the science of human behaviour and 
communications. Designing patient-centred solutions 
requires expertise in translating behavioural insights 
into communications that resonate with patients and 
fit comfortably into their everyday world. It also 
requires deep connectivity with other stakeholders in 
the health ecosystem? clinicians, providers, payers 
and rare disease networks? to ensure tools capture 
the right information and have the right governance to 
share it safely and responsibly.

[1]: https:/ / www.fda.gov/ media/ 113768/ download

Please contact Amanda if you 
would like to know more about how 
OPEN Vie can support your access 

and evidence requirements

AmandaPulfer@openvie.com

+44 (0)7906 531266

PROFESSIONALS AND PLACES
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Annie Rankin is strategic partnerships director at 
OPEN Health. Annie partners with her clients to 
develop strategic medical communications plans 
that drive meaningful change in practice. She has 
a specialist interest in rare disease with over six 
years? experience across international 
pharmaceutical and biotech clients

  

A global community in rare disease

As a medical communications professional, the most 
common challenge when working in the rare diseases 
field is facilitating the exchange of clinical education 
and experience on an international level. 

Healthcare professionals (HCPs) treating rare disease 
often need to look further than their direct and 
regional colleagues to discuss their clinical challenges. 
Furthermore, identifying and accessing relevant 
congresses and educational forums can be 
challenging. 

This sense of peer isolation is hardly conducive to 
furthering best practice and improving patient 
outcomes. Breaking down geographical and logistical 
barriers is critical to build an HCP community in rare 
disease across the globe.

www.openhealthgroup.com

PROFESSIONALS AND PLACES

Written by Annie Rankin
Strategic partnerships director,
OPEN Health

Whilst considering connectivity in the HCP 
community, it is worth being mindful of the lessons 
learnt from the patient community. 

Taking learnings from the patient 
community

How we can think smarter to build greater healthcare 
professional connectivity

The increased strength of the patient?s voice over the 
past decade has been a staggering phenomenon. In 
some cases, updates in new therapeutic options travel 
faster in the patient community than among the HCP 
community. Sheer determination to overcome 
logistical boundaries in pursuit of a common goal has 
built global patient communities into something 
infinitely powerful. This positive movement in 
connectivity has without doubt been heavily facilitated 
by the growth of social media? a platform sometimes 
feared by HCPs and the pharmaceutical industry. 
Indeed, there are many things to be cautious of when 
utilising social media as a communication tool within 
the clinical community, and an element of common 
sense needs to be applied to ensure any open 
communication is appropriate for a public forum and 
protects the privacy of any individuals. That said, 
there are many ways the clinical community can 
embrace the power of social media for positive 
change, including promoting clinician disease 
awareness for improved diagnosis increasing 
awareness of new literature and expert consensus 
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However, social media is not our only tool in the 
communications armoury; digital innovation in 
healthcare communications offers a huge opportunity 
to overcome isolation in the HCP community. 
Examples to consider include:

www.openhealthgroup.com

Virtual meetings

PROFESSIONALS AND PLACES

Digital innovations will drive HCP 
connectivity

Consolidat ed online inform at ion on disease m anagem ent  and t reat m ent  
can be sparse in rare disease, t hus t here is value in dedicat ed online 
plat form s. However , t he quest ion rem ains: How can we use t hese digit al 
plat form s t o go beyond t he one-way exchange of  inform at ion? A possible 
solut ion is t o build plat form s t hat  help t o fur t her  st rengt hen t he global 
cl in ical com m unit y by facil i t at ing discussion of  t hought  leadership-dr iven 
cont ent  (e.g. podcast s, discussion boards, online shar ing of  case 
exper iences and best  pract ice) and developing vir t ual sym posium s where 
congress learnings can be broadcast  t o a w ider  audience using vir t ual 
realit y.

Training and CME/CPD (Cont inuing Medical Educat ion/Cont inuing 
Professional Developm ent ) oppor t unit ies in t he rare diseases f ield can 
of t en be l im it ed. Access t o exper t  speakers and cent res of  excellence can 
be fur t her  com plicat ed by geographical separat ion. Tradit ional eLearning 
m odules serve a genuine need, but  cl in ical conf idence and excellence 
grows f rom  act ual exposure. Vir t ual plat form s can be used t o deliver  
precept orships and cent re of  excellence-based t rain ing program m es, 
radically broadening t he oppor t unit ies for  online educat ion.

and linking individuals with common clinical interests 
for collaboration.

We are privileged to be working in an era that 
offers infinite opportunities for improving global 
connectivity. Combining technology with a desire 
to push the boundaries of innovation can truly 
change the environment within the rare disease 
field, leading to improved outcomes for patients 
with rare diseases.

OPEN Health work with their clients to discover bespoke 
solutions through creative and innovative approaches that 

deliver meaningful change in rare disease. To learn more 
about how we can support you, please contact Annie Rankin 
AnnieRankin@openhealthgroup.com +44 (0)7392 106868

Only so m uch can be gained f rom  reading online inform at ion, and it  has 
long been est ablished t hat  t rue insight  is built  f rom  genuine 
conversat ions. There w il l  always be a need for  peer -t o-peer  discussion, 
and w it h im provem ent s in t he applicat ion of  digit al and com m unicat ion 
t echnologies, vir t ual m eet ings are m ore product ive t han ever . As an 
exam ple, vir t ual advisory boards/ st eer ing com m it t ee m eet ings can be 
in it iat ed and prepared quick ly, while reducing t he global t ravel burden.

Digital community 
platforms

Online training 
programmes

RARE Revolution
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Richard Jones, managing director of OPEN Health?s patient engagement team, describes the huge 
value of having a team of in-house health psychologists in providing a far deeper understanding of 

patient and caregiver needs as they work with their clients

  

Mapping the clinical and emotional 
journey to better understand lived 

experience in rare disease

Dr Sumira Riaz, head of health psychology at OPEN 
Health (OH), is somewhat of a secret weapon, but to 
understand why, it is important to understand how a 
trained psychologist fits within an organisation such 
as OPEN Health, a family of expert practices working 
to drive change in healthcare communications and 
patient access, and a litt le about the woman herself.

As a registered psychologist with experience in 
cognitive behaviour therapy, Sumira has a strong 
clinical background having worked for the NHS for a 
number of years. In addition, Sumira has gifted her 
skills by supporting adults through an affordable 
therapy charity. Sumira explains, ?For many adults, 
cost is a significant barrier to accessing vital therapy 
and it 's important there are services to support 
affordable therapy.?

Looking for ways to more broadly utilise her skills, 
Sumira started working at OPEN four days a week. It is 
important for Sumira that she maintains her clinical 
connection and so she continues to work one day a 
week within the NHS, where she offers psychological 
support to adult patients living with chronic pain.

When Sumira first joined OH two and a half years ago, 
she became an integral part of the patient 
engagement team and worked on developing 
strategies to change behaviour toward clinical trials 
for patients, carergivers, and healthcare professionals 
(HCPs), and the development of patient engagement 
programmes. 

www.openhealthgroup.com

Such is the value in having this clinical understanding 
and insight in this area that Sumira now heads up a 
rapidly growing team as head of psychology in a 
dedicated department within the patient engagement 
practice, with plenty of scope for future expansion. ?In 
addition to our core team we also actively encourage 
trained professionals and undergraduates to engage 
in work placements within OH. Having an 
understanding of both the clinical and process driven 
sides of the healthcare odyssey is both personally and 
professionally enriching and so we look to offer that 
opportunity to others through regular work 
placements.?

A primary workstream for the health psychology 
team? and the area that they excel in? is becoming 
industry innovators in the creation of the patient 
journey and experience map.

PROFESSIONALS AND PLACES

Written by Richard Jones 
Managing director of patient engagement,

OPEN Health

Rare diseases are characterised by a wide range of 
symptoms that vary from disease to disease, as well 
as person to person. What is clear is that one person?s 
experience of a disease will almost certainly not be 
the same as another?s. Consequently, there is no 
single nor consistent experience to draw from and 
these ill-defined and complex pathways make 
innovation in the space a challenge.

At any time, there can be multiple HCPs involved, as 
well as many varied clinical interventions required at 

Patient journey mapping
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different stages: all of which has an emotional impact 
on the person diagnosed as well as family, friends and 
caregivers.

For Sumira, the opportunity lies in looking wit hin the 
lived experience to achieve actionable insights which 
can help in drug discovery and innovation. Previously, 
patient mapping was looked at as a very linear 
transactional process with litt le or no regard for the 
emotional or psychological impact of the disease.

The value of developing a patient journey map cannot 
be underestimated in adding clarity for both those 
providing care as well as those requiring care but it is 
clear that what is needed to add true value is a more 
four-dimensional way of looking at these lived 
experiences.

By using a variety of methods, the health psychology 
team bring these journeys to life giving a fully 
annotated and well-rounded view of individual patient 
experiences and the nuances between each patient. 
They do this in a number of ways to suit the individual 
and the needs and requirements of the study, which 
include:

www.openhealthgroup.com

one-to-one in-person patient interviews1.

telephone interviews2.

ethnographic research3.

Pharma want and need to better understand this lived 
experience to develop the innovation necessary, and 
so Sumira and her team are now driving a movement 
to see mapping used earlier in the drug development 
process. By capturing this data before clinical trials 
commence there is a real opportunity to support the 
development of an evidence base that truly 
demonstrates the patient and societal benefit of 
emerging innovation.

By being laser-focused into a specific disease area and 
working with existing contacts while forging new 
relationships with patient groups, treatment centres 
and individuals, diversity of experience can be 
captured. 

This data is then anonymised and used to build a fully 
interactive patient journey map; utilising technology 
developed in-house, this data sits within a convenient 
app with videos and data embedded. In addition to 
being shared back with pharma clients, this resource 
is also a highly valuable resource which can be shared 
on to partnering support groups and individuals.

Mapping patients along the entirety of a pathway, 
from initial referral through further diagnostics to first 
definitive treatment, enables an understanding of the 
efficiency of care delivery and where opportunities 
exist for improvement, or, in the case of rare disease 
management, any points that require further clarity or 
additional interventions.

A recent study led by OPEN Health highlighted that on 
average the patient community waited seven years for 
a diagnosis, caught in a physician?home?physician 
bounce cycle. On better understanding the factors 
that resulted in this delay, the client was able to 
identify a training need and to create policy to address 
this. This has led to a structured programme for 
physician training with the express aim of driving 
down the diagnosis time frame in this disease. ?An 
opportunity to revisit this in five or so years to 
understand the impact of this education and policy 
would be wonderful and would highlight the value in 
such journey mapping to all stakeholders.?

PROFESSIONALS AND PLACES

Mapping the lived experience 
of patients provides vital clues 
into diversity of disease
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And it doesn?t just stop there. Sumira and her team 
use their valuable insights to further enhance the 
offering of the broader work of the patient 
engagement team by plugging into their patient 
support programmes. They have created a wealth of 
resources including practical guides, tips and support, 
all available open access to dedicated patient groups. 
These include CBT and mindfulness videos which are 
broken into easily digestible bite-sized resources.

It is clear that developing deep behavioural insights 
into patients and caregivers provides unprecedented 
insights for industry into the true impact of living with 
rare disease. What is exciting is to see how bringing 
together the clinical experience in psychology, which 
Sumira and her team bring, and putting the social and 
emotional impact higher on the agenda? with a move 
away from transactional mapping toward a more 
holistic view of the patient journey? has the potential 
to yield greater opportunity to identify the unmet 
needs of the community. Understanding these unmet 
needs, the drivers and barriers for change along the 
journey, will enable teams to develop interventions, 
for patients, HCPs or other relevant stakeholders, 
which in turn will lead to improved patient outcomes.

To contact Dr Sumira Riaz, head of health psychology, 
health psychologist and cognitive behavioural therapist, 

OPEN Health Group 

sumirariaz@openhealthgroup.com
Tel. 07468 353 512
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