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46 MSK FOCUS: PATIENT SUPPORT

There have been very few positives 
to living through the past year of 
the pandemic. Some people might 
point to an increased sense of 
social solidarity, a slower pace of 
life and more mindful way of being, 
increased appreciation of frontline 
workers within and without the 
health service. By thrusting health 
so brutally to the fore, Covid-19 
has also shone a spotlight on the 
role played by patient organisations 
and health research charities.

People generally, but particularly 
those living with illness or chronic 
conditions, were and are hungry 
for trustworthy, accessible 
information. They have questions 
about their own situation, about 
what they’re hearing and reading 
in the media or online, they want 
reassurance – someone who 
understands what they’re going 
through and can offer support.

For many of this cohort, the 
relevant patient organisation 
became a valuable go-to source 
of trusted information. At Arthritis 
Ireland, we experienced a massive 
uptick in visitors to our website, 
calls to the helpline, engagement 
in our online support groups, 
Messenger – every channel was 
availed of. New announcements by 
the government, shifting lockdown 
status, vaccine news was 
accompanied by a corresponding 
peak in website visits, phone 
calls, engagement with online 
Q&A sessions, etc. March 2020, 
for instance, saw a three-fold 
increase in website visitors 
compared with the same month 
in 2019; calls to the helpline were 
up 220%. Of note, two-thirds of 
callers were aged 30-50 years. 
A recent survey of 1,108 people 
living with arthritis highlighted 

that 55% of respondents used 
the Arthritis Ireland website for 
information during the pandemic 
and 53% viewed the charity’s 
Facebook page. 

This highlights an important 
point: greater coordination and 
collaboration between healthcare 
professionals and patient 
organisations has the potential  
to benefit patients in several 
different ways. 

Internationally, community and 
voluntary organisations are 
recognised as key stakeholders 
within the health system, delivering 
services and programmes to 
groups of clients or communities. 
From a health promotion 
perspective, the centrality of 
community engagement and civil 
society actors is a defining feature 
of the foundational documents of 
the discipline. With the growing 
professionalisation of health 
promotion, the community and 
voluntary sector has a key role 
to play in ensuring that health 
and wellbeing messages and 
interventions connect with the 
reality of people’s everyday lives.

In an Irish context, Healthy 
Ireland and the previous HSE 
Health Promotion Strategic 
Framework envisage partnerships 
with community and voluntary 
organisations to positively impact 
health and wellbeing. Equally, 
Sláintecare, recognises the role of 
the sector in service delivery and 
achieving better person-centred 
results, but also as a ‘crucial link’ 
with patients and service users.

A core aspect of Arthritis Ireland’s 
service for many years has been 
the helpline, which is a confidential 
service providing people living 
with arthritis with support and 
information on a whole range of 

issues, ranging from information 
about conditions through to social 
welfare entitlements, practical 
aids and appliances, as well as 
emotional support. 

In 2021, the helpline has been 
relaunched with a new number 
(0818 252 846) and a social media 
and clinic-based awareness 
campaign. A new cloud-based 
software system means that for 
the first time, volunteers can 
answer calls from anywhere in the 
country, thereby expanding the 
capacity of the service. Obviously, 
this also opens up volunteering 
opportunities to people all over the 
country, rather than being limited 
to Dublin.

Supporting newly diagnosed 
patients is a core objective of 
the service. In autumn 2021, we 
will launch a pilot clinic referral 
scheme whereby new patients will 
be referred to the Arthritis Ireland 
helpline at the time of diagnosis. 
International experience of similar 
schemes points to enhanced 
patient reported outcomes, 
including quality of life measures 
and adherence to treatment 
regimes. It is envisaged that 
based on the experience of this 
pilot scheme, that we will look to 
expand the service more widely 
through rheumatology.

Newly diagnosed patients are also 
the focus of a further initiative to 
launch this year, where we are 
focusing on the specific needs of 
new inflammatory arthritis patients. 
The campaign and associated 
resources will look to support 
people as they adjust to this life-
changing news. A core objective of 

the campaign is to enable people 
educate themselves about their 
condition, about treatments, about 
lifestyle practices that will help 
them stay healthy and live well with 
their disease. It will also include 
a focus on interventions such as 
the Living Well with Arthritis self-
management programme.

Conscious of the centrality of the 
relationship between patients 
and their healthcare professional 
team – and in particular the 
rheumatology team – we are 
looking to support and empower 
patients, highlight shared 
decision-making and achieve 
the best possible outcomes for 
patients. Our starting point will 
be to gain a better understanding 
of patients’ and clinicians’ 
current experiences, which have 
undoubtedly been challenged by 
the pandemic. The insights gained 
from this research will inform the 
resources we produce.

This year marks the fortieth 
anniversary of Arthritis Ireland. 
The organisation has changed 
considerably since those 
pioneering early days, but 
what remains constant is our 
commitment to advocate for 
and support people living with 
arthritis. What is also consistent 
over those decades is a close 
working relationship between 
the organisation and healthcare 
professionals to best meet the 
needs of patients. Those principles 
continue to guide and inform our 
work today.

Further information about 
Arthritis Ireland is available at 
www.arthritisireland.ie.
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