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The Trials And Tribulations Of Forming An ILD Support Group

Abstract

Introduction

Methodology

The impact of Covid-19 has profoundly affected the way support 

groups of all types now meet and stay in touch. Our ILD Support 

Group had its last face to face meeting on 20 January 2020. An 

early decision was taken to cancel the February meeting, the 

first time a meeting was cancelled since the groups formation. It 

was a difficult decision to make, and was not only due to Covid-

19, but also the risk of bad weather and as it coincided with the 

'peak flu season'. As time went on, it became clear that face to 

face meetings would have to be cancelled indefinitely, especially 

for such an extremely clinically vulnerable group. This provided 

a real challenge to our members at a time when keeping in 

contact was more important than ever.

Our support group was one of the first ILD/IPF support group in 

the UK to hold remote, virtual meetings. We used ‘Zoom’ for our 

first virtual meeting on 18 March 2020, which was a great 

success. We have continued to hold our meetings online ever 

since. 

We have also introduced a pulmonary rehabilitation (PR) 

session at the start of each meeting, which has been very 

popular and has helped to address the lack of face-to-face PR  

due to Covid-19. This further highlights the key role support 

groups have in supporting their members to ensure members 

can maintain fitness and motivation at this very challenging time.

Results

In these unprecedented times it is necessary to adapt to the new 

challenges. However, there are also new and better ways for 

support groups to provide support to more people more 

frequently, while ensuring we all keep as safe as possible. 

Online meeting technology has proved invaluable to those 

shielding to keep in contact and to reduce the sense of isolation. 

It has also provided more options – we can meet more 

frequently, members of another support group have been able to 

join our meetings, and we have also been able to provide online 

pulmonary rehabilitation sessions, as previously mentioned. 

Currently, it is difficult to say when our support group will return 

to face to face meetings. The need for support groups has not 

changed, but the nature of how these groups come together to 

support their members has, and this is likely to be the case for 

the foreseeable future. We moved from meeting once a month 

to once a fortnight as there was so much information to share 

and so many questions that needed answering due to Covid-19.

Conclusion

Contact

Support groups provide crucial support for patients, carers, 

family and friends. Many research articles highlight the patient 

benefits from attending these groups. However, there is no 

guarantee that every support group will be successful or 

survive beyond an initial honeymoon period. 

This poster presents lessons learnt in setting up an Interstitial 

Lung Disease (ILD) Support Group. The intent is to help others 

establish similar support groups so that they are self-

sustaining, safe and supportive communities for patients, 

families and healthcare professionals. The poster also 

considers the impact of the Covid-19 pandemic  on how 

support groups can continue to meet and support their 

members safely during this unprecedented and challenging 

time.

We contacted other patient support groups to learn from them 

and to find out what made a group successful and what were 

the pitfalls. No two groups were alike in how they operated, 

how they were structured or financed, or what level of support 

they received from other organisations such as charities, NHS 

bodies or from group members.

However, common themes emerged, including: 

• developing a safe, supportive, welcoming and social 

environment; 

• providing education, advocacy, agency and access to

research;

• providing outreach to those newly diagnosed;

• collaboration with healthcare professionals.

It was also important to identify those members who were 

willing to contribute to the overall running of the group. This 

could include: those with time to help plan the group's activities 

and arrange guest speakers; those with key skills relevant to 

establishing and managing a support group. Such skills might 

include finance/budgeting, communications (social media, 

website), logistics and general planning, and some experience 

of public speaking.

Considerations/risks

Several key considerations were identified:

Some form of committee structure is needed to ensure running 

of the group is spread out so that no one person is over 

burdened. As individuals join support groups for support, they 

are not necessarily willing or able to volunteer to be part of a 

committee.

The committee needs to consider the group as a whole and 

ensure that different opinions are heard and different 

conditions, such as those covered by ILD, are represented 

within the group.

Patients and families/carers will have different needs and may 

find it difficult to discuss their needs in a mixed (patient/carer) 

support group setting. It’s important that their needs are 

acknowledged and addressed.

To ensure newly diagnosed ILD patients can be referred by 

healthcare professionals to the local support group it is 

important to establish strong contacts with relevant HCPs. Our 

HCPs were keen to support and promote our group and this 

was a vital means of new members. 

Guest speakers, covering a variety of topics, are valuable in 

helping members to better understand their condition and help 

ensure a better quality of life for as long as possible.

We would like to thank all members of the St George's ILD 

Support Group - patients, spouses, friends and carers, past 

and present for their support in the creating of this poster and 

for the ongoing success of our ILD Support Group.
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Invited speakers present to the group at our monthly meetings. Here Dr Aul discusses 

how to understand CT and X-ray scans.
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A Zoom virtual online Support Group meeting.

One of the monthly support group meetings

Following his diagnosis of IPF in 2015, John Conway found that 

there were no local support groups for his condition. He joined 

with another patient, Les Gresswell and Dr Dimitra Nikoletou, a 

research physiotherapist, to form an ILD support group based at 

their local NHS Trust. The group’s first meeting was in September 

2016 at the start of IPF Week. The group has met regularly since 

then and moved its meetings online in early 2020 in response to 

the Covid-19 pandemic. 

Covid-19

Support groups will only become sustainable once members 

have ownership and feel they have agency within the group. 

Maintaining group engagement can be challenging, particularly 

as ILD has 200+ sub conditions. Although there are common 

symptoms shared across many different ILDs, some symptoms 

are unique to a specific condition. It is important that such 

patients do not feel isolated within the group and that the 

support offered is relevant for all the conditions that members 

are living with.  

Support groups require constant attention and self reflection to 

ensure they continue to develop and remain relevant to their 

community. In many ways, Covid-19 has provided an 

opportunity to extend the reach of all support groups through 

online meeting and indeed this has been one of our successes 

throughout 2020. 

It is important that face to face meetings return in time, 

particularly to make sure those without internet access are 

included. But virtual meetings are likely to remain a feature for 

most support groups as it reduces the burden of travelling to 

venues, particularly during the autumn and winter periods.
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