Postural Tachycardia
Syndrome

PoTS UK Peer Support Group Guidelines

We are delighted you are able to attend one of our PoTS peer support groups and hope you will find the
session both helpful and enjoyable.

Our groups are run by volunteers affected by PoTS and together, we have come up with this handy set
of guidelines to ensure our informal, relaxed sessions run as smoothly as possible.

If we can’t help you during the meetings, we will do our best to signpost you to the right places so you
can get the support you need.

1.

This is a safe space! What we chat about in the group, stays in the group.

Respect other people’s thoughts and opinions and remember that PoTS affects us all differently.
Try to be non-judgemental and mindful of each person’s individual situation.

Late comers will only be allowed to enter 15 minutes after the start of the session (unless we have
been informed that you will be late). After this time, you will not be admitted as this may disrupt
the group and the other attendees.

Get comfy! This is an informal session - feel free to stay in your PJs, lie down...whatever works for
you! You are with people who will understand! If you are unable to continue the meeting, please
feel free to drop out if you need to. If this is the case, please send a message to the volunteers
using the private option in the chat box before leaving the meeting if possible.

The only person you should seek and accept medical advice from is your own healthcare
professional who knows your medical history. It is essential that we do not give one another
medical advice. These groups are the perfect opportunity to share experiences and you are
welcome to share what has worked well for you but we must appreciate how different we all are
and what has worked for one may not be suitable for another. Our volunteers may stop a
conversation if it appears medical advice is being given.

Mute your microphone when you’re not talking to remove background sounds and disturbances

Be aware of other disabilities and needs others might have, for example hearing, sight or learning
difficulties. Not everyone may be able to see if you type in the chat, hear you if you speak quietly,
or want to look at the camera/screen for long. If you can, be somewhere with good lighting for
anyone who lip-reads. (Live transcript function is available)

Please remember that our volunteers are kindly giving up their time to run these sessions and they
could not happen without their support. It is their responsibility to ensure the session runs
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smoothly and to time and to allow everyone an opportunity to speak. Please be respectful of this
and don’t be offended if they have to stop you to allow others time to talk.

Step back: if you've been speaking for a while, let someone else have a turn to talk. Our
volunteer peer support workers will keep an eye on the time and move onto the next person
where they feel appropriate. Please raise hands instead if you do not wish to interrupt a
conversation.

Keep to the topics: our meetings aren’t for long, so time is precious. If you think of a
topic for a future session, please add to the chat box so our volunteers can make note for future
sessions.

Handy signals:
a. Agree =thumbs up or shake hands
b. Question = raise hand on camera / using reaction

We appreciate you may wish to make contact with someone from the group. PoTS UK are not
allowed to share this information with you under any circumstances. We suggest sending a private
message (in the Zoom chat box (before the end of the meeting) if there is someone you would like
to contact outside of the group. Please be mindful of sharing personal details though and don’t
feel under pressure to share your details if you don’t feel ready to.

This is not the appropriate forum to name specific healthcare professionals/ departments. Our
volunteers may stop a conversation if this happens. By all means please share the positive or
negative experiences you have had with healthcare professionals, but we ask you to refrain from
using names. This could potentially be very upsetting/distressing for someone if they have a future
appointment with a consultant who is being spoken of negatively. It could also be that members
of the group work within the hospitals you are referring to which could be awkward.

If you can, please have your video on, but don't worry if you are unable to as it is not
mandatory. Participants that do not wish to have their camera on are required to introduce
themselves for safeguarding reasons and if possible, give a brief intro/ description of themselves
(or use the chat box) at the start of the session. We have the right to remove anyone who does
share their name as we want to ensure that everyone feels safe during the session. One of our
peer support volunteers will monitor the chat box throughout the session. The zoom call will stay
open for 15minutes at the end of the session so people can catch up on the chat box should they
wish to gather any information that has been shared.

To keep the meeting confidential for everyone, please find a private space or let others in the
support group know if there is anyone else in the room with you.

Please remember views shared within the support group are not necessarily representative of PoTS UK.




