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Stroke and Vy

The VISable group is a national patient and public involvement (PPI) group comprising 15
stroke survivors who have, or had, visual impairment, along with two family/carer members.

Members come from England, Scotland and Wales. Ethnicities include British Bangladeshi,
White British and White European. The majority were educated to University-level.

Seven stroke survivors are male and eight female. Both family/carer members are female.
There are a range of sexual orientations within this group but not disclosed in this statement
in accordance with the members requests.

Average age of when these stroke survivors had their first stroke is 42.4 years with a range
of 28-71 years. Average number of years since the stroke to the present date (2024) is 14.6
years (range 4-30). In line with national figures, the majority (~80%) of strokes were ischemic
and the remainder, haemorrhagic.

Two thirds of the group had visual field loss as a result of their stroke (e.g. hemianopia,
quadrantanopia) and the remainder had eye movement disorders and/or visual neglect.
Symptoms of these visual impairments included loss of visual field, blindness, double vision,
wobbling vision and unawareness of the left side.

Other types of stroke-related disabilities included hemiplegia, hemiparesis, aphasia, anxiety,
clumsiness, cognitive impairment, depression, fatigue, hearing loss and poor verbal fluency.

Assessment of vision was first obtained within one month for half of the group but with
others having delays in accessing a visual assessment of 1-3 years.

The average length of time members have been involved with the VISable group is 6.7 years
(range 2-13 years). Two members had been involved in other PPl groups prior to involvement
with VISable. Since becoming a member of VISable, more had engaged with other PPl groups
including NIHR ARC, ISDNs, local Trust groups, local University groups and local Charity groups
(Stroke Association, Different Strokes, etc).

Most have now become involved in research projects through the following roles: lay co-
applicant, dissemination of trial results, PPl group member, presentations to trial funding
panels, protocol advice, reviewing and advising on project ideas, steering/management/data
and safety monitoring committees, writing papers, and writing and reviewing patient-facing
materials.

Half continued to be employed after their stroke although most had changed their job role.



Members state the following as benefits they have felt by being involved in VISable:
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Acquiring and sharing knowledge of effects of stroke and supporting other members
to use their knowledge and understanding to improve stroke research

It has helped my recovery. In the early days after my stroke | taught myself to move
again (walk, swim etc) this activity helps me to think again. Rehab for the brain?!
Networking with other stroke survivors and learning more about the world of research
from their past experiences of involvement. Makes me feel useful again as | have
knowledge and experience as a stroke survivor. | feel like I'm giving something back to
the hospital doctors/nurses who helped me to maybe help others in the future with
similar things | have been through

Networking, learning many projects, helping with the confidence, go to conferences,
helping with new interesting tangents in my life

Feel that my opinion is valued, being a service user | feel my lived experience helps the
group and myself by networking with others

| like the idea of linking up with other stroke survivors. | have an interest in stroke and
low vision. It is good to know about what research that is going to help stroke patients
Interesting, educational and social contact

When stating what are the benefits to others (e.g. other stroke survivors or their family) of
them being involved in VISable:
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Improvements in personal attributes such as: self confidence, independence,
motivation

| hope that helping with research helps people who have a stroke today

| feel better in myself when | am contributing to something useful which in turn helps
my mood and just general outlook in life which helps others | am in contact with. Also
if my input can help other stroke survivors then that is a huge benefit and worthwhile
Letting people know about the group if you've got vision problems after a stroke.
Lovely seeing peoples’ confidence start to blossom again with the help of this group

| use what | learn at the group in my interaction with work colleagues and stroke
survivors who use the charities services

| can share experience as an orthoptist and a stroke survivor

Hopefully sharing knowledge and experiences to give greater understanding if stroke

Final summary comments from VISable members include:
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Membership of the VISable team restores life choices to the Patient, family and carer
members. It improves their quality of life by making them feel more useful and valued
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| struggle with open questions. A thought that has occurred to me is that it easy for
Stroke Survivors to feel abandoned but VISable demonstrates that this is not absolutely
the case

Very grateful for my personal medical info and letters when dealing with benefits and
appeals etc. I've really enjoyed being involved with this group with the health
professionals and the group members who have had a stroke

| hope that by being part of a group like this that | can help improve the care of stroke
survivors who are coming through the system now

| was suffering from neurological symptoms for 12 hours before | was testing my own
vision to then shout to say | am an orthoptist | know something neurological was going
on | want a scan, only then | was listened to. | was diagnosed to have an intercerebral
brain haemorrhage. | feel eye movements and visual fields to confrontation should be
part of a neurological assessment by all trained doctors

Keen to be involved in whatever way would be helpful to the group



