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Setting up a support group

A framework for parents and carers of 
vision impaired children and young people
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Introduction 
This framework has been designed to help parents deliver a peer to peer support group. 


Aim of the Framework
This resource aims to support parents and carers who have a child or children with a vision impairment to set up their own peer support group and support each other by sharing daily living experiences, emotional support, advice and guidance.


How to use the Framework
Each section of the framework will guide a parent or family member through what they need to consider when creating a peer to peer support group.  The resource is a step by step process to setting up thet group. 

The framework has a notes section which can be used as people work through the framework reviewing each area.

For further information and support in setting up and developing a parent support group or assistance in using the framework please contact the Thomas Pocklington Trust (TPT) Children, Young People and Families (CYPF) team on cypf@pocklington-trust.org.uk 



[bookmark: _Hlk35205641]General guidelines and information
	Area covered
	Considerations
	Solutions
	Notes

	How will the group be delivered?
Will the group be virtual or face to face?


	Time Involved.
Virtual vs face to face.
Availability of people involved.
Cost.

	Decide how you want to deliver the group.  If you are planning on having online groups, platforms such as Meetup may be an option.
Care for the Family has details of support groups. You could use this to learn if there is already a group in your area. 

If delivering face to face meetings, ask local charities, fire stations or supermarkets if they have community rooms. 

	


	Who will be the members?
	Parents and carers of Children with sight loss or will parents with sight loss attend.
	This group will be for the sighted family members. Will the group be open to professionals or is this purely for families?  Consider keeping the group for families only. This can be reviewed with members once the group is established. 

	


	Questions to ask when people join (virtual groups).
	Agree to ground rules before acceptance to the group.
	Some example questions may include:
· What family members are vision impaired?
· Where did you hear about the group or see the group advertised?
· Why do you want to join the group?
· What do you want to get out of the group?
If the group is available to professionals, then a question asking what profession they work in may be needed, along with work email address to validate their identity. 
	

	[bookmark: _Hlk37162197]GDPR and confidentiality
	If you are running face to face sessions all information is held and handled securely with consent. 

If running sessions online, consider protecting identities of attendees. 
	For face to face support groups GDPR compliance is important. You will need to agree how to contact members (ie through text or email and have recorded permissions).

If using WhatsApp or similar web-based chat, permissions for group chats need to be agreed, as individuals phone numbers will be shown in group messages. 

Protect data being shared on group emails (ie hide personal email addresses by using the Bcc field).

Microsoft Teams is a good option for virtual meetings, as well as Zoom and Crowd Cast, although email addresses and phone numbers can be seen if settings are not changed to hide participants. 

For further information visit the ICO website

	




















Aims and objectives
	Area covered
	Considerations
	Solutions
	Notes

	What are the aims of the group - peer to peer support
	Consider your aims as a way of encouraging people to join. 


	To have a platform for families to come together to support themselves and other parents in similar situations.
To share experiences, information, guidance and reduce isolation. 
Raising awareness of the needs of children and families.

	


Set up and recruiting members
	Area covered
	Considerations
	Solutions
	Notes

	Advertising the group.
	Not everyone uses social media.
Low rates of engagement. 
	To promote the group, consider:
· Social media Facebook, Twitter
· Posters within the community, hospitals, GP surgeries, opticians. 
· National and local charities
· Condition specific groups
· Local habilitation specialists or QTVIs could possibly promote the group. 
Paid for advertising and promotion can reach more people via social media. 
	




	Social media pros and cons
	How to recruit members.
Topics of interest.
Monitor discussion to keep the group active.
	Many families use social media and this can reach a larger audience.
Clear guidance on how the group is monitored needs to be outlined when people join.
Establish how the group will be managed. Will this be by you and/or other admin volunteers? Factor in how much time is needed to run and manage the group social media. 
Ensure social media posts are fully accessible.
Agree and review ground rules.

	

	Open or closed group.
	Safety/monitored by admin.
	Discussion needed by group once set up.
Closed groups can be best from a confidentiality and safeguarding perspective.
Open groups need to be monitored more frequently and represent a higher risk.

	

	Virtual meetings 

	Admin responsibility to set up.

	Lower cost for virtual meetings.
Virtual meetings work better with busy family lives. Safer option due to admin managing privacy settings. 
Use Doodle poll to arrange dates and times of meetings.
	



	Face to Face meetings and funding / costs
	Possible lack of engagement includes travel cost, venue cost and refreshments.
	Family travel cost can be prohibitive for face to face meetings. 
Research free rooms in your local charities, libraries, and some local supermarkets. 
Ask members to pay a small charge for future refreshments.
The group may want to fundraise to run sessions or even family events.  The Institute of Fundraising has information on how to fundraise safely. 
	






	Group sessions

	Area covered
	Considerations
	Solutions
	
	Notes 

	Peer to peer support
	How to manage emotional issues and safeguarding concerns.  
	The group can cover key topics, for example:
· Daily living experiences
· Emotional support
· Listening and understanding
· Advice and guidance
· Buddy telephone family support/service

The group can provide friendship for people in similar situations. 

If people are in emotional crisis, consider making them aware of support through Samaritans, Mind or their local health providers. 
Sometimes people may have concerns about the welfare of family members, this may need to be reported to the relevant authorities, the  NSPCC has information on where to find support on safeguarding.

	
	

	Training and increasing knowledge
	Are parents informed on their rights as a family? 
	Offer talks and information sessions on:
· SEND - Special Educational Needs and Disabilities from Local Authority SENDIASS and Sensory Support teams.
· Parent Carers Voice groups - local forums of parents with SEND children.

· Low Vision Aids with Optometrist or Low Vision specialist to look at what aids a child may benefit from (also suitable for children to attend).
· IT training and introduction to equipment also suitable for children.
· Transitions. 
· Introductory sessions for new members.
· Helping your child learn at home.
· Support your child’s habilitation skills.
· Mental health and well-being support for you and your child.
	
	













[bookmark: _Hlk37162498]Other support 
	Area covered
	Considerations
	Solutions
	Notes 

	Family support
	What support and training links can you and other parents offer directly? 
	Signpost to other reliable organisations offering family support.
· Guide Dogs Family Support team  
· LOOK
· RNIB 
· RSBC Family Support Service
· The National Network of Parent Carer Forum
· [bookmark: _Hlk36571293]SENSE 
· Sight Loss Family Support 
· Sight Advice FAQ for CYPF
· TPT
· VI Talk 
· VICTA

There are also eye condition specific charities and support groups available across the UK. 
	

	Mental health and wellbeing support.
	Resource for Parents emotional and wellbeing services.
	· Think Right, Feel Good Course - aids the development of emotional, social, and personal competencies. (registration required)
· CAMHS - The NHS Child and Adolescent Mental Health Service supports CYP with their emotional or behavioural wellbeing. Support and waiting times vary per area. 

	

	Educational advocacy training
	Understand the SEND education system.
	Educational advocacy courses available through IPSEA, Nystagmus Network and Guide Dogs
	

	Habilitation skills training
	How to support your child with habilitation skills.
	Habilitation skills training from Guide Dogs
and/or local habilitation support.
	

	Learning at home
	How to help your child with homework and learning from home.
	Learning at home training from Positive Eye 
interactive courses for younger children, including those with additional needs.
	






Maintaining group interest
	Area covered
	Considerations
	Solutions
	Notes

	Consultation

	Are you delivering what parents want? 
	Consult regularly with group members to find out what they would like to see from the group.

Engage with parents through surveys, focus groups and social media.
	

	Evaluation

	Time involved
Availability of people involved


	Evaluate your group to find out the views from the other parents to find out what is and is not working, and differing ways of delivering services this could be done by Doodle poll or Mailchimp.
	










Acronyms
CEAG Careers, Education Advice and Guidance
CVI Certificate of Visual Impairment
CYP Children and Young People
CYPF Children, Young People and Families
DfE Department of Education
DLA Disability Living Allowance
DSA Disabled Student Allowance
EC Eye Conditions
ECLO Eye Clinic Liaison Officer
EHCP Education Health Care Plan
FE Further Education
HE Higher Education 
HI Hearing Impairment
IPSEA Independent Provider of special Education Advice
LA Local Authority
MSI Multiple Sensory Impairment 
NatSIP National Sensory Impairment Partnership
QTVI Qualified Teacher for the Visually Impaired (also known as VI Advisory Teacher)
SEND Special Educational Needs and Disabilities
SI Sight Impaired
SSI Severely Sight Impaired
VINCYP Visual Impairment Network for Children and Young People
VIP's Visually Impaired Person


For more information please contact: 
Children, Young People and Families Team
Thomas Pocklington Trust
Email: cypf@pocklington-trust.org.uk 
Head office: 020 8995 0880
Website: www.pocklington-trust.org.uk 
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