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Co-developed guide for service providers to enhance the involvement of people with a learning disability in an internal monitoring process

Based on the insights from people who draw on care and support and their support staff, meaningful involvement in any monitoring for people with a learning disability requires an approach that includes:
· A shared understanding of what the monitoring process means and ways to be involved.
· Creating options to recognise and respecting individuality in opinions, lifestyles and communication.
· Building capacity for staff to ensure the active involvement of people with a learning disability in both hearing individual, including quieter, voices and in ensuring closure of a monitoring feedback loop.  
Preparation for monitoring – developing inclusive practice
“Filling out long forms is daunting”. (Lived Experience participant)
People with a learning disability told us:
· We don’t always understand what monitoring is
· The language about ‘monitoring’ can be difficult to understand e.g. ‘audits’
· We don’t always feel informed or involved within the monitoring process
· Understanding long forms linked to monitoring is difficult and filling them out is ‘daunting’.
Staff told us:
· Some support workers perceive monitoring as a senior role and responsibility. Others view it as observing and monitoring daily. “We know, and spend more time with the people we support”
· It is important not “Just having a tick box to fill in” for monitoring as a one-off activity.
· The challenges and dynamic nature of a support worker role can impact on internal monitoring processes.   “Things don't always go to plan”.
The IMPACT evidence review told us:
· Improved accessibility of resources through clear and understandable information helps individuals with learning disabilities to make informed choices to participate.  This includes easy to read language, resources and communication aids.
Call to action 
· Use clear and simple language, avoid jargon or technical/professional terms when explaining monitoring procedures.  Reflect the person’s goals and life ambitions beyond monitoring and inspection requirements.  
· Use clear communication tools to explain the purpose.  For example, communication boards, videos, social stories to explain the monitoring process for people with a learning disability at least one/two weeks in advance and again on the day.  
· Train and support frontline staff to develop a shared understanding of monitoring. This can start with induction and be reinforced at ongoing training opportunities.
During Internal Monitoring: Recognising and Respecting Individuality
“Help me find my way of expressing myself” (Lived experience participant)
People with a learning disability told us:
· Coming together regularly, and meeting as a group is important when giving feedback on services and support. “Coming together is important to me, not just doing it on my own”
· Help me participate by finding my own preferred way of expressing myself.  “I like arts and crafts, I like photographs” Singing, writing a letter or mood boards were expressed as other options.
· Staff are valuable in helping us to improve our understanding and participation– “I like to have support from staff” – “Take is slow and make sure I am keeping up before moving on”
· Support opportunities for us to visit other people’s homes as part of monthly monitoring visits. “I like talking to other people and going to different people’s houses to see how they live”. 
· Using different technology to provide feedback can be difficult for some.  “Not everyone can use a QR code”.
· Relate monitoring to my everyday activities and life goals.  This makes the process more meaningful and engaging.  
Staff told us:
· Focus groups can be helpful for individuals who have the skills and confidence to express themselves verbally.  This helps people feel a sense of belonging, whilst providing opportunities to improve the quality of support.
· It was noted that focus groups were not always viewed as helpful for individuals with specific sensory needs.
· A range of communication methods are readily available, such as whiteboards, roadmaps, PECs boards, Makaton, social stories and communication boards.
· Staff would like to be trained in, and have more access to, tools such as iPad, personalised Apps and interactive technology to support communication and aid monitoring, particularly for people who use services who may not be able to verbally communicate this.
· It would be helpful for both staff and the people we support to have opportunities to provide anonymised feedback within internal monitoring processes, “Especially when you have an issue that you don't want to share within a group setting”.
· The people we support should be provided with alternative opportunities to participate if they missed a formal monitoring visit.  For example, telephone, sending a letter or postcard to decision makers.
· Learning disability providers highlighted the benefits of a peer evaluation model within monitoring.  For example, where a person with a learning disability is trained to peer review the quality of other supported living services.  This was reported as helping the person giving the feedback to feel more at ease from speaking with their peers.  
The evidence review told us:
· Staff and family members play a critical role in encouraging participation and decision-making in a person’s life.  For example, capturing, observing and documenting individuals’ preferences and interests that are all helpful as part of monitoring. 
· Small or brief stories and photographs can promote inclusive practices for people with specific sensory needs.  For example, by using a combination of words and pictures to animate the perspective of someone and help to understand body language and facial expression, which are important forms of communication. 

Call to action:

· Consistent with a person centred approach, monitoring practices should place the person at the centre. For example, adopt visual personalised monitoring tools rather than standardised or text heavy forms.  
· Use a variety of different methods to aid meaningful engagement.  For example, individuals with specific sensory needs could use a combination of small stories and photographs. With permission, this could be shared to reflect their everyday experiences and/or challenges rather than a one-off monitoring meeting.
· Develop regular participation groups that focus on the topic of monitoring.  Offer regular opportunities for people with a learning disability to provide suggestions to help improve the quality of internal support.  This collective voice for change can be stronger as a result of people coming together. 
· The monitoring process may be best facilitated by support staff who know the individuals best, accompanied by new staff as part of learning and development opportunities. 
· Consider rotating or changing the focus group facilitator. This may encourage engagement of individuals who respond differently to different staff members. 
· Consider when to use one to one meetings with a person instead of a group.  For example, when more time is needed to pace and support an individual’s participation on that particular day or just as a result of personal choice. 
· Build capacity for support staff to develop their knowledge and skills of person-centred monitoring approaches.  For example, using personalised technological tools to help understand the unique wishes and interests for the people they support.

After Internal Monitoring: ongoing engagement 
“See that feedback is acted upon, and changes are agreed with me” (Lived Experience participant)
People with a learning disability told us:
· Tell me what you have done and what is going to change
· Have a supportive approach to sort out any concerns quickly  

Staff told us:
· They would like to have more information about the outcomes and actions they need to action in their role from monitoring feedback.   

The evidence review told us:
· Promote people with a learning disability as core decision makers on an ongoing basis where possible.  For example, involvement in democratic citizen juries or time banking where people contribute their expertise.
· Help to shift power dynamics by shaping services around self-advocacy initiatives.  For example, strengthen self-advocacy training and support through co-production. 
Call to action
· Review current internal monitoring processes to recognise changing needs of individuals who receive care and support.  For example, simplify paperwork and introduce regular feedback sessions that focus on actions.
· Revisit daily practices for front line staff to capture, collect and report qualitative feedback from people with learning disabilities – in ‘real time’ and as issues arise. This can be ongoing rather than as part of a formally arranged monitoring activity.
· Promote people with learning disabilities as core decision makers.  Build capacity for participation in self-advocacy initiatives.  
· Help to alter power dynamics. For example, build capacity to introduce a peer-to-peer monitoring model.  This involves an individual or individuals from one supported living service visiting another person’s home to ask for feedback on their experiences of where they live.
· Close the feedback loop by creating positive and concrete activities and actions.  For example, “You Said, We Did” visual aids.   



All information and quotes provided as part of the IMPACT Facilitator project Enhancing Choice and Control for People with a Learning Disability. For more information about IMPACT please visit https://impact.bham.ac.uk/
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