Key Information Summary (KIS) Focus Group held at Long Term Conditions Alliance Scotland (LTCAS), 349 Bath St, Glasgow on Thursday 5 April (3 – 4 pm)

Nancy Greig (LTCAS) and Sue Lavery (LTCAS Volunteer) led a focus group of 6 people all living with long term conditions. Participants’ ages ranged from early 30s to late 70s (2 men and 4 women) and long term conditions represented were type 1 and type 2 diabetes, hypertension, overactive thyroid, Crohn’s disease, ulcerative colitis, depression and ME.

The participants had already spent one hour discussing questions relating to the Scottish Government’s eHealth strategy with Nancy Greig and Blythe Robertson (Scottish Government). This session included a lot of discussion around electronic health records, who should have access to these and what information they should include.

All participants had been sent the draft KIS Patient Leaflet, the FAQs for patients and a copy of the KIS information poster to give a background on the project. 

The discussion focused on the following questions:

Do you think that KIS is a good idea?

Why?

There was general agreement among all participants that KIS was a good idea. Reasons given were that people might be unable to communicate important information about their health and what medications they are taking when they are unwell.

One participant who saw a specialist nurse for his condition (Crohn’s Disease) said that each time he saw the nurse they asked for the sort of information included in a KIS anyway and it would make sense if this was already available as it would save both the patient and the professional time during the consultation. He believed this time could be better used talking about the condition and what support he needs.

It was agreed that the information contained in a KIS was especially valuable if a carer was not present, even in a non-emergency situation or when there were no communication difficulties. The KIS would also allow professionals to access important information, such as carers’ contact details quickly.

In addition, understanding was expressed as to why it is especially a priority to implement KIS for people with complex, multiple long-term conditions as they might have to go into hospital more often and/or in an emergency. It was suggested that, in the future, others should be considered eligible to have a KIS as a KIS would be useful for anyone with a long term condition.

Why not?

Some concern was expressed about the security of the IT systems. One participant asked if any research had taken place about such security concerns and felt that the general public might need more reassurance about this.

Does the draft leaflet help you to understand what information will be included in a KIS?

The general feeling was that the draft leaflet was OK as it answers general questions with general answers. People felt that it would depend on the individual if they then needed to go away to read the leaflet or could read the leaflet in situ (depending on their level of comprehension and how long they would need to think about and distil the information and/or consider whether they wanted a KIS).

One participant commented that the amount of detail in the leaflet is acceptable, but some might wish more information. It was suggested that a version of the FAQs should also be available, either as a leaflet to take away from the GP surgery or as a download for those who would like greater detail.

Participants agreed that it is critical that the KIS be kept up-to-date to remain true and accurate as medications can change within the month and that there should be a link back to inputted up-to-date information.

There was concern that the leaflet does not specify how the information would be kept up-to-date; e.g. it only generally says to contact the GP. Some were not clear about how the partnership between the GP and the patient would work in practice, e.g. whose responsibility would it be to update what? One person asked if they were updating a mobile phone number, what would be the process to ensure this is recorded on their KIS? Do they need to make a GP appointment?

The suggestion was made that patients should be able to enter some information and that patient entered information should be “unconfirmed” initially before being accepted by the GP. Concern was expressed about the quality of staff inputting data, e.g. knowing what questions to ask.
Is there anything that is not covered in the leaflet that you think should be?

Concern was expressed that some staff were not properly trained to use IT systems, e.g. NHS 24. Concern was also expressed about the comprehension of some staff in communicating with callers and there were a number of stories from participants about bad experiences they had had calling NHS 24 when staff did not ask the right questions to tease out what was wrong with them or did not answer their questions very well.

The issue was raised about the quality of certain staff and it was pointed out that this issue cannot be addressed by IT systems. Suggestions were made that staff should be better trained in using the IT systems and in how to give information and signpost to support. However, it was felt that having access to KIS would mean staff would have essential medical and social information even if they were not good at asking the right questions in an emergency.

Participants also wanted to know how the leaflet would be updated once the KIS had been established and was being rolled out more widely.

Who do you think should have access to a KIS?

Participants said that no matter what systems are in place to hold records, there is always a concern about who can see data and it was suggested that these risks could be better explained to the public.

One person commented that the leaflet falls down in a lot of places because it leaves them asking more questions. They wanted to know whether the difficulties with deciding who should access records already exists and what problems there currently are with accessing information in out of hours and emergency situations.

Some of the group felt that the individual should decide who should have access to their information, so that different levels of permission could be set to suit the person and their situation.

Concern was expressed about updating the KIS and whether this would happen quickly enough. Many had experience of it taking some time for important information about their treatment to filter from acute to primary care by letter and it was suggested that there should be ‘pop-ups’ to remind the GP or other professionals to add and update information.

It was also suggested that text reminders could be sent to the patient to let them know when something had been updated on their KIS as this would allow them to build an effective partnership with the GP. It was generally felt that the patient should have a say to determine what information is held in a KIS.

However, it was also considered important that staff do not make judgements about a person, particularly where there might be sensitive information on the KIS such as a diagnosis of a mental health problem or a drug issue.

One person who works part time in a pharmacy asked if the KIS would be able to be accessed by pharmacists in the community to ensure that the individual is not given contraindicated medicines.
There was some discussion about security concerns about staff accessing KIS in different situations and it was generally felt that the same issue would apply for non-electronic records. People were more comfortable with clinical staff accessing their record than administrative staff, but accepted that administrative staff can and do access records in primary care anyway.

Layout: Format and Tone of the leaflet

One person commented that the final leaflet should definitely not have a darker background to make it visually accessible. Another commented that graphics should be included (e.g. screenshots of a real KIS, zooming in on each section to show what it would look like in practice). This would help people to understand how health professionals would see and update their information and understand how a KIS would work.

It was also suggested that links could be provided to more in depth information on another website where the FAQ’s, screenshots and examples of how people could be involved in updating the information in partnership with their doctor could be made available.

All participants agreed that the leaflet should be downloadable, in alternative formats such as Braille and easy-read, and translated into community languages.

