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1 Summary report 
 
The Patient Information Forum was asked by Connected Nottinghamshire to 
explore potential barriers to the uptake of Patient Initiated Follow Up via the 
NHS App. PIF was asked to focus on communities at risk of digital exclusion 
via a programme of insight work, with specific focus on the health literacy of 
care plans. The work was funded by NHSX. Project budget was £8,333. 
 
The project was scoped to follow PIF’s Perfect Patient Information Journey 
process adapted for remote delivery. 
 
The PPIJ is a 7-step process. This project focused on step 1-4 of the process. 
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1.1 A stakeholder group was established to guide the project and 
including leadership and medical staff – PPIJ 1.  
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1.2 The initial project plan scoped the following tasks and engagements 
 
Consultees Purpose  Outcome 
BLF Breathe Easy 
Group 

Test asthma care 
plan with older adults 

Focus group delivered and 
reported, feedback provided 
on sample asthma care plan 

Belong Group Test diabetes review 
and care plan with 
migrant communities 

Focus group delivered and 
reported, feedback provided 
on sample diabetes review 
and care plan. 

Carers Roadshow Test App and care 
plans with carers 

No response – Carers 
Federation approached. 

Middleton Lodge  Feedback survey on 
asthma review 

Moved to phase 2 

Sherwood Forest 
ICU 

Covid use of PKB Abandoned due to removal 
of service 

Sherwood Forest 
Digital letters 

Outpatients letters 
via PKB 

Survey developed, PIF 
commented, to be delivered 
by Notts 

Carers 
Federation/Young 
carers 

Focus group 
organised and held 
but no attendees.  

Individual interviews x 2 
carers 

 
1.3 Focus Groups 
Breathe Easy group leaders and Belong Community leaders were asked to 
take part in virtual focus groups to represent the concerns of the wider 
community as well as share their own experiences.  
 
Structured discussion centred around the experience of focus group 
members in downloading the app and feedback on sample care plans/ review 
questionnaires. Polls were used to capture participants overall view. Detailed 
reports on both focus groups are included in the Appendices. Poll results are 
combined here and key themes from the discussions are summarised below. 
 
Belong Breathe Easy  

   
Have you tried to download the app?  Total 

A. Yes, I have downloaded. – 4 
A. Yes, I have downloaded. 
– 5 9 

B. Yes, I tried but couldn’t get it to work. 
– 4 

B. Yes - tried but couldn't 
get it to work. – 1 5 

C. No, not interested. – 1 C. No, not interested. – 1 2 

   
Comments   
· Not clear where to download the app   
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· Type of device/smart phone issue   
· Doesn’t work for lower spec androids   
· Didn’t download as the doctors is close   

   

   
How easy was it to download and 
register for the app?  Total 

A. Easy. – 5 A. Easy – 3 8 

B. Quite hard. – 0 B. Quite hard – 2 2 

C. Frustrating. – 3 C. Frustrating – 1 4 

   
Downloading comments   
Took a while to get it sorted and 
navigate through it and recognising, I 
had to register   
First problem was downloading through 
Google, it came through email and had 
problems in terms of getting it from that 
and downloading from Google   
It’s useful   

   

   
Would you use the app for any of the 
following… (multiple choice)  Total 

A. Get outpatient letters. – 3 
A. Get outpatient letters – 
5 8 

B. Send messages to your 
GP/nurse/consultant – 4 

B. Send messages to your 
GP/nurse/consultant – 6 10 

C. Track your symptoms – 4 C. Track your symptoms – 5 9 

D. Use a library of health information – 1 
D. Use a library of health 
information – 5 6 

E. Have your annual review for a long-
term illness. – 2 

E. Have your annual review 
for asthma/COPD or other 
lung condition – 5 7 

   

   
Would you use the NHS app to help 
look after diabetes or other health 
conditions?   
A. Yes. – 6   
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B. No. – 1   
C. Not sure. – 1   
A. Please tell us more. – 2   

   

   
What did you think of the diabetes 
review questions? 

What did you think of the 
asthma plan?  Total 

A. Helpful and I would use it. – 3 
A. Helpful and I would use 
it – 6 9 

B. Helpful but not sure I would use it. – 3 
B. Helpful but not sure I 
would use it – 1 4 

C. Not helpful, difficult to understand 
and use. – 1  1 
D. Not helpful, would rather do this with 
a GP/nurse. – 2  2 

   
Comments   
· About the terminology – other people 
who are not literate will struggle with 
translation to understand it. People need 
to be involved in developing the material.   
· Language barriers, mostly elder people 
who are diabetic type B. Many cases 
even when they go to the GP they need 
an explanation on how they can answer 
the questions.   
· Culture and language barrier. GP is easy 
because they will sit with you and go 
through it, take questions face to face.   

   

   
What did you think of the digital 
diabetes plan? 

What did you think of the 
digital asthma plan? Total 

A. Helpful and I would use it. - 5 
A. Helpful and I would use 
it – 5 10 

B. Helpful but not sure I would use it. - 3 
B. Helpful but not sure I 
would use it – 1 4 

C. Not helpful, difficult to understand 
and use. – 1  1 
D. Not helpful, wouldn’t want to use it. – 
0  0 
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Do you think a care plan would help 
you manage your health or someone 
you care for? 

Do you think a care plan 
would help you manage 
your health? Total 

A. Yes. – 7 A. Yes – 6 13 

B. No. – 0 B. No – 1 1 

C. Not sure. – 1  1 

   

   
What might be the advantages of using 
a care plan? (multiple choice) 

What might be the 
advantages? Total 

A. Able to keep track of my health. – 5 
A. Able to keep track of my 
health – 2 7 

B. Know when to contact my care team 
when I need to. – 5 

B. Able to contact my care 
team when I need it – 2 7 

C. Be able to get other information and 
support. – 4  4 

 
C. Not wait for an annual 
review – 2 2 

   

   
What might be the disadvantages? 
(multiple choice) 

What might be the 
disadvantages? Total 

A. Too difficult to use on digital. – 4 
A. Too difficult to use on 
digital – 4 8 

B. Would rather have an annual review. – 
2 

B. Would rather have an 
annual review. – 5 7 

C. Don’t like using digital to contact 
team. – 3 

C. Don’t like using digital to 
contact team. –  
2 5 

D. Don’t want to monitor my symptoms. – 
2  2 
 
Participants had some concerns about accessing the Notts NHS app and 
specific concerns on the details of draft care plans reviewed. Almost all 
participants in both groups 13 of 15 people thought care plans would help 
them manage their own health or the health of someone they cared for. This 
view was echoed in both the individual carer interviews carried out.  
 
This summary deals with some of the barriers uncovered about using the 
Notts NHS App and the sample review questionnaires and care plans. 
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1.4 Barriers to use of the Notts NHS App 
 
Devices: All the participants taking part in the Zoom focus groups were able 
to access technology and participate fully in the events. However, Breathe 
Easy participants identified issues with access to devices for older adults, 
particularly women, who may be reliant on their husband’s device or laptop. 
 
‘People haven’t got the money to buy these things’ 
 
‘A lot of the ladies have to use their husband’s computers because they don’t 
have one of their own. A lot of the phones the elderly group use have big 
numbers and not a screen.’ 
 
‘Only half of the people have technology to do this and the other half – no 
way have they got the confidence to do it. It’s difficult.’ 
 
WIFI access: Belong participants identified lack of internet access as an 
issue for people in their communities. It was noted that not everyone had 
access to smart phones and those that did might have to use their data 
allowance carefully. This group appeared to more reliant on mobile 
technology. 
 
‘If people don’t have WIFI it will eat into your data’ 
 
Identity requirements for downloading the App: The passport/driving 
licence requirement was reported as a difficulty by older adult and migrant 
group.  
 
‘I’ve not downloaded it because I hear so many people say it’s difficult to get 
on because of the passport. I’ve lost 11 stone so my passport picture is 
nothing like me, so obviously I would have problems over my passport photo.’ 
 
‘I know some people from the Breathe Easy struggled with the passport.’ 
 
‘Some of the information and documentation they want, you aren’t able to 
produce immediately.’ 
 
‘Many people don’t have ID at the moment e.g. refugees, asylum seekers 
don’t have ID yet so will have difficulties.’ 
 
Data privacy: There was some concern about data privacy for older adults, 
but this was relatively minor. 
 
‘I’ve looked into it quite a bit and I think I can be reassured that patient 
safety within the NHS app is absolutely as good as the banks.’ 
 
‘Privacy is a very realistic concern I would say – particularly with a phone 
because you so easily lose a phone.’ 
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Skills: Digital skills were a recurring theme for all groups. Older adults taking 
part in the Breathe Easy group felt there was a need for repeat training as 
they struggled to retain new learning. The opportunity to access skills 
training for Belong members was a motivator for taking part in the group, 
both to engage in healthcare and as a bridge to employment. One carer 
interviewed had very low confidence in her digital skills, although she was 
accessing NHS digital services she was not using the Notts NHS App. She 
felt she needed support to get started. Link workers and care navigators 
could play an important role in supporting people to get started. 
 
‘My children have shown me, my grandchildren have shown me, the IT man 
has shown me but I still can’t get on Zoom.’ 
 
‘My smart phone is so smart I don’t understand it.’ 
 
‘I think the older we get, the information won’t stop in there. It goes in one 
ear and out the other.’ 
 
‘People don’t know how to access the information because they are not 
computer literate or there is a language barrier.’ 
 
‘[I] don’t think young people have problem with apps but elder ones 
sometimes they find it difficult to know what you are talking about. Even 
when you give them the best phone around, they don’t have a clue how to 
work it.’ 
 
‘Digital carers’ privacy concerns 
All groups mentioned younger family members supporting others to access 
NHS and other digital services. The idea of ‘digital carers’ who support others 
to access digital services has also been identified by Health Wave’s 
consumer research. 
 
This does raise some privacy concerns for patients, particularly if carers are 
young adults. One patient who was cared for by her young adult children 
deliberately restricted access to information about her health as she did not 
want to burden her children.  
 
Conversely, she had used the Notts NHS App to find and share appropriate 
information resources about her health so she could educate but not scare 
her children. Another carer mentioned that she felt children and young adults 
had different levels of emotional maturity. She felt her younger daughter 
would cope with using the NHS App but not her older son. 
 
Some of the ethical issues about using family to translate health information 
from HCPs to patients may also apply to digital carers. Consideration may 
need to be given to governance / patient preference for information sharing 
with digital carers. 
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‘They have seen things getting worse with me without understanding what is 
going on. I’ve shown him [her teenage son] some of the [information] links in 
the App to help him understand a bit but not panic.’ 
 
Preference for face-to-face care 
Older adults and Caribbean groups expressed a preference for face-to-face 
care. 
 
‘We have so many locums you never know who’s going to talk to you or see 
you. You’ve never seen them before you talk to them, and you may never see 
them again. Having the confidence to write a letter to someone over the 
airwaves that is faceless, and you don’t know, I wouldn’t do.’ 
 
‘With regards to the asthma, it’s really important you see someone once a 
year because you have to see them taking it in front of you and not an easy 
thing to do to take inhalers and it wouldn’t be – you couldn’t do that really.’ 
 
Health literacy, language, and cultural issues 
The health literacy of sample documents supplied could be improved and 
detailed comments are marked on the attached PDFs. Not addressing these 
concerns will lead to people seeking face-to-face care. 
 
‘Language barriers, mostly elder people who are diabetic type B. Many cases 
even when they go to the GP, they need an explanation on how they can 
answer the questions.’ 
 
‘I will go to a Caribbean GP because they understand what I eat, our culture 
and terminology. When I say, “my head is trembling” they understand my 
terminology.’ 
 
Language barriers 
The Notts NHS App’s single digital front door is only available in English. 
When the PKB element of the App is accessed, there are options for 
translation in a number of languages. However, African languages are under-
represented. Swahili, Somali, Yoruba, Igbo, Hausa and Urhobo were identified 
by participants as key languages for their communities. 
 
Multiple conditions  
People with multiple conditions also wanted to know how care plans for 
individual conditions would interact. 
 
‘I think it’s important to remember that as people get older, they don’t just 
have a lung condition. They’ve got other things too. They interact and 
interfere with each other and medication sometimes. That all needs to be 
done face to face really, I think.’ 
 
A carer also questioned how care plans for multiple conditions would be 
managed. 
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Inconsistency between GP practice 
‘Better if you are able to integrate the App with most of the GP practices 
across Nottingham and the Country.’ 
 
‘Not all functionality is available and it is not providing everything in one 
place which would be seen as benefit’ 
 
1.5 Feedback on care plans/review questionnaires – key themes 
 
Asthma Care Plans 
 
Overall strong support for care plans. 
 

• Underlined by a need for training and support to use them particularly 
for those with low health literacy and special needs (this applies to 
both printed and digital). Some of this training could take place via 
Breathe Easy Groups. For the older population it was suggested 
regular refresher training on both the app and care plan would be 
needed. 
 

•  
• Suggestion that simpler care plans might be needed for some people, 

there should be different options dependent on a person’s ability to 
self-manage. 
 
‘I think somebody who’s dyslexic or not got very good literacy skills it 
would be difficult for them to fill it in and understand and read 
especially if they were having an attack.’ 
 
 

• Specific comments on asthma plan related to simple explanations 
about medication, what it’s for, how it should be taken and a reminder 
to talk to pharmacy if people had medication problems or side effects. 
 
‘When you’ve got the medications, to do a very simple explanation of 
what the things are for so just even to say “it’s for your blood 
pressure” or “fluid retention” so they understand what their taking 
each tablet for.’ 

 
 

• People also wanted a clear interpretation of test results. 
 
‘I get details of the bloods and the other tests – not that I understand 
most of them – but they’re there. They’re much harder to read than on 
my GP website.‘ 

 
 

• Suggestion to add in night time waking as an indicator for loss of 
control. 
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‘One of the most important asthma questions is “do you wake up at 
night with symptoms?” and it’s not there. I think that is a very big 
indicator of unstable asthma. Also triggers, it’s good to identify 
triggers and write them down on the plan.’ 

 
 

• Medical emergency – some concern that people would not be able to 
quickly access care plan in event of severe asthma attack and if the 
ambulance service would have access to a person’s digital record. 
Some people expressed a preference for a hard copy or small alert 
card for this purpose. 
 
‘If it was an emergency, you’d call 999, and when the ambulance got 
there, you’d have to look at a care plan it would be very useful for 
them.’ 

 
‘I carry a card around with me with contacts on which is better in a 
way, because people wouldn’t be able to get on your phone if you’re 
unconscious.’ 

 
 
Diabetes review and care plan 
 
More comments were received on the Diabetes Questionnaire than the Care 
Plan. The language in the questionnaire was seen as difficult and the some of 
the questions as poorly phrased. Extensive comments have been noted on 
the PDF. Most of the questions could be rephased to be clearer and sound 
more supportive. Some of the questions were viewed as judgemental. It was 
felt that some people would be worried about completing the questions 
 
Language and technical barriers were raised again. 
 
‘People will be afraid at the back of their mind – focus on completing it 
rather than doing it based on what they are actually experiencing.’ 
 
Diet and cultural sensitivity (applies to both review questions and care 
plan) 
Participants felt their diet and traditional remedies were misunderstood and 
dismissed. 
 
‘Culture of diet in our community, coming from Gambian culture, it depends 
on families, diabetes inheritance within families and family history. Rice is a 
common food in our culture. Level of consumption and portion size is 
different in different cultures.’ 
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Personalised care plans 
There were concerns that PIFU would not be suitable for everyone. 
 
‘There are a lot of people that they need to be really local with the doctor. 
Although it’s good to have a view and things like that but we really need to 
have medical professionals to help us. We’ve been talking about vulnerable 
and those who cannot navigate themselves through the complexity of 
technology, and who don’t get the language right.’ 
 
 
 
 
2 Recommendations for Phase 2 PPIJ Steps 4-6 
 
A great deal of insight has been generated across projects across the 
Nottinghamshire ICS. PIF’s work has uncovered barriers around skills, access, 
and motivation to use the Notts NHS App. Many of these challenges are 
being addressed by other projects within the ICS. 
 
The focus of the next phase work for PIF to use the insight to make a real 
difference to the health literacy and accessibility of review questionnaires 
and care plans for the people with long term conditions in Nottingham.  
 
Phase 2 funding has been allocated to PIF. Our recommendation is that this 
funding should have the following focus: 
 
 

• Develop health literate and inclusive care plans in partnership with 
PKB and people with lived experience. Link appropriate trusted 
sources of health information to the care plans. 

 
 

• Revisit the asthma annual review survey (developed with Middleton 
Lodge) to understand people’s experience of telephone review and 
the use of the digital review questionnaire. 

 
 

• Develop culturally appropriate review questionnaires and care plans 
for diabetes in partnership with people from minority ethnic 
communities. Link appropriate trusted sources of health information to 
the care plans. 

 
 

• Develop simplified, easy read review questionnaires and care plans for 
people with particular challenges. Link appropriate trusted sources of 
health information to the care plans. 

 
 

• Explore how the care plans can be used to facilitate communication 
between primary and secondary care in long term conditions to 
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support shared decision making, especially where different specialists 
teams are involved. 

 
 

• Work with teams with specific needs (requests in epilepsy and RSV) to 
develop health literate accessible tools. 

 
 

• Support the overall general communications strategy with inclusive 
stories of success for different community groups in accessing and 
using the Notts NHS App. Word of mouth was highlighted by all 
groups as a motivator/demotivator to using the Notts NHS App. 
Sharing positive case studies via social channels and community 
groups should help boost uptake. 

 
 

• Completion of project blueprint for NHSX. 
 
 
 
 
3 Other impacts 
The project has been presented to the Notts Patient Advisory Group on 13 
November 2020, to NHSX on 22 February and 27 May 2021.  
 
The project team have presented at a number of conferences where the 
engagement work has been highlighted as an example of good practice 
including: 

• HETT Reset 12 February 2021 
• National Voices Digital Divide Conference 16 March 2021 
• Digital Virtual Government Summit 4th May 2021 
• Festival of Accessibility 20th May 2021 
• Health Technology Show 7th July 2021 
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Appendices 
 
 
1 Breathe Easy Focus Group report 
 
Connected Notts Breathe Easy Patient focus group 
 
Zoom, 10th December 2020 
 
Facilitators: Sophie Randall Patient Information Forum and Teresa Burgoyne 
Breathe Easy, Connected Notts 
 
Participants (7): All representatives or organisers of Breathe Easy Groups. 
Participants had asthma, COPD and bronchiectasis. One joined the meeting 
late.  
 
The participants represent an older demographic and all are organisers with 
the Breathe Easy Network. They were also able to share experience of other 
group members. The meeting was an open discussion structured around 
summary poll questions. Sxome were single choice questions, others allowed 
participants to select all options that applied. Only checked answers are 
included. 
 
1: Have you tried to download the app? 
a: Yes, I have downloaded. – 5 
b: Yes - tried but couldn't get it to work. – 1 
c: No, not interested. – 1   
 
2. How easy was it to download and register for the app? 
a: Easy – 3 
b: Quite hard – 2 
c: Frustrating – 1 
 
3. Would you use the app to do any of the following? 
a: Get outpatient letters – 5 
b: Send messages to your GP/nurse/consultant – 6 
c: Track your symptoms – 5 
d: Use a library of health information – 5 
e: Have your annual review for asthma/COPD or other lung condition – 5 
 
4. What did you think of the asthma plan? 
a: Helpful and I would use it – 6 
b: Helpful but not sure I would use it – 1 
 
After the discussion participants were asked to vote on three final poll 
questions. Only checked answers options are listed and participants were 
able to make multiple selection. While there is broad support for care plans 
there are real concerns about ease of use on digital and a preference for 
annual review. 
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6. Do you think a care plan would help you manage your health? 
a: Yes – 6 
b: No – 1 
 
7. What might be the advantages? 
a: Able to keep track of my health – 2 
b: Able to contact my care team when I need it 2 
c: not wait for an annual review – 2 
 
8. What might be the disadvantages? 
a: Too difficult to use on digital – 4 
b: Would rather have an annual review – 5 
c: Don’t like using digital to contact team – 2 
 
Key points of feedback  
 
Notts NHS App and Digital Technology 

• Although the focus groups participants were positive towards the 
app, they noted a reticence/lack of motivation for digital healthcare 
among other group members. 

• Lack of access to technology, or appropriate technology among group 
members. 

• Lack of digital skills and the need for repeat and on going training on 
digital tools for older people. 

• 50% of the group had difficulties downloading the app - passports 
were an issue. 

• Importance of recommendation from others in their patient network 
was key to this group. This is an opportunity to develop a network of 
community advocates. 

• Importance of continuity/availability in functionality of the app across 
the system. Some frustration that expected functionality unavailable 
and confusion around what primary and secondary care are offering. 
This should ease as more services come on board but it is a key 
barrier at present. Clear communication is very important as roll out 
continues. 

• There is an appetite among the group for fuller access to their 
healthcare records, test results and care plans but with the caveat 
that these need to be clear, easy to use and with interpretation of 
results, particularly in relation to blood tests (i.e. normal or not) for 
individuals. 

• Care plans seen as a good way to supply simple summary information 
on medicines, as well as the name, why it is prescribed and how to 
take it 

• People did not want to have to enter data themselves from NHS 
sources, appointments test results, for example, and wanted these 
added automatically 

• People wanted their record to be accessible across care settings and 
by out of area specialists. 
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• There was an identified need for support with digital health 
applications as well as the technology itself. 

 

Care Plans 

• Overall strong support for care plans. 
• Underlined by a need for training and support to use them particularly 

for those with low health literacy and special needs (this applies to 
both printed and digital). Some of this training could take place via 
Breathe Easy Groups. For the older population it was suggested 
regular refresher training on both the app and care plan would be 
needed. 

• Suggestion that simpler care plans might be needed for some people, 
there should be different options dependent on a person’s ability to 
self manage. 

• Specific comments on asthma plan related to simple explanations 
about medication, what it’s for, how it should be taken and a reminder 
to talk to pharmacy if people had medication problems or side effects. 

• Suggestion to add in night time waking as an indicator for loss of 
control. 

• Medical emergency – some concern that people would not be able to 
quickly access care plan in event of severe asthma attack and if the 
ambulance service would have access to a person’s digital record. 
Some people expressed a preference for a hard copy or small alert 
card for this purpose. 

• The importance of continuity of care within GP practices. Clear sense 
of loss of family doctor relationship in this age group. However the 
app and care plan was seen as a way of improving continuity of care, 
particularly if a trusted clinician was reviewing patient records. 
Personalising messaging could support this, and this could be an 
appealing advantage for this group. 

• A preference for face-to-face care, for annual review in respiratory 
conditions. People wanted to have peak flow tests/check inhaler 
technique for reassurance. 

 

Summary report/transcript 
 
1 About the participants and experience with the Nott NHS App 
PB: Breath Easy group. I care very much about plans and whether they’re 
understood. It concerns me that the doctors in my area, if they give you a 
plan it comes out of the computer and it’s just in black and white. I think for 
a lot of people, the colours really mean a lot. They want to produce a plan 
that way they should at least support one computer that prints in colour. 
 
B: Breath Easy, Nottingham. Member of the patient reference groups Primary 
Care Respiratory Society. Lives with bronchiectasis ‘I’m very interested in this 
app and have various things I’d like to say about it.’ 
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MS: Breathe Easy, Eastwood. I’m new to the app but I’m struggling with it a 
bit. 
 
T: Breathe Easy, Eastwood group bronchiectasis and asthma. I have the NHS 
app I only use for repeat prescriptions. 
 
SL: Breathe Easy, Nottingham. I don’t have any lung conditions, but I have an 
interest in it. I find the app quite frustrating because it doesn’t show any of 
my past medical records.  
 
W Breathe Easy, Eastwood. I’ve not fully looked into the app yet because I’ve 
heard so many bad reviews about it. I’ve heard it’s so difficult to use and you 
don’t get everything you want on it. You have to put in all your information 
every time and I just feel I need to sort this out before I decide to go down 
this route. I want confidence. 
 
D – joins 15 mins into the meeting. 
 
The meeting was based around open discussion and structured poll 
questions. 
 
  
Have you tried to download the Notts NHS App (Single Choice) 

Answer 1: Yes - I have downloaded. – 5 
Answer 2: Yes - tried but couldn't get it to work. – 1 
Answer 4: No - not interested. – 1 

2 Comments on the App and why it might be useful/motivation for use 
 
MS:  I downloaded it no problem at all. Then, I find that all the information 
that I want, I can’t get, like I can’t get my medical records on it. And then if 
you’ve got an appointment with the hospital, I’ve got to put it in - it’s not put 
it from the hospital side. So, everything that I want or needs to be put in like 
blood tests. Trying to get a report from the hospital, there’s nothing there. 
 
I’m seeing lots of consultants from different hospitals in different counties, 
I’ve got three different counties. One of my consultants in Sheffield can’t see 
my information from the Nottinghamshire hospitals so I struggle big time 
with continuity between the doctors. 
 
I’d like all of my reports to be on there, just at a click of a button, so that I 
don’t have to keep a copy of them and then have to recopy them to take to 
the doctors. Then they haven’t got time to read them whilst you’re in the 
consultation with them and they just look like ‘I haven’t got time to read 
that’. 
 
It would be good to know on the app what your doctor actually does on it at 
the time. The other day I wanted to send a message to my doctor, and I 
thought about going on the app but I thought am I wasting my time doing it 
because is it going to get through to them? You don’t know. 
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SL: All that I can see on the app for myself is my current medication and 
some allergies. There’s nothing else at all. 
 
2 How easy was it to download and register for the app? 
a: Easy – 3 
b: Quite hard – 2 
c: Frustrating – 1 
 
 
2.1 Comments on log in – ID issues  
 
B: I think it is a bit of a performance to get in. I can see why, because they’ve 
got to be sure of your identity and it’s clear, I think that might put some 
people off. Once you’re in, normally the only thing I would say about it is 
signing in each time, is that in order to hide my password I have to click on 
show it, which might just be a personal glitch.  
 
PB: I found it very easy. 
 
MS: I use finger recognition on my phone for it and I’m straight in. 
 
T: I downloaded it all a long time ago when it first came out. I found it very 
difficult. You have to have passport photographs and all sorts of things to 
get into it, so it was really difficult, but once you’ve sorted it all out it was 
ok. 
 
MS: It was straightforward to do all that, the instructions were good. 
 
D: I haven’t been on the NHS app at all I was trying to do it too quickly and 
I’ve messed up. So I’m not on the app as yet but I’m intending now to get 
onto it  
 
T: I went straight through, but I know some people from the Breathe Easy 
struggled with the passport. It didn’t recognise and they had to wait for 
verification.  
 
W: I’ve not downloaded it because I hear so many people say it’s difficult to 
get on because of the passport. I’ve lost 11 stone so my passport picture is 
nothing like me, so obviously I would have problems over my passport photo. 
 
2.2 Technology access and skills retention – barriers for older people 
PR: It’s a shame but a lot of the ladies have to use their husband’s computers 
because they don’t have one of their own. A lot of the phones the elderly 
group use have big numbers and not a screen. So it’s all those sort of 
problems. It’s a great shame because a big lot of the community are going to 
miss out a good app because they haven’t got the technology to do so.  
 
D: too, which is another barrier. 
In my group, only half of the people have technology to do this and the other 
half – no way have they got the confidence to do it. It’s difficult. And with 
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Covid, you’re not allowed to go near anybody, so you couldn’t really be 
sitting with somebody - which would be good. 
 
SL: We at Nottingham invited everyone to join this call, so out of 72 email 
addresses, there’s only four – four who are on the committee. We do get 
more on the Zoom meetings, but it just shows that they’ve either not got the 
app or their not interested. 
 
B: We’ve worked really hard with them. We’ve got a few on but with some it 
doesn’t seem to matter. One woman said my children have shown me, my 
grandchildren have shown me, the IT man has shown me but I still can’t get 
on Zoom. Most of the time you just click on a link but it’s psychological as 
much as anything. 
 
M: Our group, before lockdown, we had somebody come and they loaned us 
some iPads, so a lot of the older generation that had never used them were 
able to use the iPad for the first time. So, they did have a little bit of 
knowledge of computers and how to use them. As a teacher, if you don’t use 
something you lose it. We’ve got to remember that for the older generation it 
is really hard for them to retain it and then to be able to use it later on.  
 
T: I think the older we get, the information won’t stop in there. It goes in one 
ear and out the other. 
 
PR: It’s very fast paced today, there’s a lot going on and a lot to keep up 
with… …it’s keeping the information in my head – which is the best way to 
go is hard. I have to accept it’s the same for a lot of other people. Lots of 
things in life are traveling at a fair pace. 
 
MS: I think if you persevere with your group and help them to get online then 
it does work because we’ve done that with our group and we’ve got 80-odd-
year-old people who’s managed to do it and we support them through it all. 
 
PR: The iPads are very easy to use because they are touch screen. It’s a good 
way for people to start learning and getting the confidence to go on to using 
a proper laptop. 
 
2.3 Privacy concerns 
 
Teresa: The other important thing is security. From my point of view for 
patients is patient security. I’ve looked into it quite a bit and I think I can be 
reassured that patient safety within the NHS app is absolutely as good as 
the banks. 
 
PR: They are frightened. My group is particularly like that. I can’t have a 
Zoom meeting because they just won’t join in, they are against it. 
 
B: A very realistic one I would say – particularly with a phone because you so 
easily lose a phone. 
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3 Using the app to self manage care 
 
Would you use the app to do any of the following (click all that apply) 
a: Get outpatient letters – 5 
b: Send messages to your GP/nurse/consultant – 6 
c: Track your symptoms – 5 
d: Use a library of health information – 5 
e: Have your annual review for asthma/COPD or other lung condition – 5 
 
 
3.1 Blood tests interpretation of results required 
 
Patients wanted access to their blood test results and to have a clear 
interpretation of them. 
 
B: I get details of the bloods and the other tests – not that I understand 
most of them – but they’re there. They’re much harder to read than on my GP 
website.  
 
I think it’s always hard to understand bloods etc. unless you’re a 
professional.  
There’s no interpretation, it would just say bloods taken. Then it always says 
such and such an event for anything that’s happened. That doesn’t 
necessarily mean very much to most people. 
 
D: Does it have the normal by the side of the blood test, your result? So, 
does it have by the side of it - what the normal is for you so you know if the 
blood test is somewhat ok or slightly out or whatever? 
 
B: I don’t think so. When I look at my records on my GP website, it doesn’t go 
back very far, so that’s a negative, but the positive is that it tends to put at 
the top which GP has looked at these tests and put within normal range. I 
don’t think that’s on the app so yes, the website is much more reassuring. 
 
D: If its normal range you don’t have any worries and if it’s sort of in the 100s 
when it’s supposed to be in the 20s you know things are not quite right. 
 
3.2 Access to notes and letters with full disclosure/transparency 
W: I like to read my notes and see my results of blood test and everything 
like that, for myself, and yes it might be difficult to understand the blood 
tests but it’s not if you go online it tells you exactly what rate you should be 
and so it’s dead easy. If it’s not going to show that I don’t see the point in 
that. You’ve got to do a lot of improvement and get the notes on there. Once 
I know the notes are there and I can see all my results and blood tests, then 
I’ll be happy to go on it but at the moment, no. I’m not confident with it at all 
at the moment. 
 
W: So, if my hospitals will be doing it soon then I will go on. I don’t want 
protected information, I like to see everything. I found this at Queens – they 
sent one letter to my doctor, totally different to the letter that I received. By 
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accident they sent his letter to me and I’d already had my letter, and it was 
totally different to what I’d received. Because of this I don’t trust things 
anymore regarding anything new coming out. When everybody says it’s 
wonderful, I’ll go for it. 
 
3.3 Annual review – concerns about loss of face to face contact  
B: I have some reservations about having your annual review on there, 
because I feel ideally someone sees you once a year. You’ve got to have 
blood tests and everything anyway. For me its my annual chance not just to 
see someone but to review for myself – see how I’m doing, how I link up, 
what am I doing to help my self and so on. 
 
W: I just had an asthma review over the phone it took 2 minutes and was 
ridiculous. I don’t have a clue what my peak flow is or anything. 
 
D: With regards to the asthma, its really important you see someone once a 
year because you have to see them taking it in front of you and not an easy 
thing to do to take inhalers and it wouldn’t be – you couldn’t do that really. 
Its really important for somebody to assess every year how many problems 
people have had. There are certain people you need to keep your eye on 
because otherwise they tend to not come and there are a few asthmatics 
that die because they don’t look after themselves properly and get proper 
treatment. There are advantages of seeing patients every year at least.  
 
B: I think it’s important to remember that as people get older, they don’t just 
have a lung condition. They’ve got other things too. They interact and 
interfere with each other and medication sometimes. That all needs to be 
done face to face really, I think. 
 
3.4 Loss of doctor patient relationship/consistency of care 
 
T: If the way we’re going now is putting things online, don’t we think the 
doctors are in fear of losing a few patient skills by not seeing so many 
patients? So there is a fear of doctors becoming a little more distant. 
 
PR: It would be nice if you knew who your doctor was. We have so many 
locums you never know who’s going to talk to you or see you. You’ve never 
seen them before you talk to them and you may never see them again. 
Having the confidence to write a letter to someone over the airwaves that is 
faceless and you don’t know, I wouldn’t do. 
 
PR: I think losing the family doctor relationship, who knew about the family’s 
history and everything, is a big loss. 
 
D: I think the technology works because where I have a system with my GP, 
that knows me, and so there’s some continuity there. I actually get a blood 
test every month so I get whoever’s taking my blood test to email her [my 
doctor] straight through and she looks out for my blood test and emails me 
back, because she has to tell me what to do with my medication. So that 
works like a dream and that could work for a lot of people and that way you 
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are sending a message to your doctor. So that would be excellent if it was 
working but like you say, you go, you don’t know, like in a lot of practices 
there’s no continuity, they see any doctor, you don’t have any relationship 
with that doctor and you end up starting from scratch every time you go 
telling them about your problems and that doesn’t work. 
I think where you’ve got someone who’s responsible for you, if you have a 
heart attack you’ll have anybody but for people with chronic disease it would 
be a really good thing with the app to be able to speak to your doctor and 
somebody you trust. 
 
D: There’s no way someone can look at your history and in 10 minutes really 
sort you out. 
 
Teresa: That’s the benefit of having Patient Knows Best because all your 
information is in one place. 
 
4 Asthma Care Plans – printed and digital  
Asthma care plans in digital and printed formats were shared prior to the 
focus group and via live screen share. There was broad support overall all for 
the care plans but a clear message that people will need training and 
support to use them. Taken together with the earlier comments on repeat 
digital skills training, it is clear a significant support requirement for older 
patients to manage PIFU. 
 
What did you think of the asthma plan leaflet? 
a: Helpful and I would use it – 6 
b: Helpful but not sure I would use it – 1 
 
 
What did you think of the digital asthma plan? 
a: Helpful and I would use it – 5 
b: Helpful but not sure I would use it – 1 
 
 
4.1 Comments on care plan and support required to use them 
D: I’ve had a lot of experience with those plans and I think it takes a while to 
talk people through them, so I think if their just given them – that looks fairly 
straightforward the one you’re showing us. It’s important they have it, but I 
think it’s important a health professional goes through it with them. To get 
them to really understand what they’re doing it could take up to half an hour. 
 
Teresa: I agree with D entirely, it’s so important that someone goes through 
it. 
 
D: I think so and it’s not something you can do in 10 minutes either. You have 
to talk to the person and make sure that their understanding about it. It’s 
something that takes a while. 
 
PR: The doctors in my area are reluctant to use them. They prefer to use 
what’s on the computer, and as I say it all comes out in black and white. For 
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a lot of people colour makes a big difference. A good way to get people to 
understand it is to get them to use the formula we have and explain it to the 
people in the group with asthma. That would be a good opportunity to 
getting people understanding, really and truly. That’s a job we have – helping 
people to understand their condition and how to live with it. I think this is 
very good and informative and will be very useful if it was explained to 
people. 
 
PR: You could work with groups with this form and explain it. Make it short 
to get more people through but its making sure they’ve given all the 
information necessary is quite a balancing act to get it right. 
 
Teresa: You don’t just give them to a patient you need to review them on a 
regular basis. 
 
D: These forms say to fill in with your asthma nurse but sometimes you are 
only given 15 minutes and that’s not enough time. When I was an asthma 
nurse, I had half an hour and it’s so important because you need the time. 
 
Teresa: That’s the thing if you’re going to cut down the time of the 
consultation with a pre asthma questionnaire, a lot of that information will 
be on that prequestionnaire – that they’ve been unstable etc. and that an 
appointment is required. I’ve got a couple of comments: 
 
4.2 Specific comments on the PKB care plan 
 
(A) Medication information, support and adherence 
D: I also think it’s very helpful for patients, when you’ve got the medications, 
to do a very simple explanation of what the things are for so just even to say 
‘it’s for your blood pressure’ or ‘fluid retention’ so they understand what their 
taking each tablet for. 
 
B: I think this is very good that you’ve got everything on it. I’ve tried to do on 
spreadsheets and its really complicated but it’s hard to read. Is it possible to 
have it in a larger font. I’m particularly thinking – if I was in the middle of an 
asthma attack, I’d imagine the last thing I want to do is peering at something 
like this. I’d be tempted to print it off anyway and have it somewhere handy 
for when your gasping for breathe – probably for both plans. 
 
Teresa: When it talks about Prednisolone, to be honest its usually 30mg, 6 
tablets – some people take it throughout the day, not all at once – which is 
what they should be taking, so perhaps a little bit of information there about 
how they should be taking all the tablets together. 
 
PR: I have to take 2 tablets on the first day and then 1 on the rest of the 
days. Every time I took the 2 tablets it made me sick and I went to the GP 
and he said I have to take it. Speaking to the chemist, they said it says you 
have to take 2 but doesn’t mean you have to take 2 together. Take one at 8, 
the other at 11 and now I have no problem at all. It’s good to talk to a 
pharmacist, their very educated people when it comes to medication and I 
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think they’ve got a big part to play. I think a lot of people forget to talk to 
them but their very good. 
 
PR: One of the good things about a plan like this, some people are on their 
own but if you’ve got a partner or a relative and you can share it with them 
so they understand it. When they come to help you, they know where the 
plan is, like it tells you here, they know what it means and they can actually 
help you. The other good thing about having something like this, is if you 
have to call an ambulance and they turn up you can give it to them and all 
the questions. When you possibly can’t breathe very well or speak, you’ve 
got the information for the ambulance people – that I think is really 
important. 
 
MS: You can also have asthma but not have the inhalers. I have induced 
asthma when I’m doing exercise or strenuous things and my asthma comes 
on, but I don’t have an inhaler because it didn’t do anything for me when 
they tested it. I still get a lot of these, but I can’t see anywhere where it says 
about not having an inhaler but I still get a lot of symptoms that are listed. 
 
(B) General management 
T: One of the most important asthma questions is ‘do you wake up at night 
with symptoms?’ and it’s not there. I think that is a very big indicator of 
unstable asthma. Also triggers, it’s good to identify triggers and write them 
down on the plan. 
 
PR: Lots of nurses and doctors use ‘ABC’s’ and ‘XYZ’s’ when they’re talking 
and I think its a big turn off when they use abbreviations and people don’t 
understand it. It needs to be told to people in a way they can understand. 
 
PR: The biggest thing is taking a plan like this along to your GP and getting it 
updated and getting rid of the old one, advantage of having it in a digital 
format, that it would be overwritten. 
 
( C )Personalisation, health literacy and special needs 
MS: I think somebody who’s dyslexic or not got very good literacy skills it 
would be difficult for them to fill it in and understand and read especially if 
they were having an attack. 
 
T: When I was a respiratory nurse I found that every single patient was 
different. If someone was dyslexic, I would do management plans different 
for everyone. For some a management plan would be to call a nurse if their 
peak flow was a certain number or they couldn’t talk. Some care plans are 
very, very simply the number of the nurse to contact. Some are very simple 
and some are detailed like this so really it’s up to the individual nurse. 
Perhaps if there was more than one option of a care plan / management 
plan, if there was more options, whether it be very simplified or complex, 
you’d get a gist of who would manage this and who wouldn’t. It’s so 
important that the care team contact number is on there. 
 
(D) Emergency care/asthma attacks 
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T: If you’re in crisis, you don’t want to look at a piece of paper. You’d sooner 
talk to a person. Going back to talking to your pharmacy, if you’re getting 
prescriptions online now, you’re not seeing pharmacists and we’re not going 
to the chemist for medication so that’s certainly not helping. 
 
PR: If it was an emergency, you’d call 999, and when the ambulance got 
there, you’d have to look at a care plan it would be very useful for them. 
 
PR: They use to have a cup you put in your fridge, and all your plans and 
things were in your cup. It would be a really good idea if right across this 
small country of ours we could decide where you’re going to keep it, so the 
ambulance people know where to look for it. It would be very useful to the 
ambulance people and speed up any response on how they could help you in 
an emergency. 
 
PR: In your area and the servers down, a hard copy you cannot beat. 
 
B: I carry a card around with me with contacts on which is better in a way, 
because people wouldn’t be able to get on your phone is your unconscious. 
 
After the discussion participants were asked to vote on three final poll 
questions. Only checked answers options are listed and participants were 
able to make multiple selection. While there is broad support for care plans 
there are real concerns about ease of use on digital and a preference for 
annual review. 
 
6. Do you think a care plan would help you manage your health? 
a: Yes – 6 
b: No – 1 
 
7. What might be the advantages? 
a: Able to keep track of my health – 2 
b: Able to contact my care team when I need it 2 
c: not wait for an annual review – 2 
 
8. What might be the disadvantages? 
a: Too difficult to use on digital – 4 
b: Would rather have an annual review – 5 
c: Don’t like using digital to contact team – 2 
 
End 
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2 Belong Focus Group report 
 
Belong/NHS App and care plan focus group report 
Zoom 2nd March 2021 
 
Facilitators: Sophie Randall (PIF) Rosie Atkin, Connected Notts. 
Tech support: Arabella Serrels, (PIF)  
Participants: Community leaders of migrant communities (members of 
Belong) representing African and Caribbean community groups. 
 
Summary and key findings 
The participants represented a range of different community organisations, 
all participants came from BAME backgrounds, there were 5 men and 3 
women. Most participants represented specific communities, however some 
also worked with elders or young people in the community so were able to 
share the own experience and the likely experience of their users. 
 
The session was structured into 3 – 30-minute sections 

• Notts NHS App 
• Diabetes Review Questionnaire 
• Diabetes Care Plan 

 
The meeting took the form of an open discussion structured around simple 
poll questions. Some were single choice questions, others allowed 
participants to select all options that applied. Only checked answers are 
included. 
 
Participants were very engaged and the focus group ran for 2 hours. It 
uncovered particular concerns about culturally appropriate information which 
could be a barrier to the use of diabetes questionnaires and care plans by 
some of the communities represented. 
 
Polls were taken at the end of each structured discussion and positive 
results in part reflect the explanation and discussion around the three topics 
which provided reassurance on some of the concerns raised. 
 
The poll results are presented below. 
 
Have you tried to download the app? 
A. Yes, I have downloaded. – 4  
B. Yes, I tried but couldn’t get it to work. – 4 
C. No, not interested. – 1 
 
How easy was it to download and register for the app? 
A. Easy. – 5 
B. Quite hard. – 0 
C. Frustrating. – 3 
 
Would you use the app for any of the following… (multiple choice) 

A. Get outpatient letters. – 3 
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B. Send messages to your GP/nurse/consultant – 4 
C. Track your symptoms – 4 
D. Use a library of health information – 1 
E. Have your annual review for a long-term illness. – 2 

 
Would you use the NHS app to help look after diabetes or other health 
conditions? 
A. Yes. – 6 
B. No. – 1 
C. Not sure. – 1 
 
What did you think of the diabetes review questions? 
A. Helpful and I would use it. – 3 
B. Helpful but not sure I would use it. – 3 
C. Not helpful, difficult to understand and use. – 1 
D. Not helpful, would rather do this with a GP/nurse. – 1 
 
What did you think of the digital diabetes plan? 

A. Helpful and I would use it. - 5 
B. Helpful but not sure I would use it. - 3 
C. Not helpful, difficult to understand and use. – 1 
D. Not helpful, wouldn’t want to use it. – 0 

 
What might be the advantages of using a care plan? (multiple choice) 

A. Able to keep track of my health. – 5 
B. Know when to contact my care team when I need to. – 5 
C. Be able to get other information and support. – 4 

 
What might be the disadvantages? (multiple choice) 

A. Too difficult to use on digital. – 4 
B. Would rather have an annual review. – 2 
C. Don’t like using digital to contact team. – 3 
D. Don’t want to monitor my symptoms. – 2 

 
Do you think a care plan would help you manage your health or someone 
you care for? 
A. Yes. – 7 
B. No. – 0 
C. Not sure. – 1 
 
Key points of feedback 
 

1. Notts NHS App 
Uptake by GPs: Participants were aware not all GP services are using the 
App ‘better if you are able to integrate the App with most of the GP 
practices across Nottingham and the County’  
 
‘not all functionality is available and it is not providing everything in one 
place which would be seen as benefit’ 
 



	

	

Page 
31 

Language is a key barrier for this group and the Notts NHS App is only 
available in English until the PKB element is accessed. There was support for 
the translation functions. However, few African languages are supported by 
PKB at present. The group acknowledged the large number of African 
languages spoken but suggested looking at a North, East, South, West 
approach when choosing languages. 
Participants were asked to add suggested languages to the chat. 

• Swahili 
• Somali 
• Yoruba 
• Igbo 
• Hausa 
• Urhobo  

 
Downloading the App 
Participants reported potential issues with downloading the app. These fell 
into three broad themes. 

• Technical – old phones without the capacity to download and run an 
App, lack of WI-FI connection and a reluctance to eat into data 
allowance. 

• Skills – lack of digital skills particularly among older people, made 
worse by language barriers. 

• Motivation – suspicion about downloading an App, concerns about 
data collection, preference for going to the surgery to talk to 
someone, particularly for people from countries where there is a close 
doctor/patient relationship. 
‘If you’re coming from the Caribbean or Africa where your GP becomes 
your best friend and you want feedback.. this becomes impersonal” 

• Lack of awareness of UK care pathways – recent migrants might not 
know how to access normal primary/GP care, which is where 
community groups provide signposting. 

 
The use of community leaders is very key to break through that cycle. 
When you want to roll it out you might want to use the organisations and 
the older community leaders and rolling that out. 

 
Registration issues 
Lack of documentation – passports, driving licence, NHS number a barrier 
for recent migrants. Lack of awareness of GP code option for those with a 
GP. 
 
Technical, skills and language concerns repeated with a perception that 
people would give up if they came across difficulties and that this could be 
‘psychologically damaging’. 
 
“People don’t know how to access the information because they are not 
computer literate or there is a language barrier” 
 
Appetite for using the App to manage health and long-term conditions. 
Despite the difficulties identified in downloading and registering for the App 
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6 out of 8 of the group did think it would be useful to manage diabetes or 
other long-term conditions. 
 
Symptom tracking and the ability to message HCPs were the highest rated 
functions. Signposting to information was the lowest rated.  
 
This sparked some discussion in the group relating to cultural competence of 
information which will be explored in more detail in the feedback on the 
diabetes questionnaire. 
 
‘There’s a gap there within communities I was alluding to that earlier on, that 
coming from Africa, many of us are used to traditional efforts as well. It 
would be useful to look at information in totality.’ 
 
“They need to understand the culture of where that person is coming from 
and how to deal with it. Understand it and do something if you want to 
engage them. If they don’t understand there’s no way, they are going to 
attend to the health service, that’s why they don’t turn up” 
 
Diabetes questionnaire/care plan 
More comments were received on the Diabetes Questionnaire than the Care 
Plan. The language in the questionnaire was seen as difficult and the some of 
the questions as poorly phrased. Extensive comments have been noted on 
the PDF. Most of the questions could be rephased to be clearer and sound 
more supportive. Some of the questions sound quite judgemental. It was felt 
that some people would be worried about completing the questions 
 
Language and technical barriers were raised again. 
 
“People will be afraid at the back of their mind – focus on completing it 
rather than doing it based on what they are actually experiencing.” 
 
“Language barriers, mostly elder people who are diabetic type B. Many cases 
even when they go to the GP they need an explanation on how they can 
answer the questions.” 
 
“I will go to a Caribbean GP because they understand what I eat, our culture 
and terminology. When I say ‘my head is trembling’ they understand my 
terminology.” 
 
Diet and cultural sensitivity (applies to both review questions and care 
plan) 
Participants felt their diet and traditional remedies were misunderstood and 
dismissed. 
 
‘Culture of diet in our community, coming from Gambian culture, it depends 
on families, diabetes inheritance within families and family history. Rice is a 
common food in our culture. Level of consumption and portion size is 
different in different cultures.’ 
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“The sugar industry in this country is what is killing us. It’s not to do with the 
African food, it’s to do with the industries in this country” 
 
“Alcohol – looking at what’s more culturally specific. It was mentioned that 
the tea we drink, we can talk about those. We do drink alcohol but for 
the  African communities its different levels, beer and other things are 
different. It might mean you need to tweak the questions to get the right 
answers.” 
 
The care plan however was seen in a more positive light and as more user 
friendly. Specific comments have been marked on the PDF.  
 
However, concern was expressed about the use of the Notts NHS App 
leading to reductions in face to face care. 
 
‘There are a lot of people that they need to be really local with the doctor. 
Although it’s good to have a view and things like that but we really need to 
have medical professionals to help us. We’ve been talking about vulnerable 
and those who cannot navigate themselves through the complexity of 
technology and also who don’t get the language right.’ 
 
However, 7 out of 8 of the group said they would use the care plan and were 
keen to be involved in further development. 
 
“It is clear that the only way to go is going to be digital and no matter how 
much they are resistant that is the reality that we need to face. I think there 
should be a way of maybe educating our own community, either to get use 
to this idea, if they still want to enjoy what is available in the NHS or social 
care generally.” 
 
Summary transcript 
SR asks if people have downloaded the app or not and if they were able to 
register.  
 
SR: do you feel that certain people in the communities you represent will 
have the data that’s needed to download and register for the app? 
 
Rosie discusses steps to downloading the app. 
 
SA in the chat: It would be better if you are able to integrate the App with 
most of the GP practices across Nottingham and the County. 
 
SA noted their GP practice is not using it. The other thing noted from the 
other big community is that everything is synchronised, once you log in, 
whatever you want to ask is in once place. The other thing is it have other 
languages apart from English. Then if you want to do it you’ve got to think 
twice because when you come to Africa it’s huge. You have to live with 
thousands of languages in Africa. Which one are you going to use? Better 
still, split into region so you have North, West, East, South, which language is 
more convenient for them and that’s what you’re going to use to translate it. 
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SR explains that there are two elements of the app. The NHS Notts app is 
only available in English but behind that in Nottinghamshire PKB health 
record is available in different languages. Asks participants which languages 
they would like available. 
 
Languages people would like available in the PKB app? 

• Swahili 
• Somali 
• Yoruba 
• Igbo 
• Hausa 
• Urhobo growing in Notts 

 
SR demonstrates how the PKB account works with different languages. 
 
Poll launched: 
Have you tried to download the app? 

D. Yes, I have downloaded. – 4  
E. Yes, I tried but couldn’t get it to work. – 4 
F. No, not interested. – 1 

 
Comments 

• Not clear where to download the app 
• Type of device/smart phone issue 
• Doesn’t work for lower spec androids 
• Didn’t download as the doctors is close 

 
Downloading comments 

• Took a while to get it sorted and navigate through it and recognising, 
I had to register 

• First problem was downloading through Google, it came through email 
and had problems in terms of getting it from that and downloading 
from Google 

• It’s useful 
 
Poll launched: 
How easy was it to download and register for the app? 

D. Easy. – 5 
E. Quite hard. – 0 
F. Frustrating. – 3 

 

An and Ab join the meeting. 
 
SR asks if they were able to download. 
 
Ab has not downloaded. 
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An did not download the app as didn’t understand why and is sceptical 
about loading different things on phone. 
 
Rosie runs through what the app does for new joiners. 
 
Registration comments 

• Some of the information and documentation they want, you aren’t 
able to produce immediately 

• People do not have time and will give up 
• If people don’t have WIFI it will eat into your data 
• Getting identity through in a way the computer will accept 
• Many people don’t have ID at the moment e.g. refugees, asylum 

seekers don’t have ID yet so will have difficulties 
• Not just African but other ethnic groups will have this problem 
• NHS number could be another easier way through? 

 
Rosie notes that you can get a code from your GP practice.  
 
Rosie asks if when new people come into the communities and organisations, 
are they accessing GP services or is this not the first thing on their mind to 
be registered? 
 
JA: Yes. Have a pathway at organisation to check this. People coming from 
different countries with different system don’t realise it’s beneficial to 
register with GP. 
 
Rosie: What about others? Do your groups and people coming into your 
communities find that is difficult or are you encouraging people to register 
with GP practices? 
 
S: if people are coming in new, they are going to have a lot of problems. 
After they settle down first, because they have no access to public phone, it 
frightens a lot of people. There’s nothing you can do unless [inaudible] but 
point in the right direction. If they don’t trust you and don’t understand they 
won’t tell you a thing and that’s the end of the conversation. If they know 
you and align with you and they can align with the organisation they will 
speak out and you can help them... …The use of community leaders is very 
key to break through that cycle. When you want to roll it out you might want 
to use the organisations and the older community leaders and rolling that 
out. 
 
Rosie: You guys are vital in signposting people to the right elements and 
tools to support them. Following on from that in terms of accessing this tool 
it isn’t just through ID its able to access through codes that the GP practice 
provide you so there are alternative ways. I completely understand that some 
people feel a little bit unsure about taking a photo of their ID and uploading 
it. In terms of accessing there are two routes, that includes NHS no. and 
passwords, so you don’t have to upload any photo ID. 
 
SR: I noticed your nodding Verna, is your view similar? 
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V:  

• People don’t know how to access the information because they are 
not computer literate or there is a language barrier 

• People don’t understand apps 
• Elder generation do not understand modern technology and won’t 

attempt 
 
Do you think it is an age-related thing? 

• Don’t think young people have problem with apps but elder ones 
sometimes they find it difficult to know what you are talking about. 
Some people who want to get hold of, maybe either through 
WhatsApp or Zoom, to see their face and environment, they just even 
when you give them the best phone around, they don’t have a clue 
how to work it which is very difficult and I don’t know how to get 
around that. You can’t have a purpose made phone for that 
assignment. 

• Not knowing how to use phones 
• Language issue paired with not knowing how to use technology 
• Elderly people struggling to use technology because we can’t do face 

to face session. We are targeting isolated people and doing virtual 
activities and I could see myself and the instructor, how we struggle 
with the Zoom or any other app. 

• Language, culture and technology barrier, this is something they’ve 
never done before, I can imagine how this can be difficult for elderly 
people. Elderly people just want to go to the GP to see the doctor and 
to be sure their appointment is made. This could be really hard 
experience. Psychologically it’s going to hurt them.  

• They have difficulty just to login and come to the meeting. They ask 
someone to go there and help them to login and we can’t because of 
covid. It’s a nightmare. 

 
Poll launched: 
Would you use the app for any of the following… (multiple choice) 

A . Get outpatient letters. – 3 
B. Send messages to your GP/nurse/consultant – 4 
C. Track your symptoms – 4 
D. Use a library of health information – 1 
E. Have your annual review for a long-term illness. – 2 

 
Poll launched: 
Would you use the NHS app to help look after diabetes or other health 
conditions? 

D. Yes. – 6 
E. No. – 1 
F. Not sure. – 1 
G. Please tell us more. – 2 
 

JA: Interesting that people voted low for using health information [on the 
previous poll: would you use the app for any of the following…] and that’s 
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particularly one of the big interests for me in terms of working with our 
groups. To look at our we disseminate the information particularly to our 
Black community and to look at how we internalise and digest that 
information, to look at what we can do with that information. It’s interesting 
that the vote was low, which represents a problem really. I find looking at 
health information is important for people to manage and look after their 
own health. There’s a gap there within communities because I know I was 
alluding to that earlier on, that coming from Africa, many of us are used to 
traditional efforts as well. It would be useful to look at information in totality 
and say we can work with it, to the benefit of everyone, not just the 
individual.  
 
SR: can I ask you a question because I know that from speaking to other 
people, that traditional methods can be really important to some 
communities. Do you feel that they are not recognised at all by health 
providers or there’s no acceptance of that and that can be a barrier to 
engaging with health services here? 
  
S: I would say yes. If it’s not culturally appropriate they won’t listen to you. 
The mainstream services are not culturally appropriate when it comes to 
health.  
 
SR: What would make them more culturally appropriate? 
 
S: they need to understand the culture of where that person is coming from 
and how to deal with it. Understand it and do something if you want to 
engage them. If they don’t understand there’s no way, they are going to 
attend to the health service, that’s why they don’t turn up. So, you need to 
work with an organisation that works with those individuals or groups who 
can cascade that information to their level.  
 
Rosie explains the documents and what’s available. Asks for input on 
accessibility, whether it’s easy to understand and the information provided. 
 
SR shares screen and runs through diabetes review questionnaire. Explains 
what the questionnaire is for and how it works. Asks for feedback on 
usability, language and if it is user friendly. 
 
Diabetes questionnaire screen share comments 

• People will have difficulties understanding it from our communities 
• Many people will struggle because their home language is back to 

front. Some people would need support from organisations or 
intermediary to read. 

• People will be afraid at the back of their mind – focus on 
completing it rather than doing it based on what they are actually 
experiencing. 

• Terminology – pre-breakfast, pre-lunch – phrases will be difficult 
to understand as words can mean something different to them 
because that’s not how they phrase things in their own language. 
Before lunch makes sense over ‘pre-lunch’. 
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• BM/BP – blood monitoring/blood pressure? Should these be spelt 
out? 

• Thirst/passing water? Do people recognise language? Terminology 
feedback? – Complicated. Better to say passing urine. What is 
passing water? It is urine. 

• Needs to be clearer and consistent all the way through. 
• Feet comments – simplify it or translate it in such a way. Someone 

might not understand the sensation. 
• ‘In the last 12 months have you had any specific concerns…’ 

comments – dietary advice different across different cultures. SR: 
Is the advice people are getting from healthcare professionals 
culturally appropriate?  

• John: Good question. This relates to what advice they have had 
from other dietitians or bodies? Simplify the questions, ‘what 
changes have you noticed in the last 12 months?’ Might be useful 
to look into how much they have been managing themselves with 
the diet, ‘has it changed, how much has it changed?’ Break the 
questions down and scale or simplify. 

• ‘Any changes in vision?’ Eyesight would be the preferred word. 
• Culture of diet in our community, coming from Gambian culture, it 

depends on families, diabetes inheritance within families and 
family history. Rice is a common food in our culture. Level of 
consumption and portion size is different in different cultures. 

 

Poll launched: 
What did you think of the diabetes review questions? 

E. Helpful and I would use it. – 3 
F. Helpful but not sure I would use it. – 3 
G. Not helpful, difficult to understand and use. – 1 
H. Not helpful, would rather do this with a GP/nurse. – 2 

 
Comments 

• About the terminology – other people who are not literate will 
struggle with translation to understand it. People need to be 
involved in developing the material.  

• Language barriers, mostly elder people who are diabetic type B. 
Many cases even when they go to the GP they need an 
explanation on how they can answer the questions. 

• Culture and language barrier. GP is easy because they will sit with 
you and go through it, take questions face to face. 

 
SR: If it’s available in different languages would this encourage people? 

• If it’s in a language they understand they will be ok. We are 
working here together and struggling to understand some 
dialogue, for other people with a language barrier it will be very 
difficult. 

• Certain medical conditions need to go face to face because it’s a 
health risk. In our culture we have a close relationship with our 
GPs, if you’re coming from the Caribbean or Africa where your GP 
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becomes your best friend and you want feedback, further 
questions and answers you can’t do this. This becomes 
impersonable. 

• I will go to a Caribbean GP because they understand what I eat, 
our culture and terminology. When I say ‘my head is trembling’ 
they understand my terminology. You can express your own 
terminology on a piece of paper. Can the app interpret what I’m 
saying? 

 
SR: With this, the idea is that you fill this out and take it to your GP to 
discuss.  
Rosie explains how it works. 
 

• Comments on tea, food, smoking, drinking different in different 
cultures. 

• Alcohol – looking at what’s more culturally specific. It was 
mentioned that the tea we drink, we can talk about those. We do 
drink alcohol but for the  African communities its different levels, 
beer and other things are different. It might mean you need to 
tweak the questions to get the right answers. 

 
Ab: There is nothing wrong with African diet. Someone from the London 
imperial college was demonstrating that when people went to Africa they 
were telling people to throw all of their stuff. A lot of Africa will tell you ‘oh 
our tea our this’ in a negative way but if you look at the high culture in the 
West, who are wealthy and rich, it is what they are using. 
 
JA: I totally agree with you Abdoulie. The tea we are drinking it’s positive but 
perhaps when we are here the balance of it has changed. 
 
Ab: How does it change? The sugar industry in this country is what is killing 
us. Its not to do with the African food it’s to do with the industries in this 
country that have been able to stamp their interests at parliaments. We are 
not having the correct negotiations. It is the food we are eating that is 
causing so much problems. The Africans are reflecting this on themselves, 
saying, ‘we are eating the wrong food’. If you go to Africa the people are fine. 
 
[SR and Rosie to follow up with this and food culture after the meeting.] 
 
SR shares screen with diabetes care plan and explains purpose. 
Rosie explains encryption and who can see the plan. 
 
Diabetes care plan comments 

• Comments on encryption, people worry about it being private. 
• On the example – Can see diagnosed in 2007 but it’s now 2018, no 

comments on changes in condition apart from medication in 11, 12 
years? Would like more of the history and what has been 
happening. 
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Rosie: Do people think there is too much information? Are there things you 
might find more beneficial than others? E.g. the symptoms tracking. Are the 
colours not self-explanatory? 
 
Further diabetes care plan comments 

• Looks good, just needs a few words to be simplified. 
• We need healthcare professionals, don’t want this to take over. 

 
Poll launched: 
What did you think of the digital diabetes plan? 

E. Helpful and I would use it. - 5 
F. Helpful but not sure I would use it. - 3 
G. Not helpful, difficult to understand and use. – 1 
H. Not helpful, wouldn’t want to use it. – 0 

 
SR: if you’ve got particular comments about how we could make this more 
appropriate that would be really helpful. 
 
Ab: What is the plan behind this app? We’ve seen at Tesco’s and other 
shopping centres have reduced drastically workers, is the NHS planning to 
reduce drastic number of doctors because we need doctors? There are a lot 
of people that they need to be really local with the doctor. Although it’s 
good to have a view and things like that but we really need to have medical 
professionals to help us. We’ve been talking about vulnerable and those who 
cannot navigate themselves through the complexity of technology and also 
who don’t get the language right, they could combine the body language and 
language from their GP and get their support done. 
 
Rosie: By no means is this service taking away from any face to face offer 
that is available. It’s to provide people with greater choice, giving people the 
opportunity to look after their health outside of seeing the GP. By no means 
is it reducing workforce or GP staff. It’s about giving people that extra tool to 
be able to look after their health and care outside of any appointments. 
 
SR: the view is that people with long term conditions live with them every 
day but might only see their doctor a couple of times a year or for their 
annual review and if they are feeling ok they might not see their doctor in 
between. This is just something to help them look after themselves in those 
periods where they’re not seeing their GP. If you are monitoring your 
symptoms you might start to notice that you do need to contact your GP 
because things are keeping on track or you’re not feeling so good. It’s 
designed to help people look after themselves between appointments. 
 
Ab: one major question is like to ask really, a lot of us are members of the 
Nottingham Equal, and have discussions in the community about setting up a 
community app that we could use to complement the NHS. To formulate a 
discussion group or a support mechanism so we would like to ask a question 
like, is there any way you can help us with that? 
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Rosie: In terms of that, part of this service we are offering, the enhanced 
service that PKB provides, within that there is a functionality to have access 
to different forums and discussion groups and connect people up with 
different communities. So, we can certainly look at how we can embed that 
within the NHS app. In terms of creating a completely separate app I’m not 
sure whether we’d be able to handle that directly, but we can certainly bring 
you into the services and functionality that is already available within what 
we currently have. 
 
Poll launched: 
What might be the advantages of using a care plan? (multiple choice) 

D. Able to keep track of my health. – 5 
E. Know when to contact my care team when I need to. – 5 
F. Be able to get other information and support. – 4 

 
Poll launched: 
What might be the disadvantages? (multiple choice) 

E. Too difficult to use on digital. – 4 
F. Would rather have an annual review. – 2 
G. Don’t like using digital to contact team. – 3 
H. Don’t want to monitor my symptoms. – 2 

 
Poll launched: 
Do you think a care plan would help you manage your health or someone 
you care for? 

2. Yes. – 7 
3. No. – 0 
4. Not sure. – 1 

 
Any other questions or comments? 
From the discussion we had today, it is clear that the only way to go is going 
to be digital and no matter how much they are resistant that is the reality 
that we need to face. I think there should be a way of maybe educating our 
own community, either to get use to this idea, if they still want to enjoy what 
is available in the NHS or social care generally, is there any way of maybe I 
don’t know whether there could be a platform where a bit of education 
would be given to our people and at the same time getting the authority to 
understand the challenges that the kind of organisation we are involved in, 
the challenges we are facing when it comes to issues like this.  
 
Rosie: Certainly. I think when it comes to things like this, for us to have a 
conversation outside of this meeting, anyone else is welcome to join. You’ve 
touched upon those aspects of digital and struggling to use technology – my 
background really quickly because I know we’ve got to shoot off soon – I 
work on a digital inclusion project, supporting people to be able to learn how 
to use technology. Not just for their health, but also for other aspects, 
supporting people and boosting their confidence, we can connect after this 
meeting and I can tell you about that. We can fill you in on some of the work 
we are doing as part of that. 
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General thank you for time and pleased to meet you. 
 
End 
  



jenny
Sticky Note

jenny
Sticky Note
This date caused some confusion - people thought nothing had happened since

jenny
Sticky Note

jenny
Sticky Note
Explain what each med is for (think this one is a contraceptive so might seem odd in the diabetes plan? 

jenny
Sticky Note
change to Allergies and  side effects to medicines

jenny
Sticky Note
What info sheet? Does this mean the info below or something else

jenny
Sticky Note
checked

jenny
Sticky Note
Delete the first sentence as it is not needed. MI suggests best if impetus comes from the patient

jenny
Sticky Note

jenny
Sticky Note
Is it possible to include some support groups for BAME groups, culturally appropriate information relating to diet was considered vital to the Belong focus group

jenny
Sticky Note
Some confusion over the colour coding as not all are covered in the key?

Might be good to see how this displays over a month so people can see how it works

jenny
Sticky Note
BMI repeated twice? 

jenny
Sticky Note

jenny
Sticky Note
Height and weight

jenny
Sticky Note
Do these colours relate to the symptom tracker?

If so should they be consistent?

jenny
Sticky Note
Blood tests?

jenny
Sticky Note

jenny
Sticky Note
Think there is a missing word or it could be entries should it be weekly or daily if it is asking about meals?

jenny
Sticky Note
activities

jenny
Sticky Note

jenny
Sticky Note
Primary care provider would be better as GP surgery

jenny
Sticky Note
This sounds bit odd and a bit judgy? Could you rephrase as 'What might be the cause? Have Igot an infection /illnessforgotten my diabetes medicineseaten more than usualbeen more stressed than usual been less active than usual

jenny
Sticky Note
recognise

jenny
Sticky Note
set bullets as list

jenny
Sticky Note
bullets as list 

jenny
Sticky Note
show as list

jenny
Sticky Note
As above
What might be the cause. Have I
delayed ameal
not eaten enough food
taken too much medication
done too much exercise

jenny
Sticky Note
what does this mean GP, AE



28/01/2021 Patients Know Best

https://sandbox.patientsknowbest.com/auth/startPatientSelfSurvey.action?contextUserId=&massSurvey=false&recipientId=&surveyId=4679384&p… 1/8

Diabetes Questionnaire

If the person you want to message is not listed you can invite them if you know their email address.

Nottinghamshire Practice (Training)

Please fill in the questionnaire below and submit to your practice.

This will help the nurse to understand how well controlled your

Diabetes is for your Annual Diabetic review.

Please ensure you have had an appointment at the surgery for your

blood tests and BP check 2 weeks prior to your review appointment.

Please collect a urine sample bottle and bring this in with you to the

appointment (first urine of the morning).

1) Do you take your Diabetic medication as prescribed?

Every Day

Most days of the week

Some days of the week

2) If you take Insulin do you have any concerns regarding injection site?

Yes

No

https://sandbox.patientsknowbest.com/patient/myConsentTeam.action?contextUserId=&tab=invitations&subTab=myClinicians
https://sandbox.patientsknowbest.com/auth/dashboard.action
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3) Do you monitor your Diabetes at home with a BM monitor?

Yes

No

If you have home BP readings please write the last 3 readings with the date you took

them here:

If Yes, what are your last 3 readings:

● Pre breakfast

● Pre lunch

● Pre evening meal

● Pre bed

4) Have you had any of the following symptoms in the last month?

jenny
Sticky Note
Spell out BM 

jenny
Sticky Note
shoudl this be BM?

jenny
Sticky Note
Before

jenny
Sticky Note
Before

jenny
Sticky Note
Before

jenny
Sticky Note
before bed
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Increased thirst

Yes

No

Increased frequency of passing water

Yes

No

5) Have you had any episodes of hypoglycaemia (low sugar levels)?

Yes

No

If Yes:

How often?

What do you do when this happens?

6) In the last 12 months have you had any specific concerns regarding your Diabetes? e.g.

regarding your diet or how well controlled your Diabetes is?

Yes

No

jenny
Sticky Note
drinking more

jenny
Sticky Note
Urinating (weeing) more 

jenny
Sticky Note
Have you had low sugar levels (hypoglycaemia)

jenny
Sticky Note
have you had low sugar levels (hypoglycaemia)

jenny
Sticky Note
Have you got any questions or concerns about your diet and diabetes?
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If Yes, please describe your concerns:

7) Is your blood pressure (BP) controlled within the target range?

Always

Mostly

Seldom

I don’t check my BP

If you have home BP readings please write the last 3 readings with the date you took

them here:

8) Since your last review have you had a persistent change in

sensation, burning or numbness in your:

Right Foot

Yes

No

Left Foot

Yes

No

jenny
Sticky Note
Is your blood pressure in the target range (add target range)

jenny
Sticky Note

jenny
Sticky Note
No, not often

jenny
Sticky Note
About your feet. Have you noticed a change in feeling in your feet (burning or numbness)
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9) Since the last review have you had any ulcers on your:

Right Foot

Yes

No

Left Foot

Yes

No

10) Have you had any changes in your vision since your last review?

Yes

No

11) Are you a smoker?

Yes

No

If Yes - how many a day?

12) How often do you have a drink containing alcohol?

Never

Monthly or less

jenny
Sticky Note
Have you had any sores or ulcers on your feet since your last review?

jenny
Sticky Note
Has your eye sight changed sonce your last review?

jenny
Sticky Note
How many cigarettes do you smoke a day?

jenny
Sticky Note
How often do you drink alcohol?
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2-4 / month

2-3 / week

4+ / week

13) How many units of alcohol do you drink in a typical day when you are drinking?

(Please see unit reference below)

1-2

3-4

5-6

7-9

10+

Alcohol Units Reference

● Pint of premium beer (5%) = 2.8 units

● Pint of cider (5%) = 2.8 units

● Alcopop 275ml (4%) = 1.4 units

● Can of beer 330ml (4%) 1.7 units

● Gin/Vodka/Rum 35ml (37.5%) = 1.3 units

● Spirits 1 litre (37.5%) = 37 units

jenny
Sticky Note
Could this table be smaller and above the question otherwise people might not see it until after they have filled in the units above.
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● Small bottle of wine 187.5ml (12%) = 2.3 units

● Bottle of wine 750ml (12%) = 9.2 units

14) How often have you had 6 or more units (if female) or 8 or more units (if male) on a

single occasion in the past year?

Never

Less than monthly

Monthly

Weekly

Daily or almost

Choose privacy

Choose privacy setting to determine who has access. For example, changing HIV to "General

Health" means that everyone who has access to your general health record can see the

diagnosis while changing it to "Sexual Health" means only those who have access to your

sexual health record can see it.

General health

Most of your health record is general health and includes information that most health professionals will use to

deliver care

Social care

Information about the care you receive from your local authority social care team, including disability funding. This

is very useful in helping to manage home care services

Mental health

Information about mental health conditions, for example diagnoses of anxiety, depression or schizophrenia. It is

very useful for your GP to see such information alongside your mental health team
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Cancel Submit

Sexual health

Information about sexual health. This includes reproductive health and sexually transmitted infections
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Carer interviews 
 
 
Patient Information Forum Carer 1 interview 
 
G is a middle aged, black woman. She has caring responsibilities for multi-
generational family members. She has some health issues of her own and is 
concerned about recent weight gain. She is partially sighted in her left eye 
so finds using content on her phone difficult, as the text is small.  
 
Her caring responsibilities include: 
 
Husband - Dementia and possible depression  
Son - Type 1 diabetes and emerging mental health issues 
Grandson - Autism 
 
Her teenage granddaughter also lives with her. 
 
She says the family needs so much support that she doesn’t know where to 
start. It is challenging dealing with both physical and mental health issues. 
There are so many things going on and so many people involved that ‘I just 
struggle.’ 
 
Downloading the Notts NHS App 
She has not downloaded the NHS App because she thinks she would need 
help to do it and to complete the log in process. She said she might be able 
to do it if one of her grandchildren helped her.  
 
Access and skills issues 
The family have a home Wi-Fi connection and she has a smart phone. 
She describes her smart phone ‘as very smart because I don’t understand it’.  
However she uses it to manage the family’s health appointments and repeat 
prescriptions. So her real issue might be confidence rather than skills. 
 
She mentioned she struggled to use Facetime but does use WhatsApp to 
keep in touch with her sister.  
 
Time issues 
With multiple caring responsibilities she has very little time. She has also 
recently lost her job and is looking for new work, taking up time and energy.  
 
Her biggest concern aside from maintaining household income is getting 
adaptations to her home to make it safer for her husband. Specifically she 
wants an upstairs toilet as her husband gets up in the night to use the toilet 
and is at risk of falling. 
 
She thinks her husband is becoming depressed and needs to find activities 
for him to get involved with outside the home. Linking to activities via the 
App for people with dementia could be helpful here. 
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Interacting with the NHS via digital channels 
Hospital letters and appointments are received via phone, principally by text. 
Family have had remote consultations by phone and video in the last year. 
Repeat prescriptions via online GP service 
 
Problems with her existing solutions 
Text information coming from the NHS re virtual appointments doesn’t 
always make it clear who the appointment is for/ or with which can cause 
confusion. There isn’t always a name on it. She works out her son’s 
appointments because he gets notifications as well. 
 
Something that could bring together everything in one place would be very 
helpful. It would also be helpful to link to support services/care 
navigators/social care into the  App. 
 
In that context she thinks the App could be very useful to support the whole 
family’s needs 
 
Features on the NHS App  
 
She thinks she would use the App for  

• Out patient letters 
• Messages to HCPs 
• Track symptoms 
• Library of health information 
• Annual review of Long Term care plans. 

 
Care plans (these were described rather than shared because of connection 
issues and visual issues) 
She thinks the LightHouse care plan could be useful if she could get the 
family to engage but there are anger and mental health issues that might 
present barriers. 
 
She also felt the goal setter could be useful for her to motivate her to tackle 
her weight gain, but she mentioned she finds it hard to do it without 
someone else to motivate her. 
 
Access for young people 
17 year-old grandson’s communication needs would make it hard for him to 
manage independently. 
 
15-year old granddaughter would benefit from access that would increase 
with age so she learns to manage health as she became more mature. 
 
Key message 
 
 

• G’s digital skills are good but she lacks confidence, this is partly 
related to the problems with vision in her left eye. 
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• She has so many demands on her time she needs some support to get 
started to download and use the App. 

• Overall she was positive about the potential as it could help 
coordinate the family’s health needs, adding in social care would make 
it more useful. 

• Her visual impairment may be a barrier to use. Could there be an 
accessibility solution? 

• Support to help carers download the App and give simple instructions 
on use would be very helpful.  

• Could this be provided either via the Carers federation or Care 
navigators? 

• Linking to relevant social care services and voluntary sector support 
for dementia would also be helpful. 

 

 
 
Patient Information Forum Carer interview 2 
 
XXX is a middle-aged woman with multiple deteriorating health conditions, 
some of which started in childhood. She has a range of neurological, 
respiratory and MSK conditions which cause pain, breathlessness, and 
disability. She is now a wheelchair user as her balance has deteriorated. She 
wanted to avoid a wheelchair for as long as possible. 
 
She is cared for by her husband and four children aged 10, 13, 17 and 20. Her 
eldest son in particular is involved in her care and goes to most of her 
medical appointments.  
 
Most of her care is managed by her GP and practice nurse. She prefers this 
as they understand the range of conditions she lives with. “I’d rather do this 
than deal with upteen different people.” She spent some time as an inpatient 
after a stroke. 
 
NHS App  
XXX is an enthusiastic NHS APP user. She has used it for the last year and 
had no problems at all downloading, registering, or using the App. She finds 
it quick and easy to use to access her medical records and get information 
about her conditions. She is using the App to help manage her health. 
 
Feedback on specific features 
 
Library of health information 
She is conscious that her children have grown up watching her health 
deteriorate and she has just used the app to explain her medical conditions 
to her 13 year-old son. ‘They have seen things getting worse with me without 
understanding what is going on’. Her son has behaviour issues and she 
wanted to stop him worrying too much about her health.  
She found the App a really useful tool to do this, she was able to show him 
brief but trusted information about some of her health without frightening 
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him. She was able to share enough information to help him understand her 
health without making him panic. She saw this as a real benefit of the App. 
She also uses these links herself.  
 
Care plans/symptom tracker 
She has looked at the care plans and symptom tracking but because her 
needs are so complex she would need to use multiple care plans. For XXX a 
bespoke symptom tracker where she could track the symptoms most 
important to her might be more useful and help her discuss issues with her 
GP and practice nurse. She has looked at COPD plan for tracking chest 
infections as she has had a few recently. 
 
Repeat prescriptions 
She doesn’t use the app to order repeat prescriptions as her medications are 
pre-packaged and delivered by the pharmacy in special packs to overcome 
manual dexterity issues. 
 

Annual review 
She is interested in using an annual review questionnaire via the App for her 
respiratory conditions. She thinks this would save time and let the 
appointment focus on her issues rather than completing the questionnaire, it 
would also save paper! 
 
GP messaging 
This feature is not supported by XXX’s GP but she sees it as potentially the 
most valuable feature of the App. She has frequent appointments and tests 
including scans and blood tests. She will often get a text message asking her 
to contact the surgery but with no reason given and then spends hours 
trying to get through.  
 
‘A lot of people would benefit from this, it’s hard to try and get through to 
the doctor, if you are trying to chase up results, if you get a message saying 
contact the surgery but not for what for, So you phone and eventually get 
stuck in the queueing system.’ 
 
Lighthouse early warning plan 
She sometimes gets a bit down about her condition but does not have a 
mental health condition. She asks ‘why me’ and ‘gets tired of it’. She tried 
counselling but felt she didn’t benefit from it.  She didn’t think 
the  lighthouse early warning plan was appropriate and so it was not 
discussed. 
 
Goal setting 
XXX rarely goes out and because of this she didn’t feel the goal setting plan 
was appropriate for her. She was not sure how she would use it. 
 
Access for children and young people 
XXX eldest son has some health issues and now uses the App himself.. He 
was able to access it from age 18. XXX feels that she is the right age. “I think 
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this is right, he would have struggled to understand some of it earlier. He 
struggles to understand some of his health now.”  
 
Ends 




