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Introduction
NHS England commissioned the Royal College of Physicians (RCP) Health Informatics Unit (HIU) to
undertake a study to better understand the needs of service users in relation to personal health
records (PHRs) and the implications for providers, clinicians and commissioners.
This is one of six documents that explore findings from the study in the form of user journeys.
The user journeys have been created for those who commission, develop and implement PHRs. They
are intended to present the issues raised in the user insights project from the perspective of the
patient and in an easy-to-digest format. It is hoped that the user journeys will help to demonstrate
the opportunities that PHRs present and to aid understanding of the needs of those who are using
them.
Each user journey is presented in three formats: a narrative (that highlights key points), a matrix and
an audio recording that can be found via the RCP HIU webpages. These formats complement each
other and it is advised that they are reviewed together.
Each user journey draws out the user’s thoughts, feelings, actions and needs along their PHR
journey. Each journey focuses on a different type of condition and situation. It is important to note
that the learning points from each journey often apply across all PHR users.
•

Jo’s journey explores her insights from using a PHR in her mental health recovery journey.

•

Josh and Michelle’s journey explores their insights from a PHR that supports Josh, who is a
young boy with complex needs.

•

Frank’s journey explores his insights from using a hospital PHR to manage and maintain his
health after he finished treatment for prostate cancer.

•

Tim’s journey explores the insights on a PHR of someone who has high blood pressure but
does not experience symptoms and considers himself to be very healthy.

•

Brenda’s journey explores her experience when her PHR was not meeting her expectations
or needs.

•

Sugra’s journey explores her insights from using her PHR to manage her condition following
her diagnosis.

The user journeys are based on a constructed patient telling their story. They are amalgamated from
patient records or existing PHRs. The journeys have been created from analysis of nine focus groups
and 21 interviews with PHR users, former users and non-users, to illustrate their thoughts,
experiences and needs; and six interviews with clinicians and social care professionals. The user
journeys are grounded in the data.
The user journeys are not a summary of the full findings: the full findings, published in 2017, can be
found on the RCP HIU webpages.
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Josh and Michelle’s journey – summary
Josh is kind and generous, and he has a good sense of humour. Like everyone else, he has his likes
and dislikes – Josh likes swimming and making things with Play-Doh. He has things he can do and
things that he cannot do (yet). This is the Josh that his mum, dad and brother (Ben) know. Josh has
autism and epilepsy. They are not who he is – they are a part of him. His autism means that Josh
cannot communicate in the way that Ben does. His mum, Michelle, has had what feels like a long
struggle to get Josh’s voice heard and to get both Josh and her family the support that they need.
This struggle is ongoing as Josh grows and his needs change. It is compounded by the family’s
frequent moves as a result of his dad’s job.
Josh and his family are offered a PHR when they move to a new area.
•

Josh’s PHR gives him a voice at school, at home and at his care appointments. The videos
allow Josh and his family to record and share what he needs when he has a seizure and
what his behaviours mean. It can also show the ‘whole’ Josh: his needs, achievements
and aspirations.

•

Michelle is working better with Josh’s care team. She no longer spends all her time
explaining what is ‘wrong’ with him. She can show a new staff member two short videos
of Josh that can help them to get to know and understand who Josh is and show what he
can and cannot do.

•

Michelle feels that Josh and her family are getting more support because of the PHR. By
helping the care team to experience a morning in her house through the PHR, Michelle
showed where she needed help.

•

Josh’s epilepsy remained stable after the family’s last relocation because his treatment
plan was unaltered by his new doctors. Michelle was able to share with Josh’s new team
her copies of his records when there was a delay in the transfer of his hospital records.
From the seizure frequency chart, she had evidence of what happened the last time his
medication was changed.

•

Via Josh’s PHR, Michelle is learning from his school about how to support Josh to
become more independent. For example, Michelle learned about a spoon that would
make it easier for Josh to feed himself.

•

Michelle and her family’s biggest motivation for using the PHR is to allow Josh to
communicate what he needs and how he can be supported, in and out of health and
social care settings.

•

Michelle is very satisfied with the PHR because it is centred on Josh as an individual.
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Josh and Michelle’s journey – full story
Context
Josh and his family have recently moved to a new area. Michelle has set up a series of appointments
with Josh’s new care team and found him a place in a school. She struggles to keep track of who’s
who – before they moved, Josh had 17 professionals, six All about me forms and a 40-page care plan.
As she goes through the appointments, Michelle finds herself describing again and again the
symptoms and severity of Josh’s conditions and the things that he cannot do. She wonders how the
‘professionals’ would feel if they had to spend their day reciting over and over the most painful parts
of their child’s life. She doesn’t doubt their intentions but she leaves feeling that they do not know
her wonderful son any better than when the meetings started.
Michelle’s first appointment at the epilepsy clinic does not go well. Josh doesn’t like to be spoken to
directly by people he doesn’t know, and he becomes increasingly agitated when he is questioned by
the doctor.
The doctor queries the high dosage of epilepsy medication that Josh takes and, against his mother’s
wishes, the doctor recommends reducing the dosage. This happened the last time they moved and it
resulted in Josh having more seizures. Michelle doesn’t know how much of this is in Josh’s notes or if
all the notes have been forwarded yet.
Introduction to the PHR
Josh’s social worker, Theresa, suggests to Michelle that she should support Josh to develop an
electronic record. Theresa describes it to Michelle as an easy-to-build personal website that will
allow her to upload videos of Josh, showing things he can do, how he communicates and what to do
if he has a seizure. It can be shared with his care team. Theresa also says that Michelle will be able to
hold a copy of Josh’s health and social care records securely, to share with health professionals as
needed.
•

Michelle feels anxious about introducing Josh to a new care team and school.

•

She feels sad and angry that she has had to repeat Josh’s history to numerous
professionals.

•

She feels frustrated that Josh’s new team is not seeing who he is.

•

She fears that Josh’s needs will not be fully met by a team that does not know him.

•

Michelle regrets that she had not prepared the doctor adequately for the appointment
with Josh.

•

She feels angry that Josh’s medication is being changed again.

•

Michelle fears that Josh’s seizures will increase again.

•

She feels relieved to hear about the electronic record and she is keen to get one for
Josh.

Preparation for adopting the PHR – period from decision to adopt the PHR until the first login
Michelle attends a workshop run by the local authority. It is a fun and interactive session where she
and some of the people who will be supporting Josh get a chance to develop their own PHR.
Michelle is really pleased to see that the focus is on giving Josh a voice and on his skills, aspirations
and needs. She can see the PHR as a tool to facilitate genuine collaboration between her and
education, health and care professionals.
•

Michelle feels pleased that she got a chance to practise developing a PHR.
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•

She feels more confident that professionals would support the website.

•

She is hopeful that the website will lead to greater collaboration between her and Josh’s
care team.

•

Michelle feels excited that Josh will have a voice.

Adoption and early use – period covering the first 4 weeks of use
Michelle explains the website to her family over dinner. Ben is particularly excited about the idea of
developing videos and Phil, Josh’s dad, is enthusiastic too. After dinner they start to populate the
website together. Michelle records a video of Josh drawing and playing with his brother. Ben records
a video to explain how Josh communicates and what others need to know to understand him better.
Later that evening, Josh has a seizure. Phil records Michelle looking after Josh and explaining what
she is doing and why. The next day Michelle gives permission for the school to access the videos and
she asks that the teachers and assistants watch them to learn how to communicate with Josh and to
keep Josh safe when he is having a seizure.
Over the coming weeks, the family add more videos – of Josh swimming and on days out. Josh
enjoys looking at the videos in the evening with his dad and his dad is amazed at what he is
achieving. Josh has a go himself and films his brother in the garden. That video is Josh’s favourite
video and he watches it a lot.
Michelle starts to access the health and care records and she notices that Josh’s school’s name is
wrong. She messages the team to ask them to correct it. She adds the contact names and numbers
for all the relevant services and is pleased to have the information all in one place.
•

Michelle feels delighted to see how Josh is progressing.

•

She feels delighted that there is a quick and effective way to communicate with his care
team.

•

She is pleased that the real Josh is being seen.

•

Michelle is pleased that Josh is able to be involved in adding content to the website.

A PHR as a communication tool
Over the months, Josh’s website gets added to. Michelle is really pleased with how easy it is to add
and delete videos and documents. Josh’s dad Phil continues to watch the videos with Josh every
evening.
As Michelle feared, Josh’s seizures become more frequent. She arranges another appointment at the
epilepsy clinic. This time she brings Josh’s PHR. Before the appointment starts, Michelle shows the
doctor the 2-minute clip about how best to communicate with Josh. The doctor takes this on board,
and his behaviour helps to put Josh at ease during the consultation.
The doctor asks about Josh’s seizures. Michelle explains, but she doesn’t feel that she can describe
the seizures properly. She uses Josh’s website to show the doctor a video of a seizure and the chart
that shows their frequency. The doctor prescribes medication at the previous level.
•

Michelle feels relieved that Josh did not feel unnecessary distress because of the doctor
speaking to him in a way that agitates him.

•

She felt that the video of Josh’s seizure communicated more effectively than she could
have done on Josh’s behalf.

•

She feels relieved that the medication dose had been raised.
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A PHR as a person-centred tool
Josh and his family continue to use the electronic record. Michelle has learned about things that Josh
can do from videos taken at school. This surprises and delights her. For example, the school uses a
different shaped spoon that allows Josh to feed himself. She is keen to reinforce the learning at
school by encouraging Josh at home.
Phil comes home with the news that because his company is merging, the family will have to move
again. Michelle is anxious about what this will mean for Josh.
As she prepares to move, Michelle asks the school and other care professionals, including Josh’s
epilepsy clinic team, to upload to the PHR any documentation that they write regarding Josh’s
transfer of care. She invites them to record videos from their sessions that show what Josh is
achieving and how he likes to work.
Josh and his family move. This time, things are less stressful for Josh and his family. Michelle makes
all the relevant appointments and she records the new contact details as she goes along. Prior to the
meetings, she shares sections of the PHR with the professionals. This time instead of starting with
Josh’s conditions and what he can’t do, the meetings start with a short clip of Josh swimming, horse
riding and playing with Ben. Michelle feels that the professionals know Josh a little better and are
more interested in him – they see him as more than a file or a report.
Josh attends a care review meeting and he uses the PHR to show what he has achieved in the past
year. It is the first time that he has been able to sit through a meeting, and Michelle believes that the
PHR is key to keeping him there. Josh chooses one video that shows the family getting ready in the
morning. It is really helpful in terms of getting Michelle the extra support she needs at that time of
day.
Things go more smoothly at the epilepsy clinic too. Michelle shows the doctor a copy of Josh’s
records that haven’t arrived yet. She shows him the video of Josh’s seizure and the chart showing
the frequency of his seizures. The doctor does not lower Josh’s medication.
It is Josh’s first day at his new school and Michelle drops him off, knowing that the school has what it
needs to be able to look after Josh’s needs and to work with her and Josh over the coming years.
•

Michelle feels more settled and in control.

•

She feels that Josh is being seen and heard.

•

She feels that Josh’s needs are more likely to be met.

•

Michelle feels reassured.
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Josh and Michelle’s journey matrix
Josh is 8 years old. He is kind and generous and he has a good sense of humour. Josh has autism and epilepsy. They are not who he is – they are a part of him. His autism means that he cannot communicate in the
same way as his brother, Ben. His mum, Michelle, aged 36, has had what feels like a long struggle to get Josh’s voice heard and to get both Josh and her family the support that they need. This struggle is ongoing as
Josh grows and his needs change. It is compounded by the family’s frequent moves due to his dad’s job. Michelle has not worked since Josh was born, but she will get a part-time job at Josh’s school when he is 10 years old.
1. Introduction to the PHR
(day 1)
•
Doing

Thinking

Introduces Josh to his new care
team and books appointments
• Visits Josh’s epilepsy clinic
• Meets with the school to discuss
Josh’s care
‘I have to recite over and over again
the most painful parts of my child’s
life. Why can’t they have access to
Josh’s records already?’
‘Why can’t they see Josh as an
individual? How can they know what
he is capable of if they don’t see him?’
‘I wish the new doctor hadn’t lowered
Josh’s medication. I know that he will
have more seizures. How can I
communicate his needs better?’

2. Preparation for adoption
(week 3)
•

Attends an introductory workshop
on the PHR, attended by parents
and professionals

‘I can use this. It is so easy to upload
videos and documents.’
‘This can develop around Josh, his
skills, aspirations and needs. I can help
to give him a voice through the
videos.’
‘I can see this as something that will
help me to work with Josh’s education,
health and care professionals to get
him what he needs.’

3. Adoption and early use
(weeks 3 to 7)
•

Explains the PHR to the family
Practises uploading videos
• Shares videos with Josh’s care
team
• Corrects errors in Josh’s record
‘The video is a great way to let the
school know how Josh communicates
and how to care for Josh when he has
a seizure.’
‘The school needs to watch this video
and learn. There is no excuse for them
to not look after Josh properly when
he has a seizure now.’
‘Josh is adding to the PHR himself. It is
great that he likes making and viewing
videos.’

‘The PHR sounds like it could help.’

Feeling

Sad

Confident that Josh will get better care

Angry

Hopeful that the website will lead to
greater collaboration with Josh’s care
team

Frustrated
Scared
Relieved to hear about the PHR

Pattern of PHR
use
Satisfaction with
the PHR

Pleased that Josh is adding content to
the website

‘It is nice to see Josh’s brother Ben
involved, helping him work the PHR.’
‘Josh was much calmer during this
appointment. The PHR really helped
the doctor to know how to be with
Josh.’
‘I knew exactly how many seizures
Josh had had and when. The doctor
saw them on a graph – a language he
understands.’
‘Showing the doctor the videos of
Josh’s seizure was like Josh showing
the doctor himself.’

5. The PHR as a person-centred tool
(year 2 onwards)
•
•
•

Watches video uploaded at school
Moves house
Meets Josh’s new health and care
teams
• Attend a review meeting
‘I am learning about Josh from the PHR too
– what he can do at school.’
‘I’m prepared. This time you will have the
full picture before you meet Josh and
change his treatment.’
‘I can see it. They see Josh as a person, not
a file. They are getting to know him.’
‘This is so different to last time; Josh is
participating in his care meeting.’
‘We’re working together for Josh.’

Reassured

Surprised

Relieved

Relieved

Proud

Reassured
Proud

Delighted that Josh is being seen

Not applicable

Once

Daily

From several times a week to daily

From several times a week to daily

Medium

High

High

High

High

•

•

•

•
•

•

•
User’s needs for
the PHR

Excited that Josh will have a voice

Relieved that there is a quick and
effective way to communicate with
Josh’s team

4. The PHR as a communication
tool
(week 8 to year 1)
• Continues to add videos to the
PHR
• Visits the epilepsy clinic because
Josh is having more seizures

•
•
•

Josh to be seen as an individual
and not an illness in the PHR
Josh’s achievements, needs and
aspirations to be recognised
Engagement from the wider care
team with the PHR
Communication tool
Multimedia capability

•

A session to explore the
capabilities of the system and how
it could be used
To see that professionals who are
working with Josh will be engaged
with his PHR

•
•
•
•

School staff who work with Josh
willing to use the PHR
Easily accessible on a smartphone,
but secure so that videos can be
recorded at short notice
Holds care provider records
Control over what is shared
Able to message the care team

Able to message the doctor
Able to capture and track seizures

•

The whole team involved in Josh’s care
being engaged with his PHR
Access to Josh’s previous records

Please note that the user journeys are based on a constructed patient telling their story. They are an amalgam of real patients or existing PHR. The journeys have been created from analysis of nine focus groups and 27 interviews with
PHR users, former users and non-users to illustrate their thoughts, experiences and needs. The user journeys are grounded in qualitative data.

