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Data Protection Act 2018 (UK General Data Protection Regulation — GDPR)
Legislation.

The Trust has a duty under the Data Protection Act 2018 and UK General Data Protection
Regulations 2016/679 to ensure that there is a valid legal basis to process personal and
sensitive data. The legal basis for processing must be identified and documented before
the processing begins. In many cases we may need consent; this must be explicit,
informed, and documented. We cannot rely on opt out, it must be opt in.

Data Protection Act 2018 and UK General Data Protection Regulations 2016/679 is
applicable to all staff; this includes those working as contractors and providers of services.

For more information about your obligations under the Data Protection Act 2018 and UK
General Data Protection Regulations 2016/679 please see the Information Use Framework
Policy or contact the Information Governance Team.

Royal Cornwall Hospital Trust  rch-tr.infogov@nhs.net
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This Standard Operating Procedure (SOP) should be read in conjunction with the
following policies / Documents:

e https://www.england.nhs.uk/publication/implementing-phase-3-of -the-nhs-

response-to-the-covid-19-pandemic/

e RCH Consent policy - Link.

1. Introduction

1.1.

1.2.

1.3.

1.4.

1.5.

2.1.

2.2.

Patient initiated follow-up (PIFU) describes when a patient (or their carer) can
initiate their follow-up appointments as and when required, e.g., when symptoms
or circumstances change.

This SOP defines the process, roles, and responsibilities for the following:
¢ Identifying which patients PIFU is right for.

¢ Moving a patient onto a PIFU pathway.

e Booking appointments which have been initiated by a patient.

e Managing patients who do not initiate an appointment within the PIFU
timescale.

e Discharging or booking reviews at the end of that patient’'s PIFU
timescale.

¢ Monitoring compliance.

The Royal Cornwall Hospital (RCH) Dermatology department has successfully
implemented PIFU within another dermatology sub-specialty clinic (Genital
clinics, and Cutaneous Squamous Cell Carcinoma) and this SOP further
progresses implementation of further services under the PIFU arrangement.

The focus of this SOP is the safe implementation of PIFU for patients with
Chronic Inflammatory Skin Conditions requiring follow up.

This version supersedes any previous versions of this document.

Purpose of this Standard Operating Procedure

This SOP aims to ensure that a specific cohort of Dermatology patients receives
the required standards of care when on a PIFU pathway.

This SOP will:

e Define the process, roles and responsibilities of relevant patients and staff
involved in this PIFU.

¢ Identify which patient group this PIFU is appropriate for.

e Confirm the process for transferring an appropriate patient onto this PIFU

Procedure for Patient Initiated Follow-Up (PIFU) for the Dermatology Department patients who have Chronic
Inflammatory Skin Conditions Standard Operating Procedure V2.0

Page 4 of 22


https://www.england.nhs.uk/publication/implementing-phase-3-of%20-the-nhs-response-to-the-covid-19-pandemic/
https://www.england.nhs.uk/publication/implementing-phase-3-of%20-the-nhs-response-to-the-covid-19-pandemic/
http://doclibrary-rcht-intranet.cornwall.nhs.uk/RoyalCornwallHospitalsTrust/Intranet/DocumentsLibrary/Search/DocumentLibrarySearch.aspx?searchterm=consent+policy+&_gl=1*1olnil8*_ga*MTg4Mjk0NTg2Mi4xNzUyNDgxODcw*_ga_ZR2PCYHL0E*czE3NjQwNzk4MTEkbzIwMyRnMCR0MTc2NDA3OTgxMSRqNjAkbDAkaDA.

pathway.

¢ Identify the process for booking clinic appointments which have been initiated
by a patient.

¢ Identify the process for managing those patients who do not initiate an
appointment within the PIFU timescale requirements.

e Define the process for discharging or booking reviews at the end of a patient’s
PIFU timescale.

e Confirm the process for monitoring compliance with this SOP.

e Ensure the correct RTT status is used when requesting a PIFU appointment.

3. Ownership and Responsibilities
3.1. This SOP applies to:
¢ All clinical staff responsible for managing referrals and access plans.

¢ All administrative staff responsible for managing referrals, access plans and
bookings.

e Operational managers.

¢ Information Management teams.

e Performance teams.

e Care Group Management teams.

3.2. Role of the Service Manager

Operational managers are responsible for:

e Ensuring all relevant staff are aware of and following this SOP.

e Ensuring there is a clear process for patients to contact the service for a PIFU
appointment and that this process is clearly articulated to the relevant
patients.

e Ensuring that there is a designated PIFU coordinator for the service.

e Ensuring responsibilities are agreed with the Booking team.

e Having a clear plan in place to manage capacity so that PIFU appointments
can be accommodated in the relevant clinic within the agreed maximum
waiting time, and that PIFU appointments are equally prioritised in line with

other waiting list targets.

e Ensuring any clinic template changes reflect how patients will be booked into
the system, and all staff are fully aware of and understand the process.
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e Ensuring the information provided on Dermatology PIFU clinics, on the RCH
website is accurate.

e Providing the appointment booking team and PALS with up-to-date contact
details for the PIFU service coordinator.

¢ Monitoring, validating, and reviewing the PIFU report from the Information
management team via the RTT performance team.

e Setting up a system for capturing staff and patient feedback; monitoring it
regularly so that any issues can be addressed, and process refined.

3.3. Role of Individual Staff
3.3.1. Clinicians

e Agree a clinical protocol that includes clear criteria and follow up
timescales for the identified patient group.

e Have a shared decision making conversation with the patient
explaining the options, risks and benefits.

e Ensure that the patient understands the PIFU process and agrees to
being on the PIFU pathway, and what will happen at the end of it.

e Educate the patient about self-management, develop a personalised
care and support plan and share it with the patient.

¢ Provide information about symptoms to watch for, patient information
leaflet and a completed ‘guide card’ to the patient.

¢ Indicate correctly on the clinic outcome form that the patient should be
placed on a PIFU pathway and for how long.

e Explain in the clinic letter that the patient is on a PIFU pathway and
exactly how the patient can activate a follow up appointment within
the specified timescale.

¢ Share information about the specific patients’ PIFU with the patient’s
GP.

e Carry out a ‘Triage’ on the patients when they request a PIFU
appointment.

e Ensure clinical decision to restart the PIFU clock; or mark the patient
for automatic discharge/review at the end of their timescale, at their
PIFU consultation.

¢ Decide on further management if a patient does not attend their
appointment, such as discharge the patient or rebook a further follow
up appointment.
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3.3.2.

3.3.3.

3.34.

Specialty team

(Including nurses, administrators, medical secretaries etc).

Send the condition-specific information leaflet to the patient with
symptoms and signs for initiating a PIFU appointment.

Call the patient back and complete triage as required, when prompted
by the Booking team to discuss/arrange a clinic appointment.

Arrange appointment with clinician as appropriate following the triage
within the agreed timescale.

Nominated PIFU administrators /Coordinators

Ensure that all PIFU patients are provided with a clinic appointment or
discharged from the request list.

Ensure adequate stock of ‘Guide Cards’ and ‘PIFU Patient
Information leaflets’.

Remotely monitor all patients on the PIFU pathway, close down
referrals and discharge patients where appropriate (including when a
clinician decides to discharge a patient following a DNA) with a letter
to the patient and their GP.

Escalate any lack of capacity to the relevant operation managers to
ensure capacity can be found.

Monitor patients with management plan reviews and arrange
telephone review appointments as required.

Outpatient booking centre

Check that the PIFU order is open and within the agreed time period
when a patient makes contact to request an appointment to allow
booking to commenc.

Identify and book into a follow-up clinic appointment with the original
clinician, where this is possible.

Send a confirmation letter after booking a requested PIFU clinic
appointment.

Book a follow-up appointment within the agreed maximum time of
contact. If this is not possible, obtain the patient’s contact details and
advise that the patient will be called back later the same/following day
to arrange an appointment. In such cases, communicate the patient
request to the relevant service PIFU administrator to arrange an
appointment.

Escalate any lack of capacity to the relevant PIFU administrators to
ensure capacity is sourced.
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3.3.5.

¢ Contact the patient to confirm their appointment when capacity has
been identified.

e Ensure that when a patient’s PIFU timescale has expired and patient
requests a PIFU appointment, that they are advised that they would
need a new referral through their GP.

Information management team

e Create and distribute a monthly performance monitoring report to
define number of patients on PIFU and patients awaiting patient-

initiated review.

¢ Monitor patient demographics and protected characteristics to ensure
PIFU is not exacerbating health inequalities.

¢ Monitor the impact of PIFU on service appointments and waiting lists.

¢ Monitor the list of PIFU patients flagged for ‘Review before discharge’
to the relevant booking team to arrange telephone appointments.

¢ Monitor the list of PIFU patients for those with ‘management plans
review’ and send to the PIFU administrators.
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4.1. Standard process for - Identifying patients for whom PIFU is
suitable

4.1.1. (See appendix 3.)

¢ Clinicians will be supported through the Royal Cornwall Hospital Specialty
Specific Guidance to identify which patients PIFU is suitable for.

e Specialty specific guidance is:
4.1.2. General inclusion criteria for patients to be suitable for PIFU:

e The patient is at low risk of urgent follow-up care and satisfies criteria
established by the specialty.

¢ The patient understands and accepts the risks and implications of
going on a PIFU pathway.

e The patient is confident and able to take responsibility for their care
for the time while they remain on the PIFU pathway, e.g., they do not
have rapidly progressing dementia, severe memory loss or a severe
learning disability.

e The patient understands which changes in their symptoms or
indicators mean they should get in touch with the service, and how to
do so.

e The patient has the tools they need to understand the status of their
condition (e.g., devices, leaflets, apps), and understands how to use
them.

e The patient has sufficient health literacy and knowledge, skills and
confidence to manage their follow up care (Patient Activation).

¢ The patient understands how to book their follow up appointments
with the service directly, and how long this option will apply for. For
some patients who are unable to book their appointments directly,
administrative staff at their GP surgery or care home may be able to
help.

4.2. Careful consideration and assessment should be given, if any
of the following criteria are met, as to whether PIFU is
appropriate for the patient:

e The patient’s health issues are particularly complex.

¢ The patient takes medicines that require regular and robust monitoring in
secondary care.

e The patient does not have easy access to the PIFU service (e.g., lack of
access to telephone).

Procedure for Patient Initiated Follow-Up (PIFU) for the Dermatology Department patients who have Chronic
Inflammatory Skin Conditions Standard Operating Procedure V2.0

Page 11 of 22



The patient has low levels of knowledge, skills, and confidence to manage

their follow-up care.

There is a clinical need to see the patient on a fixed timescale (i.e., timed

follow ups). In these cases, consider offering a blend of PIFU and timed
follow ups (e.g., for cancer pathways).

The clinician has concerns about safeguarding the patient.

4.3. Standard process for - Discussing PIFU with the patient during
consultation:

During a patient’s virtual or face-to-face consultation, the clinician offers PIFU to
the patient for whom they assess as suitable and has a shared decision making

conversation. The patient has the option to decline to move to the PIFU pathway
if it does not meet their individual needs or circumstances.

For patients who agree that PIFU is appropriate for them, the clinician:

Explains the symptoms to watch out for.

Explains to the patient how to manage their care at home and advises them of
the resources for patient education and supported self-management being
available on the following website:
https://www.england.nhs.uk/personalisedcare/supported-self-
management/supporting-tools/).

Explains the process on how the patient contacts the hospital when they need
to arrange an appointment within the specified timescale.

Where appropriate, the clinician will provide a personalised care and support
plan with the patient. The plan will include a section on the patient management
plan and whether they will require PIFU only or combined, timed follow-up
appointments in conjunction with PIFU appointments (based on clinical need).

Explain to the patient what will happen at the end of the specified timescale,
i.e., patients will be discharged or have a clinical review.

Explains to the patient that they have the option to go back onto the traditional
timed follow up pathway at any stage if PIFU is not working for them and how
to contact the department to arrange this.

4.4. Standard process for - Recording PIFU

The clinician updates the clinic electronic system (e.g., PAS system) noting the
following information:

The patient is on the PIFU pathway.

The timescales for PIFU is based on their clinical assessment for the
individual patient, i.e., how long the PIFU would be valid for, e.g. 2 or 3 years
(dependent on condition).
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e Whether the patient needs to be seen at a particular time (have a timed
follow-up appointment e.g., for tests) before the end of the specified timescale
(dependent on condition).

e What will happen at the end of the specified timescale, i.e., patients will be
discharged or have a clinical review (dependent on condition).

4.5. Standards process for - Communications

e The clinician writes to the patient and the GP with guidance on the symptoms,
how and when the patient should request a PIFU clinic appointment and
where relevant, alternative access points, e.g., Clinical Nurse Specialist
contact details.

e The specialty admin team sends a standardised information leaflet with advice
on the symptoms and signs indicating the patient should contact the service
along with their clinical correspondence.

4.6. Standard process for - Patients who contact the service during
their PIFU timescale

¢ If the patient wishes to have a follow-up appointment within the specified time
before the PIFU expires, they contact the service to request an appointment.
The specialty admin team check that they are on the PIFU pathway for the
specific sub-specialty and are within the required timescales (accessing
relevant clinical correspondence and the PAS system).

To note: A PIFU ordered by one specialty should not be used to book a
follow up with a different specialty.

e The specialty admin team either books an appointment with the specialty that
the patient wishes to see or arranges a call-back from the specialty team if
further clarification regarding the concern is required or if the patient is unable
to attend.

e If a triage is indicated, a member of the specialty team calls the patient to
understand the symptoms/issues the patient is having — the triage will be
undertaken by a member of staff qualified to do so. Triage will take place as
standard, within 2 working days.

e Following the triage, if required, the specialty admin team arrange an
appointment with the appropriate clinician within the agreed maximum waiting
time (dependant on condition and severity).

¢ At the clinic appointment, the clinician will determine whether to:
» Restart the PIFU clock for the patient.
Or

» Approve them for automatic discharge or review, at the end of their PIFU
timescale.
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To note: If a patient’s query is resolved at clinical triage stage, then the
clinician responsible for triage should make this decision.

4.7. Standard process for - Activity at the end of PIFU timescale

The information team will produce a report of all patients who have reached the
end of their PIFU timescale in each of the below groups:

¢ Clinically identified as being safe to discharge at the end of their PIFU
timescale without review.

¢ Clinically identified as needing an appointment at the end of their PIFU
timescale.

This information will be monitored under the supervision of the Clinical Admin
Lead for Dermatology and actioned as appropriate.

4.8. Standard process for - Discharging patients

The booking team will discharge all PIFU patients listed for automatic discharge
at their last consultation with a letter to the patient and the GP.

4.9. Standard process for - Patients requiring an appointment at the
end of their timescale

The specialty admin team will arrange an appropriate appointment — which can
be face to face or virtual.

4.10. Standard process for - Patients who request an appointment
after their PIFU timescales have expired

The specialty admin team will confirm expiry date on system and inform patients
that they are required to contact their GP for assessment and if required, a new
referral would need to be made by their GP.

5. Dissemination and Implementation
5.1. This policy will be available on:
e The RCHT Intranet.
e The Dermatology department folder on the shared drive.
e A paper copy will be available to view within the Dermatology
Department in the department sister’s office.

5.2. The Dermatology service manager, Departmental Sister and Dermatology
clinical lead are responsible for ensuring that all departmental staff, involved
with the PIFU process are aware of the SOP and are competent to carry out
their responsibilities within the SOP.
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6. Monitoring compliance and effectiveness

Information
Category

Detail of process and methodology for monitoring
compliance

Element to be

Compliance against care of patient with Chronic inflammatory Skin

monitored Conditions PIFU to be monitored.
The Dermatology clinical lead in conjunction with the Dermatology
Lead Clinicians responsible for care of patient with Chronic inflammatory
Skin Conditions.
Tool Audit.
Frequency Initially at 1 year then every 2 years.
Reporting The completed report will be reviewed at the Dermatology
arrangements Business and Governance meeting
Acting on

recommendations
and Lead(s)

Dermatology Clinicians responsible for care of patients with
Chronic Inflammatory Skin Conditions.

Change in practice
and lessons to be
shared

Required changes to practice will be identified and actioned within
3 months. A lead member of the team will be identified to take
each change forward where appropriate. Lessons will be shared
with all the relevant stakeholders.

7. Updating and Review

Review and update every 3 years.

8. Equality and Diversity

8.1.

This document complies with the Royal Cornwall Hospitals NHS Trust service

Equality and Diversity statement which can be found in the Equality Diversity
And Inclusion Policy or the Equality and Diversity website.

8.2. Equality Impact Assessment

The Initial Equality Impact Assessment Screening Form is at Appendix 2.
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Appendix 1. Governance Information

Information Category Detailed Information

Patient Initiated Follow-Up (PIFU) for the
Dermatology Department patients who have
Chronic Inflammatory Skin Conditions Standard
Operating Procedures V2.0

Document Title:

Patient Initiated Follow-Up (PIFU) for the

This document replaces (exact title | Dermatology Department patients who have

of previous version): Chronic Inflammatory Skin Conditions Standard
Operating Procedures V1.0

Date Issued / Approved: December 2025
Date Valid From: December 2025
Date Valid To: December 2028

Alison Mclnnes, Dermatology Department,

Author / Owner: Specialist Services and Surgery.

Contact details: 01872 253263

Defined standards for patient initiated follow up
Brief summary of contents: (PIFU) of patients who have Chronic
Inflammatory Skin Conditions.

Suggested Keywords: Chronic Inflammatory Skin, PIFU Dermatology.
RCHT: Yes

Target Audience: CFT: No
CIOS ICB: No

Executive Director responsible for

. Chief Medical Officer.
Policy:

Approval route for consultation and | Speciality Business and Governance meeting,
ratification: Care Group Governance Meeting.

Manager confirming approval

processes: lan-Moyle Browning, Head of Nursing (HoN).

Name of Governance Lead
confirming consultation and Michele Reed.
ratification:

bad.org.uk/Setting-up-patient-initiated-follow-ups-

Links to key external standards: for-people-with-skin-conditions.
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Information Category Detailed Information

e https://www.england.nhs.uk/personalised
care/supported-self-
management/supporting-tools/)

Related Documents:
e https://www.england.nhs.uk/publication/i

mplementing-phase-3-of -the-nhs-
response-to-the-covid-19-pandemic/

Training Need Identified: No.

Publication Location (refer to Policy

on Policies — Approvals and Internet and Intranet.
Ratification):

Document Library Folder/Sub

Folder: Clinical/Dermatology

Version Control Table

Version
Date Number Summary of Changes Changes Made by
Januar Sarah Carswell Skin
y V1.0 Initial issue. Cancer Clinical Nurse
2022 o
Specialist.
December Sarah Carswell, Skin
V2.0 Full review — no changes. Cancer Clinical Nurse
2025 o
Specialist.

All or part of this document can be released under the Freedom of Information Act
2000.

All Policies, Strategies and Operating Procedures, including Business Plans, are
to be kept for the lifetime of the organisation plus 6 years.

This document is only valid on the day of printing.
Controlled Document.

This document has been created following the Royal Cornwall Hospitals NHS Trust The
Policy on Policies (Development and Management of Knowledge Procedural and Web
Documents Policy). It should not be altered in any way without the express permission of
the author or their Line Manager.
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Appendix 2. Equality Impact Assessment

Section 1: Equality Impact Assessment (EIA) Form

The EIA process allows the Trust to identify where a policy or service may have a negative
impact on an individual or particular group of people.

For guidance please refer to the Equality Impact Assessment Policy (available from the
document library) or contact the Equality, Diversity, and Inclusion Team

rcht.inclusion@nhs.net

Information Category

Detailed Information

Name of the strategy / policy / proposal /
service function to be assessed:

Patient Initiated Follow-Up (PIFU) for the
Dermatology Department patients who have
Chronic Inflammatory Skin Conditions
Standard Operating Procedures V2.0

Department and Service Area:

Dermatology, Specialist Services and
Surgery

Is this a new or existing document?

Existing.

Name of individual completing EIA
(Should be completed by an individual with
a good understanding of the Service/Policy):

Sarah Carswell, Skin Cancer Clinical Nurse
Specialist.

Contact details:

s.carswell@nhs.net

Information Category

Detailed Information

1. Policy Aim - Who is the
Policy aimed at?

(The Policy is the
Strategy, Policy,
Proposal or Service
Change to be assessed).

RCH Staff member managing patients diagnosed with
cutaneous squamous cell carcinoma.

2. Policy Objectives

To outline the safe, standardised management of patient
initiated follow up for RCH patients diagnosed cutaneous
squamous cell carcinoma.

3. Policy Intended
Outcomes

Safe identification and management of RCH patients
diagnosed cutaneous squamous cell carcinoma.

4. How will you measure
each outcome?

Initial 6-month audit — ongoing annual audit.

5. Who is intended to

benefit from the policy? | 21eS:
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Information Category Detailed Information

o Workforce: Yes
6a. W_ft‘;’?did you consult e Patients/ visitors: No
with?
e Local groups/ system partners: Yes
(Please select Yes or No
for each category) e External organisations: Yes
e Other: No
Please record specific names of individuals/ groups:
6b. Please list the e Dermatology managing clinicians.

individuals/groups who | Skin cancer MDT.
have been consulted
about this policy. e Peninsular Cancer Alliance.

e British Association of Skin Cancer Nurses.

6¢c. What was the outcome

of the consultation? Approved.

6d. Have you used any of | National or local statistics, audits, activity reports,
the following to assist | Process maps, complaints, staff, or patient surveys:

your assessment? No.

7. The Impact

Following consultation with key groups, has a negative impact been identified for any
protected characteristic? Please note that a rationale is required for each one.

Where a negative impact is identified without rationale, the key groups will need to be
consulted again.

Protected Characteristic (Yes or No) | Rationale
Age No
Sex (male or female) No

Gender reassignment
(Transgender, non-binary, No
gender fluid etc.)

Race No

Disability (e.g. physical or
cognitive impairment, mental
health, long term conditions
etc.)

No
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Protected Characteristic (Yes or No) | Rationale

Religion or belief No

Marriage and civil

partnership No
Pregnancy and maternity No
Sexual orientation (e.g. gay, No

straight, bisexual, lesbian etc.)

A robust rationale must be in place for all protected characteristics. If a negative
impact has been identified, please complete section 2. If no negative impact has been
identified and if this is not a major service change, you can end the assessment here.

| am confident that section 2 of this EIA does not need completing as there are no
highlighted risks of negative impact occurring because of this policy.

Name of person confirming result of initial impact assessment: Sarah Carswell, Skin Cancer
Clinical Nurse Specialist.

If a negative impact has been identified above OR this is a major service change, you
will need to complete section 2 of the EIA form available here:
Section 2. Full Equality Analysis
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Appendix 3. PIFU Specialist Guide, Potential Case Examples

¢ No further treatment options in
primary care.

e Where next step would be
omalizumab or
immunosuppressants.

Condition Patient Criteria Review and Discharge Period
Allergic o After identification of relevant patch | 6-12 months automatic
Contact test positive allergen. discharge if the patient has not
Dermatitis . . : re-accessed the service.
¢ Avoidance advice given.
e Written flare plans.
Eczema e Controlled disease on maximum Automatic discharge at 1-2
topical therapy. years if the patient has not re-
o Written flare plans provided accessed the service.
. Discharge dependent on
e Flares unpredictably. patient’s history with flare-ups.
e Requires prompt access.
¢ Able to self-manage.
Psoriasis e Flares unpredictably. If the patient is not on systemic
e Requi t treatment discharge at 1-2
€quires prompt access. years if they have not re-
e Able to self-manage. accessed the service.
e Written flare plans provided. If on systemic treatment,
. . consider a longer follow-up
* N(? further treatment options in interval with a PIFU in place for
primary care. earlier access if needed. Follow
e Post phototherapy or after cessation | up for patients on treatment
of systemic therapy. requiring monitoring.
Hidradenitis ¢ Disease controlled on maximal 1-2 years automatic discharge if
Superitiva antibiotics. patient has not re-accessed the
¢ No further treatment options in sefvice.
primary care if flares.
e Unpredictable flares.
Paediatric e Controlled severe disease on 1-year automatic discharge if
Atopic maximum topical therapy. patient has not re-accessed the
Dermatitis o Written flare plans provided. service.
e Flares unpredictably.
Urticaria e On optimal systemic treatment. 1-2 years, automatic discharge

if the patient has not re-
accessed service.
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Condition

Patient Criteria

Review and Discharge Period

Vulval Lichen
Sclerosis or
Lichen Planus

Stable disease on topical therapy, does
not meet criteria for specialist
discharge.

Well controlled on maximal treatment
where routine follow up not required.

Written flare plans.
Red flag advice.

Review at 12 months in OPD or
discharge at 1-2 years
depending on which group
(locally agreed) and patient’s
history with flare-ups.

Wigs

¢ Alopecia patients

2 prescriptions per year
(services may differ in
allowance). No set discharge,
as typically ongoing/ long term.
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