ADVANCED PRACTICE

Helping nurses prepare
for uncertainty in clinical
practice

Based on a series of case studies of patients with long COVID, the authors
developed a framework to help GPNs to feel more confident in caring for
patients in situations such as pandemics, or when medical diagnoses are

unclear or unavailable

ANDREE LE MAY

PhD, BSc (Nursing Studies), PGCE (A)

School of Health Sciences, University of
Southampton, Southampton, UK

ANN MCMAHON

PhD, MSc (Nursing), BSc (Nursing)

Nursing and Health Care School, University
of Glasgow, Glasgow, UK

ALISON TWYCROSS

PhD,RN
University of Birmingham,
Birmingham, UK

ELAINE MAXWELL

PhD
London South Bank University, London, UK

LEARNING OBJECTIVES

The aim of this article is to encourage readers to:

® Promote person-centred, nurse-assessment
led care even when a medical diagnosis is
absent.

® Determine how to translate knowledge and
skills gained from one aspect of care to another.

® Act as primary care case-managers for people
with LTCs, especially long COVID.

® Consider how to use networks to access and
share knowledge when guidelines for care are
absent.

® Feel more confident caring for people in times of
uncertainty.
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hree years ago, we - four nurse

researchers, educators, and

practitioners — began discussing the
important but often overlooked role of
nursing in caring for people with long COVID.
Despite nurses' extensive experience
supporting individuals with long term
conditions (LTCs), there was little guidance on
effective care as long COVID emerged.
Frustrated by this gap, we secured limited
funding from Health Education England to
explore nurses’roles and perspectives in
managing long COVID. Based on our findings,
we have developed a series of best practice
ideas and identified 10 key elements of care
to better prepare nurses for future pandemics
and caring for patients with unknown
conditions or who have no definitive
diagnosis.

WHAT WE DID

First, we interviewed three people with long
COVID and constructed three very different
case-studies from their experiences (see
https://www.fons.org/resources/nursing-
long-covid-and-beyond for details). We then
invited selected clinical nurse specialists who
care for people living with long-term
conditions to review our case studies to see
what we could learn from their experience
and expertise, and asked them to provide
evidence to support their ideas. This group
included specialists in respiratory nursing,
neurological nursing, occupational health
nursing, rare-disease nursing, cancer nursing
and mental-health nursing. We then collated

this information to form a clear set of ideas on
the distinct nursing contribution to care for
people with long COVID, which could be used
in multiple settings and complement the
consultation guide developed by Janes and
colleagues.’

WHAT WE FOUND

1. Living with uncertainty

Long COVID is now a recognised condition,
and we have a better understanding of the
trajectory of symptoms, underlying
mechanisms, and treatments to improve
people’s health. However, it still exhibits a
level of uncertainly as patients do not all
present in the same way.2 The symptoms of
long COVID are heterogeneous, multisystemic
and can change over time, complicating the
lives of those living with it.* In addition, the
duration of long COVID varies widely.* Long
COVID patients, like many people with an LTC,
live with a measure of uncertainty that
impacts their daily living, mental health and
well-being.> The lack of awareness among the
public and healthcare professionals along
with a lack of testing also mean that many
people have unrecognised long COVID.

The nurse’s role is to support patients
living with this uncertainty to help them to
self-manage their condition, and to enhance
their well-being and quality of life.5” This
starts with listening to their story, their
diagnosis - if they have one - and finding out
how it affects them, including any loss of
identity and role (both professional and
personal). Other support includes
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considering mental health referral,

improving access to psychological

therapies, signposting people to support
from the third sector and/or spiritual
support — being careful not to imply that
you think all the patient’s symptoms are‘in
their head' Peer support groups may also
be helpful.

NICE® suggests the following:

@ Discussing with the person (and their
family or carers, if appropriate) the
options available and what each
involves.

@ Using shared decision-making to agree
what support and rehabilitation is
needed, including how and when it
should be provided.

® Providing advice and information on
self-management. Managing specific
symptoms appropriately.

@ Considering social prescribing options
and psychotherapeutic support from
other practitioners or external
organisations such as the ME
Association.

2. Not being listened to —
‘people don’t understand because
this is new’
Acknowledging the importance of lived
experience is vital in this context because
the person is the expert in their own
difficulties.’ Listening helps them to feel
supported and believed and helps others
understand what they are experiencing,
enables partnerships to develop and nurses
to act as trusted advocates.

In rare or emergent diseases, people may
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have spent years not being believed, seeing
various specialists, and receiving several
misdiagnoses. In these instances the
opportunity to share their stories is hugely
important. It isimportant that enough time
is provided for discussion. Support might
include communicating between specific
patients and specialist services, and
speaking up for a patient who may not be
able to do so themselves.

3. Impact on family and carers
Caregivers play an essential, often unseen or
unrecognised, role in caring for people with
LTCs.’® Nurses are in a unique position to
validate their role as carers and lessen the
impact the illness has on their lives too."
Often, informal caregivers are not
adequately prepared or trained for this
complex role."

Caregivers'needs should always be
considered,'* for example, by using a tool
such as CSNAT (Carer Support Needs
Assessment Tool). This enables carers to
identify and prioritise where they need more
support.” This can be used alongside the
Support Needs Approach for Patients (SNAP)
tool which enables patients to identify and
express their unmet support needs.'

4. Impact on partners, children,
immediate and extended family
It is important to focus on the network of
relationships supporting people with long-
term illnesses. This may include providing
psychological and emotional support for
partners.’
Support to help children understand

what is happening, and any behavioural
challenges, when a parent has chronic illness
may also be necessary, and may include
liaising with nursery or school staff/health
visitors or school nurses/social services and
the GP. There may be issues for the children
if the parents are not able to care for them
adequately, so this needs careful assessment
and handling by the healthcare team. For an
example, see Sheffield Children
Safeguarding Partnership at https://www.sa
feguardingsheffieldchildren.org/

5. ‘Blocking out what has
happened’

Research shows trauma symptoms can
occur following COVID infection'® and may
result in attempts to block out negative
experiences and/or deal with the traumatic
aspects of being unwell and having to make
life-changing alterations. Such cognitive
avoidance may perpetuate psychological
difficulties associated with the traumatic
experience. Taking a trauma-informed
approach may be beneficial because it
acknowledges the existence and
psychological consequences of traumatic
experiences."”

6. ‘Learning how to create a new
version of me due to long COVID’
Re-defining and adapting to the challenges
experienced are important — nurses can
have a role in this, but they should tread
carefully. The nurse's role should focus on
facilitation and support for self-
management, through co-creating self-
management programmes, interventions, or
services for people with long COVID." There
might also be opportunities for the person
to become involved with educating health-
care professionals about long COVID."

Returning to life as it was before
COVID-19 may not be achievable for
everyone with long COVID. This needs
sensitive handling by all healthcare workers
as information regarding prognosis,
management and recovery times remains
sparse. Physical management of symptoms
is as important as emotional support, and
nurses need to keep up to date with new
approaches so they can discuss them with
patients and families. The Living Well with a
Disability website may be useful - see
https://www.helpguide.org/wellness/
health-conditions/living-well-with-a-
disability.
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ACTIVITIES

® Consider how the long COVID case-studies
used in this project are similar /dissimilar to your
patients’ and their families’ stories (see
https://www.fons.org/resources/nursing-
long-covid-and-beyond for details). How do
this project's findings help you in your everyday
practice? Could you use some of these findings,
and the evidence provided in this article?

® Reflect on your working environment and
consider how you might implement the 10
elements of preparedness in Box 1. Discuss this
with your practice team so you can be more
prepared for unexpected events in the future.

7. Financial consequences
Financial consequences of long COVID may
include reduced income, changed
employment status or ability to work in the
same role without modification, and
needing adaptations to the home
environment. Nurses should ask about
these concerns and refer to the Citizens’
Advice Bureau /local benefit
advice/supportive agencies/charities.

8. Pressure to spend on
treatment

People with LTCs often look for ways to
improve their health and well-being.
However, some purported treatments for
long COVID have not been studied, and are
risky, expensive and do not have clear
benefits. Helping patients assess the
benefits (and costs) of such approaches may
be part of a consultation. In these situations
nurses may use self-management/patient
activation techniques to identify priorities,?
and strengthen decision-making.

MANAGING SYMPTOMS

Undertake a comprehensive

holistic assessment

Holistic assessment is at the centre of

general practice nursing and should include

advice on:

® Ways to self-manage symptoms, such as
setting realistic goals.

® Energy conservation, pacing, planning
and prioritising.

® Who to contact if they are worried about
symptoms or need support.

® Sources of advice and support, including
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support groups, social prescribing,
online forums and apps, such as the ‘My
Long COVID' app.?

® Encouragement to keep a symptom
diary may be helpful too.

Impact of physical symptoms

on mental health

People may experience many symptoms
which have a negative impact on their
mental health. Often people living with LTCs
will experience some form of mental health
difficulty, so it is important to carry out
mental health assessments, refer
appropriately and evaluate the effectiveness
of any supportive measures.

Using an integrated approach which
combines medical, psychosocial, and
alternative approaches and draws from
learning in other areas (e.g., fibromyalgia,
chronic fatigue syndrome) may prove a
useful strategy.”’

Individualised treatment priorities may
include managing energy levels,
maintaining mood, and developing coping
skills. This may include cognitive
behavioural therapy (CBT), if available, and if
it has not been tried before.

It might also be useful to develop a
personal WRAP (wellness, recovery, action,
plan) in partnership with the person. WRAPs
promote self-management, are widely used
within mental health services, can help
recovery, and promote long-term well-
being.2

Feelings of despondency
Feelings of despondency need to be
acknowledged, and motivational
interviewing may be helpful in reducing
them.

However, sensitive screening is
important here too, to rule out depression,
since people use different words and
terminology to describe how they feel. If a
patient says they are depressed, it might be
useful to explore what the person thinks
about mental health generally and their
own mental health. It is also possible the
person feels they are being dismissed
because people think they have mental
health difficulties, so seeking clarification
would be useful.

Screening needs to be done
compassionately using a valid and reliable
screening tool e.g. PHQ9, or the 5 Areas
Assessment.?*

There are several support tools for
people with sub- or non-clinical mood
difficulties which might be useful
(e.g. Problem-Solving Therapy, Behavioural
Activation, CBT-based self-help).?

Monitoring and managing fatigue
Some people with LTCs experience altered
sleep patterns, crushing tiredness and post-
exertional malaise.

Advice may be informed by other
conditions where chronic fatigue occurs and
referral for specialist assessment may be
appropriate.

Post-exertional malaise and/or post-
exertional symptom exacerbation may limit
what they can do to aid recovery.

Providing supportive sleep hygiene
advice is important. The Sleep Council has
many useful resources, including Practical
sleep tips for adults, available at
https://thesleepcharity.org.uk/information
-support/useful-resources/.

Titrating and monitoring responses to
interventions to promote sleep and alleviate
fatigue are important, so a symptom/
response diary could be useful.

Encourage patients to keep a diary of
what makes fatigue worse, better or makes
no difference over the course of 3-6 weeks.
Depending on findings, participation in a
fatigue management course may be
suggested (e.g. the MS Society’s online
workshop).

Consider carrying out full blood
screening to eliminate other possible causes
of fatigue, e.g, B12, folate, low iron, and
check Vitamin D levels. There is a link
between low vitamin D levels, fatigue and
multiple sclerosis. Consider referring for a
neurological assessment or to other
professionals e.g. occupational health,
physiotherapy, occupational therapy,
nutritionists as required.

NAVIGATING THROUGH OTHER
SERVICES

People with long COVID still struggle to
access healthcare.?® They continue to
experience systemic barriers to accessing
care and challenges navigating the
unknowns of long COVID.?” Nurses can act
as care system navigators, supporting
people with long COVID - and other LTCs -
and their carers, to navigate the
complexities of healthcare systems. Nurses
also may have a role as case managers,
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chasing up referrals from other services,
disciplines and specialist nurses.

Nurses are skilled listeners, and it is
important to listen to and validate the
experiences of people with long COVID.
They need support to process the
emotional landscape of their condition,
their changing limits to daily living, grief
and loss of former identity and learning to
cope with persisting symptoms.?

Developing a sound relationship is vital.
Empathy and active listening are essential.
Where care is undertaken by a
multidisciplinary team (physiotherapist,
social worker, occupational therapist), the
nurse can help to navigate patients through
such services as well as support groups.

When patients have concerns about
their care, nurses should direct them to the
local Patient Advice and Liaison Service
(PALS) or Healthwatch for advice.

BEING BETTER PREPARED

One thing that came out of our findings was
that nurses, people with long COVID, and
their family and carers were constantly
facing uncertainty and had very little help.
So, we asked ourselves, what learning could
we add from colleagues who may have
nursed people with similar uncertain
conditions?

We considered the experience of nursing
in relation to HIV/AIDS as an example. The
early impact of HIV was profound, and the
lack of interventions at its outset led to
significant mortality. As time passed and
new pharmacological interventions were
developed, the disease transitioned from an
acute life-threatening one, into a long-term
condition with varying degrees of
morbidity. We thought there were
interesting parallels with the impact of the
COVID-19 pandemic, as well as notable
differences. While HIV/AIDS has transitioned
from an acute into a long-term condition,
COVID-19 has affected people on multiple
levels, from life-threatening to mild, from a
short- to long-term condition affecting
multiple organs and physical, mental and
social function.

The findings from this long COVID work
and our reflections on how nursing has
previously dealt with uncertainty enabled
us to produce a framework to inform nurses’
responses to new conditions of unknown
origin and unknown trajectory (Box 1). We
then sent this to a group of experts from
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varying nursing specialities for validation.
Having such a framework may help GPNs to
deal better with uncertainty and so feel
more confident in providing consistent and
coherent care in situations such as
pandemics, or when medical diagnoses are
not clear or available.

HOW COULD OUR FINDINGS
BE USED

At the personal level, a nurse can establish
and sustain a person-centred, therapeutic
relationship with the individual, and their
carers and family. This is possible through a
rolling, comprehensive assessment and
evaluation which identifies needs and helps
provide support when dealing with
uncertainty. Such a relationship can help a
person to live well with changing physical,
mental and social challenges and the

uncertainties that this brings.

At a system level, a nurse can help
patients and their families and carers to
navigate health, voluntary and social-care
services and they can act as a case manager
liaising across professional networks. In
principle, they could also make a significant
contribution to cross-discipline, cross-
organisational and cross-agency patient
records detailing assessments, interventions
and evaluation of what works. But we know
that, in reality, we are some distance away
from such integrated systems and
approaches being adopted in practice.
Learning how to enable such an approach
to function universally should be a system-
wide part of any preparedness agenda. This
could also facilitate peer support to others
and create an evidence base for practice
and policy.

BOX 1. A 10-ELEMENT FRAMEWORK FOR PREPAREDNESS?*

Building confidence and competence to work within uncertain circumstances by:
Drawing on, and adapting knowledge and skills used in other situations
Networking and sharing knowledge with others

Building and sharing an evidence base for practice

Building and sustaining relationships through:

Recognition and understanding of the ‘condition’

Making comprehensive, ongoing assessments of physical, mental and social well-being
Acting as a point of contact and referral

Person-centred style and service navigation and co-ordination

. Support and service navigation
For patients, carers, family, and professionals

. Symptom identification, management and prevention
Assessments, referrals, monitoring, symptom diaries and related advice
Using alternative services — e.g. social prescribing

1

[

[

[

2

[ ]

[

[

3. The nature of the consultation and ongoing support
[

4

[

5

[

[

® Pacing of advice and treatments
6

Information giving and referrals in relation to varied contexts e.g. work, family support

(may including safeguarding for instance),

Referral to occupational therapy for home adaptations and extra care

Self-help approaches e.g. pacing activities and rest

@® Mental health support (e.g. around uncertainty, loss of role/identity, comprehending
trauma)

7. Liaising with services — ongoing, follow-up/re-referral
8. Financial support advice

9. Coaching and orientation

® To empower decision-making, self-management (e.g. patient activation techniques)

® Living well with changed circumstances — adjusting to a new ‘normal’ and integrating
illness/recovery into everyday life

10. Promoting cross-disciplinary planning, review and policy development.

NOVEMBER/DECEMBER 2025 - PRACTICE NURSE 33



ADVANCED PRACTICE

At the policy level
(regional, national and/or
international), nurses can
work through their networks
to share intelligence and data,
drawing on lived experience,
assessing interventions and
outcomes, and identifying

patterns in the care
experience which can be used
by others to create wider
policy briefings.

Through these processes
nurses can collectively
develop and grow a model of
care and an evidence base. 4

Pacing
https://www.rcot.co.uk/learn-
about-occupational-therapy/o
t-advice/lift-up/energy

Long-term effects of long
coviD
https://www.nhs.uk/condition
s/long-COVID/

Long COVID: symptoms,
tests, treatment and support
https://www.bhf.org.uk/infor
mationsupport/heart-
matters-magazine/news/coro
navirus-and-your-
health/long-COVID

Peer support

Day HLS. J Medical Internet
Research; 2022
https://pmc.ncbi.nim.nih.gov/a
rticles/PMC9128729/

LEARNING POINTS

Somerton A, Jeffrey H.J
Health Psychology; 2024
https://journals.sagepub.com/
doi/10.1177/135910532412961
84

Returning to Work

® General practice nurses have a wealth of knowledge
that can be drawn upon when they are caring for

people in uncertain situations. Different presentations of

long COVID
https://www.sciencedirect.co
m/science/article/pii/S18760

® Promoting person-centred care with rolling
assessments and reviews is not only vital to

uncertainty for allinvolved.

providing sound care but also vital in reducing

e Telling other people what works (or not) in situations
of uncertainty can help others feel more confident
and deliver appropriate care to patients and their
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