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Abstract

The care paradigm for patients with human immunodeficiency virus (HIV) has changed from
managing an infectious condition with a suboptimal prognosis, to managing a long-term chronic
disease. The wellness thermometer is a tool that was developed to assist with monitoring the
biological, psychological, social and spiritual well-being of patients with HIV.

Aim To evaluate the effectiveness of using the wellness thermometer in healthcare consultations
with patients with HIV.

Method This was a service evaluation that was undertaken in three UK HIV clinics in 2014. After
using the wellness thermometer, patients and healthcare professionals completed a survey to
indicate whether they felt the tool improved their consultations.

Results A total of 23| patients completed the survey. It was found that 80% (n=185) of patients

felt the wellness thermometer helped to identify their concerns, while 79% (n=182) of patients felt
the wellness thermometer improved their conversation with the healthcare professional. Of the
|2 healthcare professionals who completed the survey, most felt that the tool helped patients to
identify their concerns (n=10) and that it was easy to use (n=l).

Conclusion There are several benefits associated with using the wellness thermometer in
healthcare consultations, and it may support patients with HIV to report any concerns they
have in relation to their treatment and quality of life. The authors envisage that the tool will
become a routine part of the care of these patients.
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THE TREATMENT OF human
immunodeficiency virus (HIV) has changed
significantly since the introduction of the
first antiretroviral therapies and subsequent
combination therapies (Antiretroviral
Therapy Cohort Collaboration 2008,
Thompson et al 2012). Mortality rates
have declined, with an increase in life
expectancy for patients with HIV of
around 13 years between 1996-1999 and
2003-2005 (Antiretroviral Therapy Cohort
Collaboration 2008).

Life expectancy for a 20-year-old
individual with HIV who is receiving

antiretroviral therapies in the US,
Canada or UK is comparable to the life
expectancy of a 20-year-old person in
the general population, often living into
their early 70s (Samji et al 2013). This is,
in part, a result of antiretroviral therapy
becoming increasingly tolerable, advances
in HIV treatment meaning that patients
are required to take fewer medicines as
well as the reduced side effects of these
medicines, alongside an increase in the
timely diagnosis of HIV (Antiretroviral
Therapy Cohort Collaboration 2008,
Thompson et al 2012).




While the care paradigm for HIV has
changed from caring for patients with an
infectious disease and suboptimal prognosis,
to long-term chronic infection treatment
(Degroote et al 2013), new challenges have
emerged from this change that affect the
quality of life of patients with the condition,
such as the burden of lifelong adherence
to antiretroviral therapies (Corless et al
2013). In addition, mental health issues,
such as depression, remain prevalent among
people with HIV, and guidelines have been
developed for the psychological support of
adults living with HIV (British Psychological
Society et al 2011).

Many patients with HIV experience
additional psychological pressures caused
by stigma and discrimination related to
living with the condition, which prevent
them from accessing healthcare services
or communicating their concerns. The
British Psychological Society et al (2011)
guidelines recommend that patients with
HIV should receive screening for their
psychological well-being every 12 months,
or at specific points that are known to
trigger or exacerbate mental distress, such
as starting treatment, disease progression,
bereavement and relationship issues. The
quality of life of patients with HIV may
be divided into physical, psychological,
social, and environmental concerns
(Table 1) (Basavaraj et al 2010, Tran et al
2012). Care for patients with HIV should
encompass all of these concerns to improve
patient outcomes.

Effective communication between
patients with HIV and healthcare
professionals is essential, because it can
affect patient satisfaction, adherence
to treatment, and health outcomes
(Laws et al 2012). The effectiveness
of the relationship between patients
and healthcare professionals depends
on factors such as participatory or
collaborative decision-making, general
communication, and trust (Schneider
et al 2004).

In many cases, individuals with
HIV do not actively engage with their
healthcare teams to discuss their well-
being. This may arise from a sense of
deference to healthcare professionals,
embarrassment, misplaced stoicism,
or an assumption that the healthcare
professional will ask the patient directly
about their well-being (Mimiaga et al
2007). Healthcare professionals might
assume that patients will volunteer their
concerns without prompting, or they
might avoid discussing some subjects
to avoid embarrassing the patient
(Verhoeven et al 2003). Another barrier
to effective communication between
patients and healthcare professionals may
be that increased pressure on resources
has reduced the length of consultation
times (Ogden et al 2004).

The British HIV Association (2013)
standards of care 6 and 10 state that
patients with HIV should be engaged
with self-management programmes and

TABLE I. Potential quality of life concerns for patients with human

immunodeficiency virus and acquired immune deficiency syndrome

Physical Psychological

» Activities of daily living » Anxiety

» Dependence on » Body image
prescribed medicines » Depression

or illicit substances
Energy levels

V

Higher cognitive
functions

¥

» Fatigue » Negative and positive
» Mobility thoughts and feelings
» Pain and discomfort » Self-esteem
» Perceived capacity » Spirituality

to work
» Sleep behaviour

(Adapted from Basavaraj et al 2010)

Social Environmental

»

¥

Ability to maintain Ability to engage in
social contacts hobbies and activities
» Effects on personal » Freedom
relationships Financial status
Sexual activity Physical safety and
Social support security

Quality of home
environment

¥

»

¥

»

¥
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KEY POINT

Itis important that patients
with HIV understand their
condition and treatment.
Failure to engage
effectively with patients
can undermine their
confidence and be a barrier
to treatment. Strategies are
required in clinical practice
to encourage and support
effective communication
between patients and
healthcare professionals

actively involved in treatment decisions;
these are the cornerstones of managing
patients with HIV, as with any care
delivered by the NHS (Department of
Health 2012). These standards emphasise
that low health literacy contributes to
suboptimal care and worse health status
for patients (British HIV Association
2013). Therefore, it is important that
patients with HIV understand their
condition and treatment. Failure to
engage effectively with patients can
undermine their confidence and be

a barrier to treatment. Strategies

are required in clinical practice to
encourage and support effective
communication between patients and
healthcare professionals.

Development of the wellness
thermometer

To overcome some of the communication
challenges experienced by healthcare
professionals and patients, a holistic
assessment tool could be used that
considers the psychological, spiritual,
financial and social issues that patients
with HIV might encounter. Such a tool
should be easy to use to appeal to patients
and to take into account the potential
variation in their literacy levels. There

is a precedent for such an approach,
because several tools are available

to support communication between
patients and healthcare professionals. For
example, the distress thermometer was
developed specifically for use in oncology
(Vitek et al 2007). This has been reported
to be an economical and useful screening
tool in cancer care, and it enables the
identification of patients’ practical, family,
emotional, spiritual and physical issues
(Vitek et al 2007, Iskandarsyah et al 2013,
Loquai et al 2013).

To develop a similar screening tool for
use in HIV care, the distress thermometer
was adapted by a national multidisciplinary
working group, and renamed the wellness
thermometer (Figure 1).

The aim was to develop a tool to
assist in the monitoring of the biological,
psychological, social and spiritual
well-being of patients with HIV. The

term ‘wellness’ was used to promote

the concept of living well with HIV

and to move beyond a disease-focus in

healthcare.

The national multidisciplinary working
group comprised experts in the field of
HIV, including a psychologist, consultant
physicians and specialist nurses, as well
as patient experts to capture the patient’s
perspective of living with HIV. The
working group explored optimal ways
to capture patients’ concerns and to
encourage patients with HIV to engage in
conversations with healthcare professionals
about their treatment. After consultation
with the working group, it was agreed that
the tool should be:

» Easy for patients to use.

» Convenient for use in clinical practice,
with the aim of making consultations
shorter and easier.

» Easy to interpret and identify any
potential concerns in relation to patients’
treatment that might require increased
monitoring or intervention.

The distress thermometer was adapted to

change the focus from the acute setting to

the chronic setting. The multidisciplinary
working group developed the wellness
thermometer through multiple rounds of
discussion, review, and consensus, using an
adapted Delphi technique.

The multidisciplinary working group
identified common side effects associated
with HIV and treatment, including the
emotional and psychological issues
commonly experienced by patients with
HIV, such as depression, feelings of
embarrassment and challenges associated
with living with HIV, and adapted the
wellness thermometer accordingly. The
language used in the wellness thermometer
was carefully chosen to be accessible to the
general public and patients with low-level
literacy skills, to encourage patients to
disclose any concerns they had. The score
from 1 to 10 on the wellness thermometer
is intended to encourage discussion about
why the patient has given a particular
score, and what would have to change to
improve the score.

The patient completes the wellness
thermometer before the consultation.




However, the healthcare professional
should check the patient’s literacy level

in the first instance, and provide assistance
if required.

The wellness thermometer was
developed to be user-friendly for
healthcare professionals. The tool is
self-explanatory and its results are easy

to interpret. Some of the items on the
wellness thermometer may indicate the
patient is experiencing psychosocial
issues that may be beyond the capacity or

expertise of some healthcare professionals.

Such issues should be managed by
referring patients to the appropriate
specialist resources and services, where

Figure I. Wellness thermometer

WELLNESS

THERMOMETER

Circle the number from 1 to 10 on the ‘

‘ thermometer (above) that best describes how
well you have felt since your last appointment ‘
(or if it easier to remember, in the past week)

The Wellness Thermometer is designed to

help you discuss how you are feeling with your

medical team. This will help you and the medical
team to plan your long-term care and support

your quality of life.

It is your choice whether or not to complete
the Wellness Thermometer

0out your feelings,

orries, health...

Feeling Feeling D Feeling
Poor Average Good
1 2 3 4 5 6 7 8 9 10

Are there any physical things that
affect your wellbeing?

Circle the relevant points below:

Problems with
eating

Feeling tired

Weakness

Feeling bloated Forgetfulness

Novsea Pins and needles
Vomiting Aches and pains
Changes in ‘

weight ever

Difficulty going Problems with
to toilet your eyes
Sleeping Appearance

Vivid dreams Sexual relations

Feeling dizzy Skin problems

Feeling out

Confusion of breath

Something else?

)

Are there any emotional things that
affect your wellbeing?

Circle the relevant points below:

Feeling sad Problems with
Feeling money
depressed Drinking too

. much alcohol
Feeling
worried Smoking too
Nervousness many cigarettes

Relationships Abuse of drugs

with other Worrying about
people your faith

Something else?

©2014 Gilead Sciences Ltd

What would you like to discuss
during your appointment today?

If taking medication/treatment
would you recommend your
current treatment to friends
and family?

Yes No Not Sure

KEY POINT

The wellness thermometer
was developed to be
user-friendly for healthcare
professionals. The tool is
self-explanatory and its
results are easy to interpret.
Some of the items on the
wellness thermometer
may indicate the patient is
experiencing psychosocial
issues that may be beyond
the capacity or expertise
of some healthcare
professionals. Such issues
should be managed by
referring patients to the
appropriate specialist
resources and services,
where possible




possible. The wellness thermometer Patients were given the wellness

supports healthcare professionals in thermometer to complete before their
listening to the patient’s concerns and consultation at the HIV clinic. After their
referring them to other services, where consultation, patients were given a short
possible and appropriate. anonymous survey to evaluate their views
Once the wellness thermometer had of using the tool. Patients were asked to
been developed, the multidisciplinary give a rating that ranged from ‘strongly
working group wanted to establish agree’ to ‘strongly disagree’ in response
whether it improved healthcare to a set of statements about the wellness
consultations. A service evaluation thermometer.
was undertaken to establish the benefits Patients were asked to rate the usefulness
of using the wellness thermometer in of being able to record their overall well-
clinical practice. being, specific issues in relation to their
well-being and to write down what they
Aim wanted to discuss in the consultation.
To evaluate the effectiveness of using Participating healthcare professionals were
the wellness thermometer in healthcare invited to complete a short anonymous
consultations with patients with HIV. survey to provide their opinions and
experiences of using the wellness
Method thermometer. Healthcare professionals
The wellness thermometer was offered were asked to give a rating that ranged
to all patients who attended three UK from ‘strongly agree’ to ‘strongly disagree’
HIV clinics over an eight-week period, in response to a set of statements about the
from March to April 2014. Clinics in wellness thermometer. Verbal feedback was
large teaching hospitals and smaller also encouraged to gain an understanding
district hospitals were selected to of healthcare professionals’ experiences
ensure that the tool was suitable for and the acceptability of using the tool in
various settings. consultations.

TABLE 2. Patients’ responses to statements about the use of the wellness thermometer (n=23I)

Strongly agree Agree % (No.) Neither agree Disagree % Strongly Not completed
% (No.) or disagree % (No.) disagree % % (No.)
(No.) (No.)
The wellness thermometer helped to 29 (68) 51(117) 16 (36) 1(3) 3(7) 0(0)
identify my concerns
The wellness thermometer improved my 29 (66) 50 (116) 15 (34) 3(7) 3(8) 0(0)
conversation with my doctor/nurse
The wellness thermometer helped me to 35 (81) 46 (107) 12 (28) 3(6) 3(8) 0(1)
bring up my concerns with my doctor/
nurse
The wellness thermometer will help 30 (70) 46 (106) 17 (40) 2(5) 3(7) 1(3)
me record my concerns between
appointments
| would recommend the wellness 35(81) 45 (105) 13 (30) 3(6) 3(8) 0(1)
thermometer to a friend or family member
with a health problem
| would recommend the wellness 36 (83) 47 (109) 10 (24) 3(6) 3(8) 0(1)

thermometer to other people with my
condition




Ethical issues
In line with clinical governance, the
project was registered with North
Manchester General Hospital’s research
and development department. Using the
NHS Health Research Authority decision
tool (www.hra-decisiontools.org.uk/
research), this project was not designated
as clinical research. The members of the
multidisciplinary working group gave
informed verbal consent to participate
in the development of the wellness
thermometer.

Participants were informed they
were free to refuse to participate or to
withdraw from the project at any time.
The evaluation of the tool’s effectiveness
in clinical practice was viewed as a service
evaluation, and therefore did not require
ethical approval.

Results
Patients’ experience of using the
wellness thermometer
A total of 231 patients completed the
survey. Patients were asked to rate a set of
statements about the use of the wellness
thermometer on a Likert scale, which
ranged from ‘strongly agree’ to ‘strongly
disagree’. The majority of responses were
‘strongly agree’ or ‘agree’ (Table 2).

Most patients reported positive experience
of using the wellness thermometer. The

results suggest that the wellness thermometer
was well-received by patients with HIV and
that it enhanced their ability to communicate
their concerns to healthcare professionals.
The data demonstrated that use of the
wellness thermometer could be valuable

for patients in terms of enhancing their
relationships with their healthcare teams and
enabling them to communicate any concerns
they have in relation to their treatment or

quality of life.

Healthcare professionals’ experience of
using the wellness thermometer

The 12 healthcare professionals who
participated in the service evaluation
reported that they felt the wellness
thermometer helped patients to identify
their concerns (7=10) and most felt the
wellness thermometer was easy to use
(n=11). There were mixed responses
about whether the wellness thermometer
improved consultations; seven healthcare
professionals felt that it did, while five
healthcare professionals felt it did not
(Table 3).

Informal feedback from the healthcare
professionals in the service evaluation,
revealed that they felt the wellness
thermometer gave structure to the
consultation, which enabled them to
address the patient’s concerns in the first
instance. This made addressing the routine

TABLE 3. Healthcare professionals’ responses to statements about the use of the wellness thermometer

(n=12)

Strongly agree Agree (No.) Neither agree or

(No.) disagree (No.)

The wellness thermometer helped my patients 3 7 2
identify their concerns
The wellness thermometer improved 2 5 5
consultations
The wellness thermometer is easy to understand 3 8 0
The wellness thermometer resulted in longer 1 1 4
consultations
| think the wellness thermometer is a useful tool 5 6 1
| would like to use the wellness thermometer in 3 3 4

all my patients

Disagree (No.)

Strongly
Disagree (No.)

0




KEY POINT

Effective communication
between patients with
HIV and healthcare
professionals is essential.
Patients should feel
empowered to inform
their healthcare team of
concerns about all aspects
of living with HIV, including
those related to their
treatment and quality of life

aspects of care, for example discussing
blood test results, less complex.

When implementing the wellness
thermometer, some healthcare
professionals raised the issue of the
time pressure of consultations, with
some expressing concerns that using the
wellness thermometer would result in
longer consultations. However, feedback
from healthcare professionals who used
the wellness thermometer in the service
evaluation, suggested that its use did
not significantly add to the length of
consultations.

All participating healthcare professionals
reported positive experience of using
the wellness thermometer, and stated
they would use the tool beyond the
service evaluation to enhance healthcare
consultations.

Discussion

Patients with HIV experience a range

of challenges associated with living

with a long-term condition and its
treatment, and therefore it is necessary
for healthcare professionals to engage
with these patients holistically. Long-term
monitoring of patients with HIV should
capture qualitative and quantitative
information about patients’ well-being.
Monitoring patients’ holistic well-being is
also important because improved well-
being can lead to improved adherence
to treatment, which ultimately results in
improved morbidity and mortality. The
authors believe routine and recordable
monitoring of well-being should become
an essential aspect of each healthcare
consultation for patients with HIV, and
the wellness thermometer could be used
to achieve this.

Effective communication between
patients with HIV and healthcare
professionals is essential. Patients should
feel empowered to inform their healthcare
team of concerns about all aspects of living
with HIV, including those related to their
treatment and quality of life. Healthcare
professionals should have a means to
talk to patients and encourage them to
discuss any concerns they may have about
their quality of life, since these may be

indications of potential issues with the
treatment regimen, challenges adjusting to
living with HIV, social factors such

as stigma or financial issues, and other
co-morbid health issues that require
effective communication with other
healthcare services.

The wellness thermometer could be
used as part of routine HIV care to enable
patients to be increasingly involved in their
care and to ensure routine, time-limited
consultations remain patient-centred.

Limitations

This was a UK-based evaluation of the
effectiveness of the wellness thermometer
in identifying the concerns of patients
with HIV. The study did not take into
consideration the global burden of HIV
or how transferable this tool would be
in other countries, to assist healthcare
professionals in identifying patients’
concerns. The study was also limited

to patients with HIV; however, the
principles of the wellness thermometer
could be adapted for use with patients
who have other conditions. Therefore,
further research is required to establish
if the wellness thermometer could be
used in various countries and for other
conditions.

Conclusion

The authors hope the wellness
thermometer will support patients
with HIV to identify and discuss their
concerns, in relation to their treatment
and quality of life, and improve
communication between patients and
healthcare professionals. The authors
hope that the wellness thermometer
will be used as part of routine HIV care
to enable patients to be increasingly
involved in their care and to ensure
healthcare consultations to remain
patient-centred.

Most patients who participated in the
evaluation reported positive experiences
of using the wellness thermometer.
Most patients felt that the tool helped
to identify their concerns, improved
their conversation with the healthcare
professional and helped them raise their




concerns in healthcare consultations.
Most healthcare professionals agreed
that the wellness thermometer is a useful
tool and felt it helped patients with HIV
to identify their concerns. The authors
believe the wellness thermometer enables
routine and recordable monitoring of
patients’ well-being. It is envisaged that
the wellness thermometer could become a
useful tool for improving communication
between patients with HIV and healthcare
professionals.

IMPLICATIONS FOR PRACTICE

» The wellness thermometer is an easy to
use, holistic assessment tool that enables
patients to identify their concerns before
their healthcare consultations.

» The wellness thermometer supports patient-
centred consultations, and could be used
by healthcare professionals to identify the
concerns patients with HIV may have about
their treatment or quality of life.

» Nurses should consider that patients value
being assessed holistically and being
involved in their care.
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