
639 Dr Ian Weissman:
The Serious Public Health Conse-
quences of Health Disparity: Strategies 
and Solutions to Solving This Crisis 
During the Age of COVID-19

643 Maria Gutiérrez-San Miguel 
Guilera:
Building a Blueprint to Implement 
VBHC at Operational Level

655 Fabian Bolin:
The Transformative Power of the 
Patient Voice

670 Dr Ton Hanselaar & Matthijs van 
der Linde:
VBHC in Netherlands: What problems 
could be solved? A report of interviews 
with 21 Dutch VHBC experts

674 Shannon Jager et al.
But I Hate This, and This, and This…”: 
Body Dysmorphic Disorder

678 Michael van den Berg & Frederico 
Guanais:
Shared Journey Towards People 
Centred Health Systems: From 
narrative to action

LEADERSHIP • CROSS-COLLABORATION • WINNING PRACTICES

VOLUME 20 • ISSUE 9 • 2020 • € 22                                               ISSN = 1377-7629

Cover Story

Patient
Transformers



Cover Story

666 HealthManagement.org The Journal • Volume 20 • Issue 9 • 2020

Patient Transformers

Finding Credible Healthcare Information
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Trustworthy health information is a cornerstone of patient/citizen participation 
in care delivery. Moreover, as the current pandemic shows, it is key to protect-
ing both personal and collective health. The Patient Information Forum strives 
for both improving the quality of available health information and eliminating 
the health- and digital-literacy gap.

Supporting and driving up quality and trust in health infor-
mation has always been at the heart of the Patient Informa-
tion Forum (PIF) and it has never been more important to 
signpost the public to trustworthy health information than 
in the current crisis. We would like to believe that today’s 
patient is armed and fully informed to engage in their care 
delivery. But is this really the case? 

Unfortunately, the current COVID-19 pandemic suggests 
otherwise and serves to reinforce some of the existing 
shortcomings in the system, which must be addressed if we 
are to increase people’s ability to stay healthy and manage 
illnesses effectively, giving them a better quality of life.

Until now, many may have regarded the need for high-
quality healthcare information solely as an intervention to 
guide and support people through an illness, surgery or 
living with a long-term condition, but the current pandemic 
has highlighted how vital it is for everyone to have access to 
accurate, evidence-based, up-to-date and culturally appro-
priate information to safeguard our personal and collective 
health. 

The COVID-19 crisis has shown how easy it is for unreli-
able and untrustworthy information to make it into main-
stream through social media. We need to address how 
we help patients and the public to find high-quality health 
information they can trust. We need to ensure people 
have confidence in the health information they find on the 
internet or in community settings. 

In July 2020, a survey by PIF of over 800 people found 
that one in three had delayed accessing care, 75% of these 
because of COVID-19 concerns (PIF 2020a). Despite the 

easing of restrictions, more than half (57%) of all respond-
ents were concerned about attending future appointments. 
Just under half of respondents had been shielding.

Fear of catching and becoming seriously ill with 
COVID-19 outweighed concerns about existing health 
conditions. A lack of trustworthy information and 
conflicting guidance emerged as the key concerns and 
barriers to seeking appropriate medical help, even greater 
than age, gender or an underlying health condition. 

Respondents expressed a clear desire to know where 
they would be seen, whether they would be seen face to 
face, how they would access facilities upon arrival, what 
doctors and nurses would be wearing, whether or not they 
themselves would be wearing a face mask and how they 
would be kept safe from the threat of the virus.

Patients who are avoiding medical appointments and 
preventative care out of fear of contracting COVID-19 
could be putting themselves at risk of developing a serious 
illness. 

Providing people with clear information about the meas-
ures being put in place to protect them will allow them 
to weigh the risks and benefits of addressing their health 
needs versus the risk of contracting the virus. 

Lack of Trust and Need for Inclusion
The COVID-19 crisis has highlighted the need for people 
to have the confidence and trust in the information being 
provided and the importance of health and digital literacy in 
ensuring information is inclusive. 

To help address these issues and to provide a solution, 

• Access to high-quality health information is an essential 

element of individual and public health, especially amid 

the COVID-19 pandemic.

• The PIF TICK scheme provides a framework for health 

information producers to ensure reliability of their 

messages. 

• There has been some progress in the recent years in 

how the health- and digital-literacy gaps are addressed 

by health organisations, but more work is needed. 

• PIF has created a list of recommendations on improving 

health and digital literacy across the UK.

Key Points
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PIF has been working with colleagues across the voluntary, 
public and private sectors to create a quality standard, the 
PIF TICK. 

Consumer research by PIF found 80% of the public would 
look for a quality mark for health information they could 
trust. Evidence, plain English and trained staff were the top 
three criteria for quality health information identified by the 
public, although all criteria were supported.

But COVID-19 has particularly highlighted the impor-
tance of clear messaging, which is culturally appropriate 
and speaks directly to everyone to help mitigate fears and 
reduce anxiety. The use of culturally specific imagery and 
content using voices of communities with lived experience 
is needed to shape future public messaging. These issues 
are addressed in the recent Public Health England’s (PHE) 
report Understanding the impact of COVID-19 on BAME 
communities (PHE 2020) and their recommendations apply 
both to COVID-19 and information on non-communicable 
diseases associated with inequality, including diabetes, 
heart disease and obesity. Work already taking place 
includes an ethnic minority influencer programme and key 
messages being translated into local community languages 
but more action is needed including a more streamlined 
approach nationally and locally to improve translation (Race 
Disparity Unit 2020). 

Ensuring information is inclusive and does not rein-
force health inequalities is essential. Involving the 
community and users in the development and creation of 
the content, communications and marketing will increase 
the reach, strengthen the impact of the messages, and 
so help improve overall health. 

These elements are all a key part of the process for 
producing quality health information and achieving 
the PIF TICK, a sign for the public that they can trust 
what they are reading. PIF has produced guidance on 
all aspects, including user engagement, but we too 
are committed to continuous improvement and we will 
undertake a review of our own guidance to make sure it 
is fit for purpose. 

Forty six organisations have joined the PIF TICK 
scheme since it opened in April 2020 and are in the 
process of certification. We would encourage as many 
of you as possible to take a look at the scheme and 
join us in getting one step closer to giving patients and 
the public confidence to make the necessary changes 
and improvements to their health based on trusted 
information. 

The PIF TICK logo can be applied to leaflets, websites, 
apps and videos or any form of health information that 
has gone through an organisation’s certified produc-
tion process. To be awarded the PIF TICK an organisation 
must undergo an assessment to show its production 
process meets ten criteria addressing issues of accessi-
bility, reliability and user engagement. 

The ten criteria for trustworthy health information are:
1. Information is created using a consistent and docu-
mented process
2. Staff are trained and supported to produce high-quality 
information
3. Information meets an identified consumer need
4. Information is based on reliable, up-to-date evidence
5. Patients are involved in the development of health 
information
6. Information is written in plain English
7. Print and digital information is easy to use and navigate
8. Users can give feedback on information
9. Information is promoted to make sure it reaches those 
who need it
10. The impact of information is measured.

Charter to Tackle Inequality 
The COVID-19 pandemic has exposed existing health 
inequalities, hitting disadvantaged communities hardest, 
and emphasised the link between low health literacy, digital 
literacy and health inequality. 

PIF is calling for all health information providers to sign up 
to a health and digital literacy commitment charter. 

The call to sign the charter comes following the recent 
publication of PIF’s Health and Digital Literacy Survey 
results, which found that the gap between skills and the 
complexity of health information is leaving millions excluded 
from making informed decisions about their health (PIF 
2020b). 

By signing the charter, organisations are recognising 
the importance of health and digital literacy and commit-
ting to becoming ‘health literacy friendly’. In the first month, 
more than 30 organisations made this important public 
commitment.

Jonathan Berry, National Lead for Health Literacy at NHS 
England and Improvement, stated: “Health literacy has a 
high impact on people’s health. It can affect, among other 
things, how they access and use services, manage a long-
term condition, take medication and live healthily. It is also 
inextricably linked with health inequalities.”

Progress has been made since PIF last conducted the survey 
in 2013 (PIF 2013) with 60% of organisations providing infor-
mation for those with low literacy or numeracy, compared to 
35% in 2013, and 58% are providing information for BAME 
groups, compared to 39% in 2013.

However, there is more work to be done with only 13% of 
respondents saying their organisation had a health literacy 
strategy in place. This represented little progress from 10% 
in 2013.

The 2019 survey (PIF 2020b) also asked how health infor-
mation providers were tackling digital literacy, timely as 
just months later COVID-19 would accelerate the digital 
ambition of the NHS Long Term Plan. Only 50% of survey 
respondents had considered equalities impact when 

https://pifonline.org.uk/health-and-digital-literacy-charter/
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introducing digital services.
In the four weeks to 12 April 2020, 71% of routine GP 

consultations in the UK were delivered remotely, according 
to the Office for National Statistics (Walker 2020).

However, nine million people lack digital skills, 8% are 
not connected and 66% with online access do not use the 
internet or digital tools to support their health.

To help stop this ‘digital divide’ increasing health inequali-
ties further, PIF is recommending all organisations consider 
the equalities impact when introducing digital services.

Throughout the survey, a lack of recognition of the impor-
tance of health and digital literacy at an organisational level 
emerged as a key concern (PIF 2020b):
• The biggest perceived barrier to producing health infor-
mation to address low health literacy was limited under-
standing of how to develop resources or services (73%).
• The number of respondents saying information producers 
do not realise the importance of health literacy rose from 
53% in 2013 to 60% in 2019.

If we are serious about tackling the health inequalities 
revealed by the COVID-19 pandemic, then it is important for 
all organisations producing health information to become 
health- and digital-literacy friendly. Health information 
must be clear, consistent and accessible in all its formats if 
people are to make informed decisions about their health. 
Ensuring information is inclusive, culturally appropriate and 
co-produced are all key elements in making content health-
literacy friendly.

Health and Digital Literacy Recommendations
PIF, in partnership with an expert panel, has published the 
following recommendations to improve health and digital 
literacy across the UK:
1. U.K. National Health strategies: Incorporate health 
and digital literacy into health strategies of the four nations 
of the UK as a key enabler of shared decision-making, 
supported self-care and self-management and reducing 
health inequality. 
2. Organisations producing health information: Should 
aspire to become ‘health-literacy friendly’.
3. NICE: Develop guidelines on health and digital literacy 
to drive change and provide an evidence base. Ensure 
health and digital literacy is recognised in new and updated 

guidelines, with reference to shared decision-making. 
4. Shared Decision-Making: Require the provision of 
‘health-literacy friendly’ patient information (that conforms 
to standards) in planned national standards and guidelines 
on shared decision-making.
5. PIF TICK: Develop specified UK standards on health 
literacy within the PIF TICK criteria.
6. Good Practice Guidance: PIF to develop guide on How 
to Produce Health Literate Patient Information and promote 
existing resources, knowledge and tools on health and 
digital literacy. Develop a health-literacy checklist for infor-
mation producers.
7. NHS repository for translated information: Create 
a central NHS repository for health literate information in 
English and other commonly spoken languages, to reduce 
health inequality in BAME groups exposed by COVID-19. 
Make NHS App and other national projects available in 
commonly spoken languages.
8. Digital Health Literacy: Raise awareness of the WHO 
definition of digital health literacy and the personal skills 
required.
9. Community skills improvement: Support motivation 
and skills improvement through a partnership promoting 
and signposting health literate information in all formats 
to public libraries, schools, prisons, pharmacies and other 
community-based support.
10. Equalities impact of digital tools: All organisations 
should implement the Accessible Information Standard 
and consider other reasons for digital exclusion/equalities 
impact including access, skills, motivation when developing 
digital projects.

The expert panel which advised on recommendations 
included members from a number of organisations, e.g. PIF, 
NHSE, Health Education England, etc. (full list). 
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