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We would like to off er you a very warm welcome to this event, which we hope you fi nd thought- provoking 

and useful. The theme of this workshop, Digital Media and Patient Activism, addresses a topic that is or 

should be of concern to all of us. Everyone will experience illness or a disability at some stage in their 

lives and, for some, it is an integral part of their identity. As is well known, living with a chronic illness 

or a disability is not just about managing the condition itself but impacts on all aspects of one’s life, 

including sense of self and social relationships. In many, if not most cases, carers—who are very often 

family members—are involved and their lives will be aff ected too. Chronic illness frequently involves 

severe ongoing pain, depression, and social isolation. Finding suitable treatments, services and social 

support is crucial. It is here that digital media are seen to have great potential in patient communities. 

The aim of this workshop is to bring together academics and representatives of various patient groups, 

government departments and the business sector to refl ect on the advantages gained and various 

challenges posed by the use of digital media by patients and those who work on their behalf. We 

also wish to share the fi ndings from our study that we (Alan, as Chief Investigator, and Allegra, as 

the project’s Research Fellow) have undertaken in collaboration with Professor Alison Anderson (from 

University of Plymouth) and Professor Tim Caulfi eld (University of Alberta). As we have discovered during 

our study, which is advanced and due to be completed in 2020, ‘activism’ is a contentious concept 

and perhaps needs to be rethought. Many of those whom we interviewed during our study do not 

identify themselves as ‘activists’ (or ‘advocates’), but just see themselves as working on behalf of their 

communities. Regardless of how they identify themselves, many individual patients and their supporters 

now routinely use such media as an integral part of their day-to-day personal and/or professional lives.

In the past, patient communities have used whatever communicative means have been available to them 

at the time. Before and in the very early days of the internet, breast cancer, HIV/AIDS and other health 

communities relied mostly on print media and yet eff ectively achieved their goals. Today, Facebook, 

email, YouTube and Skype are more likely to be used. This has created extraordinary opportunities to 

communicate, to collaborate with distant others, to raise funds, and to lobby for changes in policies. 

At the same time, these media give rise to new challenges. Online communication platforms are often 

opaque and it is diffi  cult for media users to know who or what to trust—especially in a context of 

pervasive direct-to-consumer advertising. In this workshop, we encourage participants to refl ect on the 

various ‘pros’ and ‘cons’ of the use of digital media and particular platforms—and hopefully provide 

insights that can improve current practices that will ultimately assist patients and their carers.

We are delighted you have been able to attend today’s event and we hope you enjoy the presentations 

and discussion.

Alan Petersen and Allegra Schermuly

WELCOME



4

D
IG

IT
A

L
 M

E
D

IA
 A

N
D

 P
A

T
IE

N
T

 A
C

T
IV

IS
M

8.30-9.00 

Tea, coff ee and registration

9.00-9.30

Welcome and introduction by Alan Petersen, 

Alison Anderson and Allegra Schermuly

Session 1: 

Digital media in patient activism: 

Activists’ perspectives

9.30 - 9.45  

Nic Holas (HIV activist, founder of The Institute 

of Many)  

‘ “I Know Where My Tribe Is”: 

Using community-driven online tools for social 

change and increasing health literacy’

9.45 -10.00 

Jane Scoble (breast cancer activist NBCF and 

Pink Hope, health and wellness advocate)  

‘Digital media in everyday breast cancer 

activism’

10.00-10.15 

Louisa Di Pietro (Genetic Support Network 

Victoria) ‘Australian Health Consumers’ use of 

online DNA testing: Findings from the Genioz 

study’

10.15-10.30 

Andrew Giles (Multiple Sclerosis Australia) 

‘Digital engagement with the MS community 

and the use of digital media by the MS 

community’

10.30-10.45 

Jarrod McMaugh (Pharmacist and President 

of Chronic Pain Australia) ‘The role of digital 

platforms in patient-centred care: Examples 

from Chronic Pain Australia’

10.45-11.15  MORNING TEA

Session 2: Research evidence on and examples 

of patients’ digital media use

11.15-11.45 

Helen Smallwood and Belinda MacLeod-Smith 

(Safer Care Victoria)  ’Patient Opinion Australia 

Q&A’

11.45-12.00 

Lisa Maguire (AbbVie Pharmaceuticals) ‘The 

benefi ts of social media for stigmatised 

patients’

12.00-1.00

 Alan Petersen, Alison Anderson and Allegra 

Schermuly: Project overview ‘A sociological 

study of patients’ use of digital media’: Aims, 

fi ndings and discussion

1.00-2.00  LUNCH 

Session 3: Patient engagement in a digital age 

2.00-2.15 

Alison Anderson (University of Plymouth, UK) 

‘Star power and patient activism’  

2.15-2.30 

Mark Davis (Monash University) ‘The 

datafi cation of health and citizenship’

2.30-2.45 

Sandro Marcon (University of Alberta, Canada) 

‘Online NIPS discussions on Reddit: Questions, 

concerns and explanations’

2.45-3.15

Group discussion and feedback

3.15-4.00 

Conclusion/Summing up - Alan Petersen, Alison 

Anderson and Allegra Schermuly

WORKSHOP PROGRAM
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ALAN PETERSEN is Professor of Sociology, School of Social Sciences, Monash 

University. He researches and has published extensively in the sociology of 

health and medicine, science and technology studies and gender studies. His 

recent books include Hope in Health: The Socio-Politics of Optimism (Palgrave, 

2015), Stem Cell Tourism and the Political Economy of Hope (Palgrave, 2017) 

and Digital Health and Technological Promise (Routledge, 2019).

  

PROFESSOR ALISON ANDERSON is Professor of Sociology in the School of 

Law, Criminology and Government at the University of Plymouth, UK. She is 

also Adjunct Professor in the School of Social Sciences at Monash University. 

Alison’s research expertise is in the area of science communication including 

digital media and culture, risk, nanotechnologies, marine pollution and 

environmental sustainability. She has published widely including in journals 

such as New Genetics and Society, Health and Science Communication.

  

TIMOTHY CAULFIELD IS PROFESSOR in the Faculty of Law and the School of 

Public Health at the University of Alberta, Canada. His research interests include 

the ethical, legal and health policy issues associated with stem cell research, 

genetics, patient safety, the prevention of chronic disease, obesity policy, the 

commercialisation of research, complementary and alternative medicine and 

access to health care. He has appeared on the SBS channel recently in his TV 

series A User’s Guide to Cheating Death (Peacock Alley Entertainment, 2017).

  

DR ALLEGRA SCHERMULY is Research Fellow in the School of Social 

Sciences, Monash University. Before joining Monash, Allegra worked as 

a perioperative nurse in Australia and the UK. Allegra’s research interests 

include the challenge for public institutions, such as healthcare, to remain fi t 

for purpose in multicultural societies, professional development implications 

for migrant nurses in Australia and the social inequalities that persist in health 

despite advances in digital technologies. 

PROJECT TEAM
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NIC HOLAS |
THE INSTITUTE OF MANY

Nic Holas is an activist, writer, and co-founder of 

The Institute of Many (TIM), an advocacy platform 

and grassroots movement for People Living with 

HIV. TIM has the largest membership of any HIV 

organisation in Australia and has been identifi ed 

as a major player in the nation’s modern-day 

HIV response, delivering grassroots activism, 

digital campaigns, resources, events, and digital 

community spaces since 2012.

JANE SCOBLE |
BREAST CANCER ACTIVIST

Jane Scoble has been an Ambassador and Volunteer 

for Pink Hope since 2010.  As part of being a 

breast cancer advocate, Jane is also a Consumer 

Representative for Breast Cancer Network Australia 

and a Speakers Bureau Ambassador for the National 

Breast Cancer Foundation. Jane has dedicated her 

life to helping others and raising awareness and 

increasing the understanding of breast and ovarian 

cancer, particularly in high-risk communities. Jane 

is a mother of two grown-up children, Samantha 

and Daniel, who are both married.  Last year, Jane 

became a grandmother and her granddaughter, 

Isobel, is the light of her life.

LOUISA DI PIETRO| 
GENETIC SUPPORT NETWORK 

OF VICTORIA

Louisa Di Pietro is the former Group Leader of the 

Genetic Support Network of Victoria (GSNV) at the 

Victorian Clinical Genetics Services and currently 

holds the education and advocacy portfolio. 

Louisa is an experienced qualitative researcher and 

research supervisor with a particular interest in the 

testing and diagnosis of genetic and rare conditions, 

the psychosocial impact of a genetic diagnosis and 

familial conditions, research translation and the 

delivery of ethical medical services in a genomics 

era.  Louisa is actively involved in professional 

and community engagement and sits on numerous 

professional boards and advisory groups within the 

genetic health/advocacy space and at State and 

Federal Government levels. Louisa is an honorary 

academic (Fellow), University of Melbourne, 

Department of Paediatrics, Melbourne Medical 

School. In 2017, Louisa was inducted into the 

Department of Health and Human Services Lifetime 

Achievement Honour Roll.  

ANDREW GILES |
MS AUSTRALIA

Andrew Giles was appointed as National Policy 

Offi  cer at Multiple Sclerosis Australia (MSA) in April 

2014.  He came to MSA after 25 years in various 

roles at Deakin University, having worked in several 

Faculties as a Research Administrator, in the 

University’s Planning Unit, as an Executive Offi  cer in 

the Offi  ce of the Vice-Chancellor and as Director of 

Community Relations.  He has expertise in policy 

development, project management, and strategic 

and operational planning. 

GUEST 
SPEAKERS
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JARROD MCMAUGH|

CHRONIC PAIN AUSTRALIA

Jarrod McMaugh is a pharmacist with 20 years’ 

experience working in Victoria and rural NSW. 

He has a particular interest in patient-centred 

care, ensuring that the needs of individuals are 

the focus of every instance of healthcare, and 

also the focus of policy in healthcare. This interest 

includes a determination to always improve the 

patient experience within the healthcare system, 

to improve the lives of people living with chronic 

pain and chronic disease, to reduce stigma from 

health professionals and the media, and to educate 

health professionals on the importance of patient 

autonomy and dignity in making health decisions.

HELEN SMALLWOOD| 
SENIOR POLICY OFFICER - 

PATIENT EXPERIENCE AND 

OUTCOMES, SAFER CARE 

VICTORIA

Helen Smallwood has been working in the health 

policy and project area within the Department of 

Health and Human Services for many years, prior to 

joining Safer Care Victoria’s ‘Consumers as Partners’ 

Branch in 2017. Helen has an academic background 

in the social sciences and has more than 20 years’ 

experience in social and policy research and 

project management across the government and 

community sectors. Helen is particularly interested 

in working with patients, carers and health service 

staff  to support a person-centred approach to the 

delivery of safe, and high-quality care experiences.

BELINDA 

MACLEOD-SMITH|
CONSUMER LEAD, 

SAFER CARE VICTORIA

Belinda MacLeod-Smith joined Safer Care Victoria’s 

‘Consumers as Partners’ Branch as their on-staff  

consumer representative in 2017.  With more than 

25 years’ experience in strategic communication, 

marketing and community engagement, Belinda 

is the President of  Victoria’s Heart and Lung 

Transplant Trust and has lived experience caring 

for her husband who was diagnosed at age 40 with 

idiopathic cardiomyopathy, survived severe sepsis 

in 2012 and spent three years on a LVAD (artifi cial 

heart) waiting until 2015 for his successful heart 

transplant.

LISA MAGUIRE |
DIRECTOR OF 

COMMUNICATIONS AND 

PATIENT RELATIONS, ABBVIE 

PHARMACEUTICALS

Lisa has over 20 years’ experience in corporate 

communications in a broad range of industry 

sectors including pharmaceuticals, fast moving 

consumer goods (FMCG), innovation, agriculture, 

emergency services and media (both television 

and radio).  Lisa is currently the Director of 

Communications at AbbVie, a global, research-

driven biopharmaceutical company. Lisa has a 

degree in Agricultural Science and a master’s 

degree in Communications. Lisa has a wide skill-

set across all facets of communications, including 

traditional media, social media, stakeholders, 

government and employee relations. She also has 

extensive experience in building overall company 

brand equity through broad reaching consumer 

campaigns to impact public opinion and policy for 

large scale change.
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MARK DAVIS |
MONASH UNIVERSITY

Mark Davis publishes widely on the socio-cultural 

aspects of public health, including Sex, Technology 

and Public Health (Palgrave), HIV Treatment and 

Prevention Technologies in International Perspective 

(Palgrave), edited with Corinne Squire, Disclosure in 

Health and Illness (Routledge), edited with Lenore 

Manderson, and Pandemics, Publics and Narrative 

(Oxford University Press), written with Davina Lohm. 

SANDRO MARCON|
UNIVERSITY OF ALBERTA

Alessandro Marcon (Sandro) holds an M.A. in 

Applied Linguistics and Discourse Studies with 

a Specialisation in Digital Humanities and works 

as a Research Associate at the Health Law 

Institute in the University of Alberta’s Faculty of 

Law. Focusing primarily on the dissemination of 

health information, he has led and contributed 

to research projects exploring how popular and 

social media represent key health and science 

policy issues related to a wide range of topics 

including genetics, stem cell research, alternative 

health therapies, breastfeeding, vaccination, 

transplantation and health-related marketing. His 

work has been published in academic journals such 

as Nature’s Genetics in Medicine, The Journal of 

Law and Biosciences, Maternal and Child Nutrition, 

Regenerative Medicine and the Journal of Medical 

Internet Research.
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NIC HOLAS  “I KNOW WHERE MY 

TRIBE IS”: USING COMMUNITY-

DRIVEN ONLINE TOOLS 

FOR SOCIAL CHANGE AND 

INCREASING HEALTH LITERACY

ABSTRACT:  The Institute of Many (TIM) is 

Australia’s largest grassroots movement for People 

Living with HIV. Hear from TIM co-founder Nic 

Holas about using community-led online spaces 

to improve resilience and increase health literacy 

amongst aff ected communities and priority 

populations.

JANE SCOBLE  DIGITAL MEDIA 

IN EVERYDAY BREAST CANCER 

ACTIVISM

ABSTRACT:  Being able to connect digitally has 

transformed the capacity of advocacy organisations 

to provide information to the population at large. 

This presentation explores the role of social media 

in contemporary breast cancer activism with 

examples from the speaker’s own experience and 

practice.

PRESENTATION 
ABSTRACTS

LOUISA DI PIETRO AUSTRALIAN 

HEALTH CONSUMERS’ USE OF 

ONLINE DNA TESTING: FINDINGS 

FROM THE GENIOZ STUDY

ABSTRACT: Online DNA testing can provide 

relatively healthy individuals with a diverse range of 

genomic information outside of a traditional clinical 

setting for: Ancestry, paternity, sporting ability, 

health, nutrition and response to medication. We 

present an overview of the landscape of this type 

of consumer-driven testing and fi ndings from an 

Australia wide study Genioz: National Insights of 

Australians into the use of such testing.

ANDREW GILES  DIGITAL 

ENGAGEMENT WITH THE MS 

COMMUNITY AND THE USE 

OF DIGITAL MEDIA BY THE MS 

COMMUNITY  

ABSTRACT: What are the major concerns of 

people living with MS, their families and carers? 

To whom, and how, do they make their concerns 

known? Some perspectives from the peak advocacy 

body – MS Australia (MSA).
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JARROD MCMAUGH  THE 

ROLE OF DIGITAL PLATFORMS 

IN PATIENT-CENTRED CARE: 

EXAMPLES FROM CHRONIC 

PAIN AUSTRALIA

ABSTRACT:  In this presentation, Jarrod will 

discuss the role that Chronic Pain Australia’s digital 

platforms have played in disseminating their annual 

survey, and also in the organisation gaining visibility 

with decision-makers through Facebook Live Events 

and the like.

HELEN SMALLWOOD AND 

BELINDA MACLEOD-SMITH  

PATIENT OPINION 

AUSTRALIA Q&A

ABSTRACT: Patient Opinion Australia is an 

online patient feedback platform that is currently 

being piloted in seven health services across 

Victoria. As part of their work with the Consumers 

as Partners Branch, Helen and Belinda from Safer 

Care Victoria will introduce this initiative and invite 

questions around the topic. 

LISA MAGUIRE  THE BENEFITS 

OF SOCIAL MEDIA FOR 

STIGMATISED PATIENTS

ABSTRACT: It’s an addiction like gambling! 

Delete your apps if you don’t want to perish from 

social media paralysis - apparently this is waking 

up after hours of zombie-like scrolling! But social 

media and the digital world isn’t going away and 

I for one am thankful about that. Let’s not forget the 

benefi ts these channels have brought to the world 

and particularly in relation to community connection 

and patient advocacy. When you are isolated by a 

devastating disease, especially one that involves 

failing bodily functions like Crohn’s or infl ammatory 

bowel disease (IBD) or graphic, relatively rare skin 

diseases like hidradenitis suppurativa (HS), that 

causes pus-fi lled boils to form and burst. You don’t 

really socialise or even leave the house. 

It can be hard to connect with others and seek 

reassurance and help… not to mention, how do you 

get yourself heard?

ALISON ANDERSON  STAR 

POWER AND PATIENT ACTIVISM

ABSTRACT: Celebrities are increasingly 

appearing in health campaigns. This was 

overwhelmingly viewed as positive by the 

interviewees in our study A sociological study 

of patients’ use of digital media. Celebrity 

endorsement was seen as having the potential to 

increase awareness of medical conditions, reduce 

stigma, and inspire others to come to terms with 

a health issue. The involvement of stars was also 

seen as an important means of encouraging greater 

research funding. However, the use of celebrities in 

patient activism is a double-edged sword. They can 

also mislead individuals and distort information. 

There are concerns that the hyper-awareness of 

breast cancer risk caused by the high profi le of 

pink ribbon culture with its corporate and celebrity 

endorsements (for example, Angelina Jolie), has 

contributed to over-diagnosis and over-treatment 

of breast tumours. Individuals often lack adequate 

information to be able to interpret the level of risk 

that this may pose for themselves and it may lead to 

heightened anxiety. In addition, unless a celebrity 

is well matched in terms of their affi  liation with the 

cause, they can do more harm than good. There is 

a danger that over time they may be loose cannons 

and discredit the organisation if they become 

embroiled in a scandal.
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SANDRO MARCON ONLINE 

NIPS DISCUSSIONS ON REDDIT: 

QUESTIONS, CONCERNS AND 

EXPLANATIONS

ABSTRACT:  Non-invasive prenatal screening 

(NIPS) is a genetic testing tool which analyzes cell-

free fetal DNA in maternal blood and screens for 

Down syndrome (DS), Trisomy 13, 18, and 21, as 

well as the sex. Because NIPS is being implemented 

worldwide with greater frequency, some have 

argued NIPS should be made the fi rst-tier test in 

Canada for all pregnant women. Standardizing 

NIPS brings with it numerous issues related to, for 

example, consent and the possibility of increased 

rates of pregnancy termination. Survey research 

on pregnant women, their partners, health care 

practitioners and bioethicists has demonstrated, 

overall, an embracing of NIPS albeit with ethical and 

logistic concerns also being raised. To compliment 

this survey research, we are investigating NIPS-

related discussions on the popular social media site 

Reddit, to explore the public’s questions, concerns, 

and opinions concerning the technology. Are the 

ethical concerns raised by bioethicists present in 

the discussions? Are concerns raised regarding 

costs? Are there expressions of dismay at having 

completed or feeling pressure to do the test? Are 

overall perspectives of NIPS positive or negative? 

We have compiled a data set of 104 NIPS-

related discussions (totaling approximately 2,500 

comments), and our qualitative-focused content 

analysis will provide answers to these questions. 

Given the continual increase in social media use, 

analyzing the discourses on popular platforms is 

crucial to understanding the public perspectives on 

biotechnologies like NIPS.

MARK DAVIS THE DATAFICATION 

OF HEALTH AND CITIZENSHIP

ABSTRACT: Australian citizens were asked 

in 2018 to choose to ‘opt out’ of a new, national 

digital patient record system – My Health Record – 

designed to collate medical histories of individuals 

across the lifespan and to capture and integrate 

data on health events, diagnoses and treatments 

across diff erent health systems. This use of big data 

follows similar developments in other nations and 

was not without some controversy with regard to 

data security and future uses, among other matters. 

This paper considers what the implied possessive 

individualism of My Health Record might mean for 

healthy citizenship, the possibilities for the writing 

of disclosures and biographies with ambiguous 

private and public implications, and what the 

notion of ‘opting out’ of a state-managed health 

care system implies for citizenly autonomy. 
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THE RESEARCH 
PROJECT
A SOCIOLOGICAL STUDY OF 

PATIENTS’ USE OF DIGITAL MEDIA

Funded by an Australian Research Council Discovery grant, this sociological project aimed to determine how 

Australian patients from diff erent condition-specifi c communities used digital media in their advocacy. The 

project focused on key areas such as where patients have infl uenced or sought to infl uence research agendas 

and the development and availability of new treatments, community awareness raising and fundraising, and 

the creation of information sources and condition-specifi c databases and forums. 

OUR RESEARCH QUESTIONS WERE:

• How do patients from major condition-specifi c communities use digital media to change research 

agendas and gain access to treatments? In particular, what role do sociocultural factors such as access 

to infl uential stakeholders, community resources and government policies and regulations play in 

shaping this use of digital media?

• Based on these fi ndings, how can digital media use and its impacts across diff erent patient communities 

be characterised?

• What policy and practical responses can be drawn from this study for the national benefi t?

To address these questions, the project employed the following methods:

1. Online surveys of patient advocates in each of the communities (n=302)

2. In-depth interviews with patient advocates (n=50)

3. Today’s workshop event to disseminate and discuss the fi ndings and their implications with key 

stakeholders

The case studies were HIV/AIDS activism, breast cancer activism and activism on neurodegenerative 

conditions (including chronic pain).
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FINDINGS
DEFINING ‘ACTIVISM’ 
ONLINE

One of the principal objectives of this study was 

to build up a picture of what patient activism 

looks like in the digital age. One of the most 

signifi cant things that emerged was that many of 

our participants objected quite strongly to the term 

‘activism’ and preferred to identify themselves as 

patient advocates. This online advocacy had many 

manifestations and levels of involvement from 

simply belonging to online support groups to being 

a more active part of campaigns to raise awareness 

of a condition. Most, however, described a dynamic 

process of information gathering, dissemination 

and support with digital practices integrated into 

everyday life and the low threshold for involvement 

in online activism being one of its attractions 

especially among the chronic pain community and 

others who did not feel well enough all the time to 

commit to belonging to an organisation in a more 

traditional way. 

Most participants gave the reasons they had 

become involved in online patient activism as 

being personal, to do with self-help in the face 

of serious illness with digital media providing the 

tools for them to represent themselves via a public 

narrative of their condition and get their situation 

acknowledged, and advocate for their own needs 

which, in turn, they hoped would help others in the 

same position. Some also stated they had been able 

to get involved in clinical trials of new treatments for 

their condition via their online engagements, mainly 

because it had given them the knowledge to be able 

to ask their treating doctor about something that was 

novel so that the doctor might off er them a trial if it 

was possible. Indeed, the extra information gained 

by being engaged in an online patient community 

was seen as a massive benefi t and an integral part 

of digital activism/advocacy. There were mixed 

responses as to whether this method of activism 

was successful overall in achieving goals such as 

more awareness from government or more funding 

for research. Some thought that it was better than 

nothing, but the feeling was that politicians did not 

really listen unless more traditional news media 

also got involved in a cause; digital media were 

not enough on their own. Others thought it was 

better than sitting at home doing nothing at all to 

help themselves. Several participants mentioned 

the phenomenon of celebrities being able to be 

involved in online health campaigns and activism 

being like the ‘holy grail’ of digital patient activism, 

with related interest ensuring those in power would 

be more likely to take notice of patient activists. 

Essentially, digital media are the communication 

technologies that are available to patients, now, 

and they are using them:

To me it [advocacy] means learning about a 
condition and trying to assist others who have 
got the same condition or something similar 
by either fund-raising or creating networks, 
supporting them … with questions. Or 
sometimes I’m asked questions and get letters 
from people who have the same condition as 
I. And they are reaching out for some answers. 
So my activism is subtle but that’s the way I 
prefer to keep it. 
(BARBARA, ATAXIA ACTIVIST)

The history of the HIV response is to go where 
people are. So that’s why people went into 
nightclubs and sex-on-premises venues 
with condoms and posters and information…
We went to where they were. And it’s the 
same, the principle is exactly the same. 
People are on Facebook. 
(CAM, HIV ACTIVIST)
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Connection and engagement with others in a similar 

position was the most pertinent reason that our 

participants gave for being involved with online 

patient activism/advocacy, which meant being able 

to remain involved with life and participate in it 

despite having a serious or chronic illness: 

People need to talk, and people need to be 

able to get some support from each other. 

Look, human beings were never meant to be 

isolated and yet, unfortunately, chronic pain 

isolates all of us completely. 

(BILL, CHRONIC PAIN ACTIVIST)

The personal illness narratives that form such a 

signifi cant part of online patient forums were one 

of the most popular features, both having one’s 

own story told as well as being able to learn from 

others as a method of tapping into the experiential 

knowledge within a condition-specifi c community. 

Whether real or not and whether it translated into 

anything concrete or not, this appeared to give a 

real sense of empowerment to most participants, 

particularly those with rare conditions who were 

able to engage with others similarly aff ected which 

would otherwise not have been the case. The role of 

non-virtual connection was, however, emphasised 

as an important part of illness recovery with digital 

methods of communication being described as 

only one part of keeping engaged with patients 

being more likely to get through an experience of 

illness in a positive way if digital media was simply 

an enhancement to real life friends, family or other 

support.

It was no surprise that many of the study participants 

talked about the isolation that they experienced as 

a result of living with a chronic illness. It appeared 

that the experience of chronic disease could 

fundamentally change a person’s life and identity 

and aff ect their sense of belonging in the world 

around them. This was one of the main reasons 

that they used digital media; to try and make some 

connections and get something back that they had 

lost or that had altered irreversibly:

I think what it’s [digital media] done for me, 

really, is connected me with old friends. Even 

primary school friends. And I get a sense of 

belonging again. Like, “Oh, that’s right,” you 

know, “ I am …” Because the thing with chronic 

pain is you lose your identity and, yeah, sure, 

you can create a new one, but I lost who I am. 

I lost all my people. You know, through being 

unwell. So, in that way, I can be someone 

again whether it’s real or not…

(ANNA, CHRONIC PAIN ACTIVIST)

Clearly, some experiences of illness are more 

isolating than others especially where stigma or 

being unable to leave the house for long periods 

are involved. There were also major implications of 

being in a regional, rural or remote location which 

could compound this isolation where (often not 

the most reliable) online connection could be life-

saving. Financial hardship associated with serious 

or chronic illness was also mentioned and aff ected 

patients’ ability to aff ord digital technologies in the 

fi rst place.

(See ‘Equality of access and opportunity’, next page)

CONNECTION VERSUS 

ISOLATION AND LONELINESS
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Our fi ndings revealed that participants used diff erent 

platforms for diff erent types of advocacy. However, 

Facebook was by far the most prominently used 

and commonly mentioned digital media platform. 

Participants showed a good level of awareness 

of the darker sides of social media such as being 

scammed or trolled or the rudeness that some 

had encountered from others, or the false feeling 

of anonymity platforms like Facebook could 

generate if one was unaware. Nevertheless, for 

our participants, the benefi ts they derived from the 

engagement mostly encouraged them to keep using 

the technologies anyway. Our participants were 

mostly very frequent users of social media, possibly 

refl ecting our recruiting methods which included 

patient activist organisations’ social media pages and 

websites. Not surprisingly, security and privacy of 

any health information or details imparted in online 

forums was a key concern of participants especially 

those who might already feel stigmatised because 

of their health status. Participants also thought the 

big social media companies, like Facebook, should 

be taking more responsibility for bad behaviour on 

their sites and trying to increase trust from users by 

taking misuse seriously. The overwhelming nature 

of online communication was also mentioned as 

something that could become yet another burden to 

be managed alongside a chronic health condition, 

which was not always an easy task. 

CHARACTERISTICS OF 

SOCIAL MEDIA AND 

INTERNET PLATFORMS

What I see with social media is, when people 

are active around a particular topic, they’ll 

come together and you’ll get a handful that 

will be active talkers about it and then a whole 

bunch more are active watchers or not even 

watching, they just like being in a group. You 

make connections. We love collectivising. 

We can’t bloody-well help ourselves because 

we are a communal animal. And that’s what 

I see happening in social media…generally, 

you skim the surface with the social [media] 

platforms. Occasionally, you’ll fi nd individuals 

who go deeply into things but, in a way, it’s 

you and all the lone voices... 

(EVE, CHRONIC PAIN ACTIVIST)

EQUALITY OF ACCESS 

AND OPPORTUNITY

Ensuring all citizens have the same level of access 

to digital media was seen by our participants as 

central to whether or not these technologies could 

be considered empowering, and whether the 

positives of social media and the internet could 

outweigh the potential negatives. One of the main 

factors mentioned was uneven levels of digital 

literacy amongst populations within Australia:

…the individual is limited by their digital literacy, 

it can be overwhelming for older people living 

with HIV to navigate communicating online 

and picking up the cues and knowing what 

the right thing to say or how to frame it…

people learn but it’s when they don’t learn or 

when there’s confl ict and we can’t step in to 

smooth it out, that people feel hurt and silly 

and they walk away. And then there’s another 

barrier that’s HIV-specifi c in that some of 

our members who, of all ages, who have 

late diagnoses and might have developed a 

neuro-cognitive impairment, have diffi  culty 

communicating online and reading tone. And 

we’ve had instances of people thinking that 

they’re being mocked, laughed at, not taken 

seriously because of their neuro-cognitive 

impairment relating to their HIV. And you have 

to sort of say, “I don’t think this, unfortunately, 

this space isn’t for you…

(CAM, HIV ACTIVIST)

As well as age and generational factors, participants 

thought that already socially-disadvantaged 

Australians could be even more marginalised by 

them not having equal access to digital technologies, 

and to the information on health or the latest 

treatments that they enable. Inequality of access 

was also perceived to have practical dimensions, 

for instance, for Australians in rural areas who may 

not enjoy the level of access that citizens in the 

capital cities might. 
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HEALTH 

INFORMATION 

SEEKING

It was clear from our study that the internet is one of 

the main ways that Australians get information about 

health and illness today. Most described using an 

approach where they would get information from 

several sources, including online ones, and then 

put that information together to form a coherent 

explanation of their predicament and symptoms:

…if I want information, which I regularly 

do, about Parkinson’s [disease], I’ll ring 

Parkinson’s Victoria, I’ll speak to a GP, I’ll speak 

to a physio, I’ll have a look online. There’s 

not any one source I fi nd where there is likely 

to be, if it’s an opinion, there’s just so many 

views and you’ve gotta hope that you pick the 

right opinion and the right view…often I have 

to look at diff ering information from diff erent 

sources for diff erent subject matter and try and 

come up with something in the middle that 

sounds about right. 

(CHARLIE, PARKINSON’S DISEASE ACTIVIST)

Our respondents related the reasons they 

used the internet to get information about their 

health condition. These included confl icting or 

no information and knowledge from medical 

professionals; being able to hear stories from 

others who have been through the same thing; 

not understanding or being able to assimilate 

information given in a medical consultation; 

and medical professionals being time-poor and 

unable to spend time explaining things at length. 

The responses refl ect a shift in the doctor-patient 

relationship where patients no longer see their 

doctor’s word as absolute.  Several also mentioned 

using social media to try and change public 

perceptions about their conditions particularly in 

the chronic pain community.  

Problems with ‘Dr Google’ mentioned by our 

respondents included the sheer amount and 

questionable credibility of health information:

 

I went home and got straight onto Google and 

started doing my own research as to who do 

I believe here? Has the doctor got some old-

fashioned views and her views are better or 

are hers’ old-fashioned and his are better? 

I was so confused! 

(VICKY, BREAST CANCER ACTIVIST)

Most reported it necessary to use critical thinking 

skills and to have a reasonable level of knowledge 

to begin with in the practice of using the internet 

when searching for health information. There was a 

feeling amongst some participants that the medical 

establishment has been slow to embrace digital 

technologies, especially their potential in rare 

diseases:

Doctors need to keep learning...how can they 

possibly know what the patients are going 

through when they suff er 24/7, the books 

young doctors learn from are completely 

outdated, Tarlov Cyst Disease is just one 

example, there are many. 

(SURVEY RESPONSE NO. 74)
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NAVIGATING THE 

ONLINE HEALTH SPACE

Whatever new pops up I tend to … sort of … I 

sit back a little bit. But then again you could 

say that and something new pops up, and 

I jump in, you know. My eyes closed, going, 

“This is fantastic,” until someone says it’s not 

real. So, like, “Ooh!” You know, we’re all a bit 

vulnerable and open to being scammed. We 

sort of like to think we’re smarter than we 

really are. 

(ANNA, CHRONIC PAIN ACTIVIST)

Anna’s experience sums up the risk/benefi t that 

participants experienced when using digital media 

in relation to their health conditions. On the one 

hand, they know that they should be cautious and 

not trust everything that is available on the internet 

and also that the operation of algorithms mean that 

they are not getting a neutral answer when searching 

for information. But the urge to get information 

to try and help a diffi  cult situation and access the 

benefi ts of online connection for health challenges 

can be overwhelming. This makes navigating 

the online health ecosystem a tricky business, 

fraught with dangers but nonetheless irresistible to 

patients despite their bad experiences online. Some 

participants suggested the need for more regulation 

built into digital media, and this is certainly a topic 

under consideration in Australia and other countries. 

But is this possible? And, is it too late? 
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CONCLUSION
Our research suggests that digital media are already 

fi rmly embedded into contemporary practices of 

patient activism. We have demonstrated ways that 

this can be both a positive and negative development. 

One of the things we hope to contribute to with this 

study is the fostering of a culture of questioning 

such developments rather than assuming their 

inevitability as we believe has been the case with 

the introduction of digital technologies in health 

and other areas thus far. Today, we will hear about 

many of the ways digital media are facilitating 

patient engagement on the ground and about some 

innovations in the planning and pilot stages. We 

will also critically examine some of the implications 

of recent digital developments for the future of 

patient communities and the wider population. 

The concluding discussion session of the workshop 

is a chance for participants to discuss how these 

technologies can continue to be used for the good 

of patients and the general community and how 

they may contribute towards mitigating some of the 

less desirable scenarios that have been raised to 

benefi t those at the heart of it all – patients. 
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