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AIMS
The aim of this work is two-fold:

1.

To highlight the importance of Qualitative Data Collection in a minority
disease population.

2.

To highlight how social media can have an important impact on healthcare
and disease management in young people and chronic conditions.

The example that will be used here is Alports Syndrome (AS).

INTRODUCTION
•

Collecting data from patients dealing with rare
diseases can be challenging.

•

A qualitative focus group study using conventional
media in a small population of year 7 and year 10
pupils concluded social media would have increased
participation and reduced response bias linked to
participants’ knowledge of the identity of the
researcher (Higginbottom 2000).

•

The use of social media (SM) today provides
unparalleled opportunities for research data
collection, wider access for communication and
engagement.

•

Using SM is not limited by constraints of time and
geography (Eysenbach and Till 2001).

•

There is now more evidence coming forward
on the use of social media, its practices and
impact to highlight rare and long term
conditions in young people (Levy et al. 1994;
Muhammad et al 2014; RCPCH 2011; Waters
et al. 2008).

•

The use of social media has helped to raise
awareness of various disease states and its
wider uses has prompted healthcare
professionals and researchers of various
disciplines to acknowledge importance of
data collecting (Sackett et al. 1996).

ALPORTS SYNDROME (AS)
• Alports Syndrome (AS) is an inherited genetic/ rare condition causing
progressive renal, hearing and eyesight abnormalities (Copelovitch, & Kaplan
2006). It is the second most common inherited cause of chronic kidney
condition.

• It occurs when a special type of collagen (Type IV collagen) normally found in
all tissues but especially in the kidney, inner ear and eyes, is missing or
abnormal (Copelovitch, & Kaplan 2006).

• There are three forms of Alports with the majority (80%) of patients having
the X-linked type which refers to an alteration of a particular gene on the Xchromosome.

EPIDEMIOLOGY
• The incidence of Alport syndrome is about 1 in 5,000 in the
UK population (Flinter et al. 2016, Heidet et al. 2000, White
et al. 2005).

• This number accounts for 2-3% of all cases of CKD (ibid).
• Autosomal Recessive AS accounts for 0.64% of male
patients with End-Stage Renal Disease (ESRD) in Europe
(Sessa and Meroni 2003).

• 15% of AS cases are believed to be attributable to mutations
in the COL4A3 and COL4A4 genes, (Haas 2009).

ALPORTS (AS) AND DISEASE MANAGEMENT
• Patients will eventually require replacement of kidney
function with dialysis or renal transplantation (although
transplants fail in 5-10% of AS patients).

• In the case of autosomal recessive AS both males and females
are equally affected (UK Genetic Testing Network 2010).

• Establishing the method of inheritance is important in
assessing a patient’s clinical outcome.

• The possibility of genetic testing for AS reduces the need for
uncomfortable, invasive and such as renal biopsies (UK
Genetic Testing Network 2010).

WHAT DOES SM REALLY ADD?
• Using social media as a tool can provide a new dimension to gain real time
experiences, and help inform health care strategies (Huston and Rowan 1998).

• The proliferation of cheap (or free) and easy access to Information and
Communication Technology (ICT) including wide usage of SM over the past
decade has created opportunities for researchers and participants to partner to
help improve patient care compared to previous generations of investigators
(Ahern 2005).

• Now with many forms of social media, data collection allows exploration of
speech and instant messaging—for example, to define or examine how wellbeing
associated insight can be adapted into understanding and dispersed more
widely (Pajari et al. 1999; Pajari and Sinkkonen, 2000).

• This means that in minority LTC and Rare disease populations like AS, data
collection via internet methods (and even phone apps) can hopefully bring more
robust answers to help better health care practice in more real time.

HAVING THE RIGHT APPROACH
• The data collection protocol selected needs
to be appropriate, reliable, adaptable and
practical for both participants and the
researcher.

• The advertising of research using SM/ online
platform can encourage involvement by
genuinely interested participants thereby
enhancing experience and outcomes and
broadening participation (Cantrell and
Lupinacci 2007).

CONCLUSION

• SM can be used to help inform future service development.
• Researchers should now take advantage to partner with young people,
founders and moderators of online support groups to co-create research
activities, to help inform future practice and have a positive impact on
service development.

• Using SM to collect data in hard to reach populations like young people
with AS, can thus overall add rigor and integrity to investigations.

• It is important to note that with advances in technology, communication

and data collection methodologies can invite interaction and engagement
with patients who are a minority to understand disease.

• SM is now becoming more attractive (Morgan and Harmon 2001) to
collect data, but also enable peer support.

SMALL PROMO ON THE RPSG
•

Founded in (2009)

•

Voluntarily run by patients/ carers

•

Over 7974 members globally

•

An evidence-based support group

•

Using Facebook for shared-decision-making

•

Using BlogSpot to highlight activities in ‘journal’ format and for non-Facebook users

•

Using Research Gate to highlight publication activities

•

Using Instagram to raise CKD through Art

•

Always welcoming collaborations and partnership working

•

Launch of RPSG Website in October 2018
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