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‘Social	Media’	



The	Digital	Revolu3on	



The	‘Webmaster’	



Social	Networking	



Cemen3ng	the	Revolu3on	



What	was	the	es3mated	popula3on	of	the	
world	in	2018	?	

–  4.5	billion	

–  6.5	billion	

–  7.5	billion	

–  9.5	billion	



In	2018	the	es3mated	popula3on	of	the	world	was	
7.6	Billion	people	

Around	1%	growth	per	year	over	the	last	10	years	





Community	
	



Pa3ent	support	groups	





Integra2on	into	research?	

1.  Most	social	media	is	freely	available	and	open	
access	

2.  Social	Networking	Sites	are	just	databases	

3.  It	is	possible	to	isolate	posts	rela3ng	to	a	specific	
disease	and	filter	out	all	the	noise	



Our	Ques2on(s)	

Can	we	use	Social	Media	analysis	to	
iden3fy	unmet	needs	of	pa3ents	with	
IgA	Nephropathy?	
	
Using	this	informa3on	can	we	produce	
resources	that	respond	to	the	unmet	
need	iden3fied?	



Refined 
Boolean 
searching for 
language 
around ‘IgA 
Nephropathy’ 



Making	the	database	
•  3000 posts (with related comments) 

iden5fied rela5ng to IgAN from 
PATIENTS


•  Excluded 

•  Organisa5ons
•  Medical professionals





Making	the	database	



Making	the	database	
	

•  2000	posts	in	2	years	>	95%	from	pa3ents	
with	IgAN	or	family	members	pos3ng	on	
behalf	of	a	pa3ent	

•  Most	posts	had	associated	conversa3on	
threads	



How	is	it	different?	

Social Media Analysis 
 

§  Real conversations/real questions 

§  All freely available social media 
user posts can be analyzed 

§  Agenda established by the 
patients 

Traditional focus group 

§  Patients know their opinion 
is being sought 

§  Only capture engaged 
patients 

§  Led by the agenda of the 
surveyor 



Framework	approach	
1. IgAN patient focus group meeting 
Identify key themes patients think would be searched for online 

2. Apply framework analysis to Social Media database 
Identify and anlayse posts relating to themes identified in stage 1 

3. Adjust and re-apply framework analysis based on findings of stage 2 
 Re-analyse database with updated search terms 

4. Second patient focus group meeting 
Findings presented to focus group to identify areas for further analysis 

5. Final analysis of Social Media database 
Further themes from second patient focus group meeting explored 



Ini3al	Focus	Group	Mee3ng	

Diagnosis Disease 
progression Diet 

What 
medications 

do 
Genetics 

Information 
on disease 

staging 

Extra 
support 

available 



What	we	found	

Diagnosis Disease 
progression Diet 

What 
medications 

do 
Genetics 

Information 
on disease 

staging 

Extra 
support 

available 



What	we	have	found	

Symptoms Diet Diagnosis 
Treatment 

Side-
effects 

Co-
morbidities 



Symptoms	

•  Pain	
•  Tiredness	
•  Swelling		
•  Itchiness	
•  Headache	
•  Sleep	



‘Pain	from	my	kidneys’	
	

•  Worse	aber	URTI	

•  Some3mes	with	haematuria	on	dips3ck	

•  ‘When	I’ve	men3oned	it	to	my	Consultant	in	the	past	
all	they	said	was	kidneys	don’t	cause	pain	like	this,	
and	it	must	be	muscular,	but	it	can’t	be	can	it?	It	is	so	
frustra3ng	to	have	these	symptoms	dismissed’	



Diet	

–  Salt	and	Potassium		

– Gluten	and	Dairy		

–  Protein		

–  Fish	oil		

– Weight	(and	lifestyle)	



Diet	essen3ally	2	types	

	

1.  Posts	trying	to	find	a	dietary	cure	

2.  Posts	seeking	advise	on	how	to	live	well	on	a	‘renal	
diet’	(including	weight	and	lifestyle)	



Diagnosis	

•  NOT	THE	BIOPSY!	
•  Medical	terminology	

–  protein	leakage	
–  PCR	
–  eGFR	vs	crea3nine	
– What	do	dips3cks	do	
–  ‘what	do	they	mean	by	kidney	func3on’	

? 



Treatment	–	mostly	about	S/E’s	

•  S/E’s	from	BP	meds	

•  S/E’s	from	steroids	

•  Some	interest	in	new	therapies	and	trials	–	but	not	
many	



Co-morbidi3es	

•  Managing	3	main	co-morbid	diseases	
– Diabetes	
– Gout	
–  Blood	pressure	



Phase	2:	Can	we	produce	resources	that	
respond	to	the	unmet	need	iden3fied?	
	
Phase 1 

• Data analysis 
• (Comparing data from between platforms) 

Phase 2 

• Create multimedia resources in response to identified needs in 
partnership with patients (without ‘duplicating resources that already 
exist’), in partnership with MDT working group 

• Foster development of a #IgAN community 

Phase 3 
• Analyze impact of resources and community support at meeting unmet 
need 





The	#IgAN	pa3ent	network	



The	#IgAN	pa3ent	network	
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