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Many similarities, many differences:

« 100,000 people with MS — the same as HIV

* Average age of diagnosis — 35 for both conditions
» Life expectancy reduced by about 5 years

* Dramatic improvements in drug treatment for HIV
over past 15 years — on their way for MS?

 HIV Is infectious, MS is not

* HIV impacts specific communities and is focused
In urban areas
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« Terry died in July 1982, THT set up in November that year

* Profound shock and fear of new, deadly, sexually spread
Virus

« Taboos and fears — sex, sexuality, drug use, contagion and
dying young

« Challenge to Dr / patient relationship, medical research
orthodoxy, provision of social care, rise of the expert patient

« Speed of drug development — protease moment in 1996 with
70% fall in deaths in 18 months

« HIV changed from a death sentence to a long term,
manageable condition
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Home Find out more ) Public involvement in research

+» Find out more

Public involvement in research

* What is public
involvement in 4
research? ——

Pudblic involvement In « Go back

research

» EII[E:;:“:_’(;‘E in getting ‘with' or ‘by’ members of the public rather than ‘to”, ‘about’ or ‘for’ them This
involveds

ncludes, for exampie, working with résearch funders to priontise research, offenng

advice as members of 3 project steering group, commenting on and developin:

» Information for it : Prose $ P X By SN el
researchers research matenals, undertaking interviews with research participants

n View a video of our members and Nick Partridge, our previous Chair,

> Researc
ssloning talking about what public involvement in research means to them.

commi

» Fregquently asked
questions

» User controdled
research

one study thal we did the

AINEGLS

were involved mentioned fatigue

FA




The James Lind Alliance
Guidebook,

~How to establish 3
) Pr_lgv'rlt!' s!ttlng;
Partnership
vOverview of

Priority Setting
Partnerships

o Who's who in the Priority

Setting Partnership?

» Setting up the
steering group

» ldentifying partners

» Managing the
partnership
» How to identify
treatment
uncertainties

» How to prioritise
uncertainties

» How to evaluate

» How to take priorities
to research funders

(Choosetextsize a4 A A) Home | Contact Us | Download POF Guidebook
Search |

Overview of Priority Setting Partnerships

Pnonty Setting Partnerships bnng patients and
clinicians together to work through the JLA process
The aim of a Prionty Setting Partnershap is to identify
patients” and clinicians’ shared priorities for research
into the treatment of speciic health problems

The JLA's current portfolio of Prionty Setting
Partnerships can be viewed by clicking hare

Priorty Setting Partnerships’ objectmes are to

» bnng patients and clinicians together to sdentify
uncentainties about the effects of treatmerts

= agree by consensus a priontised Yop 10'list of those uncertainties, for research

* publicise the methods and results of the Pnonty Setting Partnership

* draw the results to the attention of research funders, independently of the JLA

Advocates of the followang groups are invited to take part in a Prionty Setting Partnership

» people who have or have had the health problem in question

= carers of those affected

« medical doctors, nurses and allied health professionals with expenence of cating for people with the
health problem
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A new way of prioritising MS research

Posted on 15 Apr 2013 at 5.16PM by Emma Gray

Our fundamental aim is to develop
a strong research agenda that
results in lite changing benefits
for people affected by MS.

Often researchers and tunders
play the dominant role In the
development of research
strategies. and the priorities and voices of people affected by heaith
conditions struggle to be heard.

Here Mital Patel from the Research Team explains how you can get involved
In our project to gather and priontise research questions that are most
important to people affected by MS and healthcare professionals

Putting people affected by MS at the heart of research

Althe MS Society we're always working on ways to make our research
programme inclusive and reflective of the needs of people affected by MS
That's why we've embarked on this project guided by the James Lind

Alliance (JLA). The JLA have an internationally recognised method of helping
to prioritise research questions from people with heaith conditions, carers and
healthcare professionals

This project Is a new way of canvassing the views of a wide range of people
who would not normally be involved in strategic activities kike setting research
priorities, By the end of the project we'll have developed a top 10 list of
unanswered research questions shared by people affected by MS and
healthcare professionals. This top 10 isn't just for the MS Soclety, it's for the
whole MS community, and it will hopefully go on to influence the decisions of
many research funders

Getinvolved: Vote today!

You c¢an now vote for research guestions most important to you - just follow
the on screen instructions

Onen researchers and funders
play the dominant role in the
development of research
strategies, and the priorities
and voices of people affected
by health conditions struggle to

be heard
77

-

Read more research blogs

a

Back to the blog

Rate This

Average;

Your rating: None Average: 5 (1 vole)



Patients Like Me - HIV

- what is it like to have HIV?

Symptorms reported by

members How bad it is

Ciarrhea
Swallearn glamnds
Chill=ffewer
Might sweats

Decreased appetite

FRash aor =skin problaerms

Pl d - Mone

Terrence
HIGGINS

TrUST
Y

Wehat people are taking faor it

Driiphenoxulate and atropine,
Loparamide., Rifaximin

Kaletra, Witamin < Intravencus (IW), No
treatrments

Efavirenz, Acetaminophen [(Paracetamoll,
Ibuprafan

Ibuprofen Prescription, Abacawvir-
Larmivadine

Drronabinal, Megestrol, ProrFiethazine

Triarmcinolone topical, Mupiraocin Topical,.
Acyclavir

ﬁ What do patients take to treat HIV and its symptoms?

Treatmeants reported by

members Perceived aeffectiveness

Efavirenz-Ermtricitabine-
Tenaofowir
Ermntricitabine-Taenofowir
Fitonawir

Atazanavir

Efaviren:z

Kaletra

ralte grawir
Abacavir-Lamivudinse
Drarunawir
Lamivudine-Zidovudine
Mevirapime

Larmivudine

Teanaofouir

Abacavir-lamivudine -
zidovudine

Fidevudine

[AZTY ZDWFAazidothyrmidine)

I

= data from evaluations
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Patients Like Me - MS
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ﬁ What is it like to have MS? HlGGInS
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Syrmmptorns reported by
membears How bad it is What people are taking for it @
Brain fog Modafinil. Donepearzil, Ormega 2 Fish il

Excessive daytimme slecspinaess Maps, Arrnodafinil, PModafinil

[(zommnolencal

Stiffne s/ Sp asticity Tizanidine, Wwalking Stick/Cane, Baclofen

Bladder problerm=s Oxygbutynin.: Tolterodine,: Solifenacn
Mood swimngs Fluoxatine, Escitalopram.,. Lamotrigine

Bowel problems=s Polyethylene Glycol 2350, Stool Softenear,

Fiber supplermasnt
Erncticonal lability Listen to Music, Sertraline, Citalopramn

Sildenafil, Tadalafil, Vvarden afil

Sexual duesfunction
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Acderate Mild - o me

E wWhat do patients take to treat MS and its symptoms?

[ ]
"

Treatments reported by # of
meaembars Paerceived affectivencss Owerall rating of side effects Evaluations
Glatirarner acetate _ | 1478
Interferon bets-1s IM e . — 243
Injection

Interferon beta-1a Subd [ T — [ — — 766
injection

MNatalizurmab [ B m S74
Interferon beta-1b Subo T - _— 425
Irmjeckicomn

Baclofen [ - 1oz
Methylpradnisolone [ B E— [ B e 172
Maltrexone I »= 170
Calfarmpridine (4-aP E | 162
exteanded releasea)

Fingolirmod | . [ . 131
Mo d afinil [ B m|m o7
Praednisone E | — TS
wikarmin D [ B I s
Mitoxantrone [ T e 57
Steroid Iv Infusion [ B [ — — S1

reatrmment evaluations
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Heed our help now?

My HIV

HI¥ and you

Telling people

Staying healthy

Your rights

garry brough | Logout

IKewurd search
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You are here: t4y HIV ¢ty account £ &4y CO4 count and wiral load

My medication and
reminders

My CD4 count and viral load

My CD4 count and viral load = Recard your CD4 and viral load results as you get them and track them here over time.

Ask a health trainer ‘vour CD4 count gives a rough indication of the strength of vour immune

My personal notes system. Your wiral load shows how active HIY is inwour body.

My appointments For mare information see What's happening inside me?
My favourites

My life check
Levels

Share my story

Community forums My latest results

> 18501711 200 CD4 count
> 18501711 40 Viral load

My account details

Year to date Allresults
12005 1,000,000
1000 - ann aan 100,000
840
200 - ",‘\./_. ]
1] 800 200 =
= =
2 =
O 500 i -
= E
3] =
L:,:,_ iin x in -
@ - o & & |- Wndetecinbie
200 -




Email: Enter £ma Password seseenssene

MS

REGISTER

*Help Make Sense of MS

m' - Join the Study

OU are ovel e age of 18 anc e ne
Password* 0 >
e - - v
v - Y e e e 1 T >
Confirm Password* nuitiplé cholce queastionnaire t complete; t
1 = Ve then ask tha O et - epesat tne

m = .

*10280 people have joined the
study so far.
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UK welfare reforms have the biggest potential impact —
Intended to save £8 billion and reduce the number of
claimants by around 30%

Disability Benefits Consortium - national coalition of over
50 organisations working towards a fair benefits system.

Hardest Hit - the public-facing campaign against the
disproportionate impact on disabled people of benefits and
services cuts.

Worklife - a web project to support people with chronic
fluctuating health conditions in employment.

Care & Support Alliance - calling for urgent reform to
tackle the social care funding crisis.




Lessons from HIV

*Mobilise personal, political, social, commercial, media
forces — gather momentum

« Maximise the voice of people with MS through
campaigning web platforms

« Explore the exciting new possibilities for collecting
evidence and sharing it

* Have an eye on the long-term, but plan short-term —
flexibility is key

» United we stand — the importance of allies

* “Never, never, never give up” Winston Churchill
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Terrence Higgins Trust — www.tht.org.uk
MS Society UK — www.mssociety.org.uk
INVOLVE — www.invo.org.uk

James Lind Alliance - www.lindalliance.org
Patients Like Me - www.patientslikeme.com



http://www.tht.org.uk/
http://www.mssociety.org.uk/
http://www.invo.org.uk/
http://www.lindalliance.org/
http://www.patientslikeme.com/

