Bringing research back to families:
A personal practice session for Paediatricians
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Bringing research back to families

Aims:
® To demonstrate how patient and public involvement
(PPI) can contribute to research

® To demonstrate benefits for researchers in involving
the public

® To discuss and share practical strategies for PPI
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Patient and Public Involvement in
research — ways to get it right

Presented by
Sue Banton and Ann Seymour
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Definition of the ‘Public’

patients and potential patients iy B
people who use health and social services e/
informal (unpaid) carers (B sislyy

parents/guardians
disabled people

members of the public who are potential recipients of health promotion
programmes, public health programmes, and social service
Interventions

groups asking for research because they believe they have been
exposed to potentially harmful substances or products (e.g. pesticides
or asbestos)

organisations that represent people who use services.
Involve definition
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What is public involvement?
oo

® Itis active involvement between people who use services -
carers and researchers

® Can be described as involvement doing research with or by
people who use services
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Why involve the public in the application process?

® Members of the public can
bring:
— knowledge and experience of a
particular condition or service
— a public perspective

® Members of the public can
help to:

— Improve the design and focus of the
research i

— advise on the ‘best practice’ for public
involvement throughout the research

— advise on ethical issues
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The Research Cycle
o
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Practical issues
]

— Time &P / o

® public involvement may take S Unlicase; Care fesopre, )
additional time Tt — )
— Costs T
.. NS
® expenses, training, fees N

— Accessibility /’X!‘\
® need to produce a ‘plain English’

summary of the proposed
research

® avoid acronyms and jargon and,
if necessary, provide an
explanation of specialist or
technical language.
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BPSU - Non Consensual Research
]

® BPSU Studies — information obtained from medical
notes

® Consent not possible

® |egal basis Section 251 NHS Act - NIGB (National
Information Governance Board) approval

® Opt out information must be made available

® Ethical approval — must be obtained from a MREC
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Public Involvement in BPSU Studies
-

Why Is It Important?
® Consent not possible

® [ransparency — research governance

® Communication — sensitive or controversial studies
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BPSU Applications:
oo

What is the Lay EC member looking for?

® Lay summary

® Communication with patient support group/s
® Public information leaflet

® Dissemination strategy
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BPSU EXAMPLES
S

® CNS Inflammatory ® Genital herpes in children
demyelinating disease under eleven years of age
presenting to secondary
care

® Multiple Sclerosis Society

and Action Medical ® No specific patient
ResearCh Support group

® MS Lay representative ® Patients and Public
appointed to study team Involvement in Research

a local panel of trained lay
and patient advisors
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Examples of PPl in consensual support using a
patient support group - STEPS

STEPS is a small national charity supporting families who
have been affected by Developmental Dysplasia of the
Hip (DDH), club foot and other lower limb conditions.

steps
We don't take walking for granted

www.steps-charity.org.uk
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Building the long term relationship

Involvement of a support group in genetic and epide miological studies

The Challenges fltlllnring Causes o

The researchers: ...

% Lack of medical records ..
% Away from perceived safety of standard medical model

+ Possible biases in

+ Blinding of participation

+ Researcher has to do much of the study backup him/herself

[

The support group _

Clubfoot jp Europe
++Keeping the public interest over time
«»Extra work for the support group
“*Some costs are covered, but not all especially hard to quantify costs like staff/volunteer time
+»Confidentiality issues
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Building the long term relationship
e

Involvement of a support group in genetic and epide miological studies

The Good Things

The researchers:

v'’knowledgeable & enthusiastic partners
v'Recruitment at relatively low cost

v'On-going relationship

v'Parent perspective on study material

v'Help with dissemination to participants and public
v'Increase public awareness though website links

The support group:

v'Important questions to parents are being looked at

v'Helps to improve public understanding of difficult topics like genetics
v'Building a long term relationship with a research team

v Impact on the design of the questionnaire

v'Researchers are able to present findings to parents

vIncreased profile for STEPS ‘_
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Getting Funding -Big Lottery Funded Research
<

Appearance & choice of prosthetics for children & y oung people
with limb loss

shent_(stege T
e e

®BLF Funding only possible through Charities ey

Ao e sty

®Collaboration- two charities, university and two
NHS Limb Fitting Centres, managed by charities

@ Steering Committee includes two young people with
Limb Loss - found through charities

®Qualitative study - involvement has helped to focus
guestionnaire design & bubble dialogue pictures.

®Positive experience for all member of steering group

®Charities have a big impact on dissemination e
especially one day conference for clinicians and
members of public (funding requirement)
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Useful resources

< —
® INVOLVE

WWW.INVO.0rg.uk

® Patients Participate - Association of Medical Resear  ch Charities
(AMRC)

www.amrc.org.uk/our-members_patients-participate
® COMPASS Report - National Cancer Research Institute

www.ncri.org.uk/includes/news/docs/compassreportfinal.pdf

® People in Research

www.peopleinresearch.org

® NIHR Health Technology Assessment programme

www. hta.ac.uk/public/index.shtml
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Public and patient involvement:
A researcher’s view

Presented by Rachel Knowles
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Who can represent patients in non-consensual research?
|

® Patient support groups for specific conditions
— Parent/patient groups — often established for rare conditions
® But be aware of group ‘mission’ and focus

® Check which groups exist — can choose most relevant or
combine interests

® General issues — e.g. environmental lead, breastfeeding

® May just need to approach ‘parents’ or general public, e.g.
NCT, schools, HPA focus groups
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What are the benefits of PPl for researchers?

Planning the study
® Finding out which research questions are a priority for patients
® Understanding how best to tackle sensitive or controversial areas

Ethics, governance and funding

® PPl support can ensure that the ethics and information governance
IS appropriate - proportionality

® Patient groups may provide funding or support an application

Disseminating information about the study

® \Writing a leaflet, newsletter or website information on a website in lay
language
® Reaching a wider audience - outside health professionals
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Working with parents and patient support groups

Living with e
mq COMGENITAL
ABRENAL
HYPERFLASIA
SUPPORT GROUP
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Figure 5: Distances travelled by
families attending for diagnostic
confirmation of MCADD
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Demonstrating support

Al
eiilang,

Family and individual support for e sl - )
teenagers and children with gender (BPSU; - RS 1 C) |
identi ty issnes 5{4’0,.,_-..,#3 : : m Mermaids  wemmcer cinwe mam

BRITISH PAEDIATRIC SURVEILLANCE UNIT & CHILD AND
ADOLESCENT PSYCHIATRY SURVEILLANCE SYSTEM

PuBLIC INFORMATION SHEET

GENDER IDENTITY DISORDER STUDY

ity Disotdet TOWARDS BETTER TREATMENT AND MANAGEMENT OF
oaz 2 his decisio® CHILDREN AND YOUNG PEOPLE WITH
- cuiidren GENDER IDENTITY DISORDER

WHAT 15 GENDER IDENTITY DISORDER?

Some people descrbe this as feeling they are in the wrong body or that
thaeir gender and body do not match. Children and young people with GID
experience significant distress thet frequently increases in intensity when
they go through the physical changes of puberty, There are increased rsks
of self-ham, suicide and eating disorders.

WHY DOES GENDER IDENTITY DISORDER DEVELOP ?

= Mo single cause has yet been found for the development of & gender
identity disonder.

= There is some evidence that it can ocour in young people with an
autistic spectrum disorder.

+ Most young pecple who experience gender dyspheria in childhood find
these feelings decrease after puberty.

« Ina few, gender identity disorder continues into adulthood and they
may want to discuss undergoing a sex change

= More information is needed to help us understand why gender identity
disorder decreases for some young people and continues for others.

Gender identity Oisorder Study, public info leafiet, Version 2, 23 August 2011
REC Ref. 11/10/1512
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Public consultation

General information on lead

-
JquuunRy asked guestions on lead (PDF, 41 KB)
Fregquantly asked guestions on lead, incleding information on lead poisoning in children.

Lead paint remowval
Find out how to identify § you have lead paint in your house, and how to remove it safely from Direcigoy.

Lead in drinking water - Drinking Water Inspectorate advice
Lead is not normailly in drinking water, howewver some homes buil: before 1970 may have lead pipework connecting the water

mains and lap. Depending on the hardness of your water, small amounts of lead may appear in tap water. This leaflat from the
government's Drinking Water Inspeciorate provides information and advice on lead in water,
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Getting the ‘message’ right

m cheices
Your heaith, your choices

Pragnancy and baky

Why breastfeed?

Breastfed baby risk investigated

iy Llare: Murpny

DAL Maws heaftn reporter

Droctors ara launching thae Tirst
siudy to astabish Row iy
i astTod babiss Tall
dangarausly 11 after Talllng b
take in enough milk.

TrifarmLagaan a0l Ihe nildmoer of
SETOEY defidrabnd newhorns
resamitter to Fospetal will be
gathered acress the UK and lrssn

'-{"::"JI:' = The Di=carmet of Hestth moommengds
Euchimrae hragstieeding for na monies

SEVENE NyDEMairaEmIc

l'JL'.'I'.-ﬁ'd'JI:-'I is & rare Bul petentiatly fatal comditian.

The answer isn’t more formula feeding but increased

support for breastfeeding"

Dr Sam Oddie

Bradford Royal Infirmary
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