Centre for Longitudinal Studies  Institute of Education  University of London
1970 British Cohort Study – Ethical review and Consent
 
Introduction

1.	This note reports on the approach adopted to ethical review and informed consent for the various stages of the 1970 British Cohort Study (BCS70) - a continuing, multi-disciplinary longitudinal study which takes as its subjects all the people born in one week in England, Scotland and Wales in one week in 1970.

2.	Below, a brief summary of the background to the study is followed by an account of how the approach to ethical review and consent has changed over the course of the study to date.  Examples of letters, leaflets and consent forms used for various BCS70 surveys are provided in an Annex

Background

3.	BCS70 has its origins in the British Births Survey. Sponsored by the National Birthday Trust Fund, this was designed to examine the social and obstetric factors associated with stillbirth and death in early infancy among the children born in Great Britain in that one week. Information was gathered from almost 17,500 babies.  BCS70 was the third in a series of four similar birth cohort studies, the others being based on a week's births in GB in 1946 and 1958, and on births in selected UK areas in 2000/01[footnoteRef:1]. Each has formed the basis of a continuing, national longitudinal study.    The studies present, both individually and in combination, an unprecedented opportunity to investigate the forces and patterns that have shaped and continue to shape the lives of four generations of people in the GB and the UK[footnoteRef:2]. [1:  The National Survey of Health and Development (NSHD) and the National Child Development Study (NCDS), based on births in GB during one week in 1946 and 1958 respectively; and the Millennium Cohort Study (MCS), based on births in selected areas of the UK over one year beginning 2000.]  [2:  GB (Great Britain) comprises England, Wales and Scotland. UK (United Kingdom comprises GB and Northern Ireland.] 

 
4.	Since the birth survey there have to date been eight other major data collection exercises in order to monitor their health, education, social and economic circumstances. These were carried out in 1975 (age 5 years), 1980 (age 10 years), 1986 (age 16 years), 1996 (age 26years), 2000 (age 30 years), 2004 (age 34 years), 2008 (age 38 years) and 2012 (age 42 years).
 
5.	During the age 34 survey (2004), a special study was also undertaken of the children of a one in two sample of the cohort members  this, including assessments of the behaviour and cognitive development of approximately 5,000 children. There have also been surveys of sub-samples of the cohort.

6.	Anonymised data from the BCS70 is made available to the research community via the UK Data Service[footnoteRef:3]. [3:  http://www.ukdataservice.ac.uk/] 


BCS70 and ethical review

7.	Over the years, those responsible for the study have been concerned that appropriate procedures for ethical review and consent are followed but the approach has changed significantly.  Currently in the UK, probably the most important route for ethical approval for studies like BCS70 is the National Health Service (NHS) Research Ethics Committee (REC) system.  This remains a decentralised system.  Local research ethics committees (LRECS), based in each Health Authority, were the first to be established; and smaller number of multicentre research ethics committees (MRESs) later removed the need for national studies (like NCDS) or those covering more than one Health Authority area to approach many/all LRECs.

8.	NHS Research Ethics Committees (RECs) are appointed by the Strategic Health Authorities in England, their equivalents in Scotland and Wales and the Health and Social Care Business Services Organisation in Northern Ireland.  RECs safeguard the rights, safety, dignity and well-being of people participating in research. They review applications for research and give an opinion about the proposed participant involvement and whether the research is ethical.  Each consists of between seven and 18 volunteer members.   At least one-third of the members must be ‘lay’ whose main personal or professional interest is not in a research area. The remainder of the committee are expert members, who are specialists including doctors, other healthcare professionals and academics.

9.	MREC ethical approval has been sought for BCS70 follow-ups from 2000 on, as indicated in the table below.  The 1970, 1975, 1980, 1986 and 1996 follow-ups pre-dated the establishment of the MREC system.  Available records suggest that there was only internal ethical review for these surveys[footnoteRef:4]. [4:  For more details see the NHS National Research Ethics Service website: http://www.nres.npsa.nhs.uk/] 


BCS70 Ethical approval 1970-2008 

	Survey
	Age
	Year
	Approval
	

	BBS
	Birth
	1970
	Internal review only*
	na

	CHES1
	7
	1975
	Internal review only*
	na

	CHES2
	11
	1980
	Internal review only*
	Na

	Youthscan
	16
	1986
	Internal review only*
	Na

	BCS70
	26
	1996
	Internal review only*
	Na

	BCS70
	30
	2000
	London MREC
	98/2/120

	BCS70
	34
	2004
	Internal review only
	Na

	BCS70
	38
	2008
	Southampton & South West Hampshire
	08/H0504/144

	BCS70
	42
	2012
	London- Central
	11/LO/1560


* = Predates establishment of MRECs in 1997

BCS70 and consent

10.	The approach to consent has also changed over the years.  In 1970, when the birth survey was carried out, consent to participate in surveys was gained by respondents agreeing to be interviewed or respondents returning the completed questionnaire to the study team.  Involvement in subsequent surveys adopted the same approach. Individuals could withdraw from the study at any time by simply expressing the wish to do so.  Currently, MRECs are most often concerned to see explicit written consent to all or particular elements of a survey.  

11.	BCS70 sought informed parental consent for the 5-year (1975), 10-year (1980) and 16-year (1986) surveys - see below.  Copies of the relevant letters are not available.  There is no evidence that written consent was obtained.

12.	For surveys at 26-years (1996), 30-years (2000), 34-years (2004), 38-years (2008) and 42-years (2012) the approach was similar. During fieldwork, study members were sent an advance letter advising them about the survey. The letter was accompanied by an information leaflet explaining what is involved. Study members had the opportunity to request further information, or to opt out of the survey at this point.  They could also seek further information, or refuse further involvement when the interviewer attempted to make an appointment to visit; when the interviewer visited and at any point during the administration of any elements of the surveys.

13.	The table below illustrates the rates of consent and participation for the BCS70 surveys to date. 



	Year
	Target
	Achieved
	Percent

	1970
	17,287
	16,571
	95.9

	1975
	16,381
	13,071
	79.8

	1980
	16,586
	14,874
	89.7

	1986
	16,750
	11,621
	69.4

	1996
	16266
	9,003
	55.3

	2000
	16068
	11,261
	70.1

	2004
	13,107
	9,656
	73.7

	2008
	11843
	8,875
	74.9

	2012
	12198
	9717
	79.7



14.	During the survey at 34-years (2004) a similar approach was also adopted for the inclusion in the survey of the natural or adopted children of a 1 in 2 sample the study members.

15.	It was essential that interviewers gained parental consent before carrying out the child assessments. During the interview, parents were asked to give their verbal consent which was recorded. Written consent was not required. Only those children for whom verbal consent had been obtained and recorded were assessed.

16.	Similarly, interviewers had to record parental consent before handing the child paper self-completion questionnaire to any 10-16 year old children in the household. The child was instructed to put the completed questionnaire in the envelope provided and seal it.

17.	The cohort member or another responsible adult had to be present at the time of the child assessments, though not necessarily in the same room. In general, interviewers were briefed to avoid physical contact with children.

18.	A total of 2,846 cohort members took part in this element of the survey and data was collected about 5,207 children.

http://www.cls.ioe.ac.uk/shared/get-file.ashx?id=410&itemtype=document
http://www.cls.ioe.ac.uk/shared/get-file.ashx?id=417&itemtype=document

19	During the survey at 42 years, consent from cohort members, and their partners (if they were cohabiting), to link the data collected in the study over the years with information from records which are routinely collected by government departments and agencies. These records are held by the National Health Service (NHS), Her Majesty’s Revenue and Customs (HMRC), and the Department for Work and Pensions (DWP) respectively. The information contained in the health records focus on details of hospital visits, any long lasting health conditions, treatments received and medications prescribed. The economic records from DWP and HMRC include details of benefits being received, national insurance and tax payments, and a full employment history. 

20.	Cohort members and their partners had to consent separately and distinct consent forms were provided, one for the cohort member and one for the partner. They were asked to give three consents: one to allow CLS to access information relating to NHS records, one to allow access to DWP records, and one to allow access to HMRC records. All three consents were included on each consent form but the cohort member and partner could opt to consent to none, one, two, or all three types of data linkage. The consent form was carbon-backed and printed in duplicate. One copy was retained by the cohort member and/or partner, and the other copy taken by the interviewer and returned CLS. 

21.	An information leaflet explaining why CLS wanted to link to records and the records they would be looking at was provided by the interviewer when seeking consent. In circumstances where the partner was not available, the cohort member was asked to pass on the consent form and leaflet to their partner, along with a letter addressed to the partner with more detail about why the study wanted to link to their records. Copies of the consent forms and leaflet can be found in the Annex below. 

22.	Cohort members who had completed a productive personal interview were asked for consent to link their survey data to information from routine health and economic records. The consent rate to link health records was slightly higher than that for economic records (71.9% compared with 67.3% for DWP linkage and 65.2% for HMRC linkage). Consent was provided to the interviewer directly in most cases, with a small proportion of respondents completing the form at a later date and returning to the office by post. A small number of cohort members contacted the office to withdraw their consent after their interview.

23.	Cohort members who had co-resident partners were also asked if their partners would give consent to health and economic data linkage. Overall 7,333 cohort members who completed a personal interview had co-resident partners (75.7% of productive personal interviews). Forty five per cent of partners were present at the time of the interview. Of these: 74.3% consented to health linkage; 71.2% to DWP linkage and 70.2% to HMRC linkage (33.2%, 31.9% and 31.4% respectively of all co-resident partners).   As for the cohort members any subsequent withdrawals have been taken account of when calculating the figures.

Letters, leaflets and consent forms

24.	Examples of letters, leaflets and consent forms used for various BCS surveys are provided in the Annex below.

Further information

25.	Further information is available from the CLS website (http://www.cls.ioe.ac.uk/) or by emailing: clsfeedback@ioe.ac.uk.  This document will be updated as new BCS70 datasets are available.


ANNEX: Examples of letters, leaflets and consent forms

Examples of letters, leaflets and consent forms used for various NCDS surveys are reproduced below as follows

	
	Page

	· BCS70 2000 Advance letter
	

	· BCS70 2004 Advance Letter – Core sample 
	

	· BCS70 2004 Advance Letter – Parent and Child sample
	

	· BCS70 2008: Advance Letter 
	

	· BCS70 2008: Leaflet accompanying the Advance Letter 
	

	· BCS70 2012: Advance letter
	

	· BCS70 2012: Leaflet
	

	· BCS70 2012: Cohort Member Data linkage consent form
	

	· BCS70 2012: Partner Data linkage consent form
	

	· BCS70 2012: Data linkage leaflet
	

	· BCS70 2012: Partner Data linkage letter
	




[image: ]BCS70 2000 – Advance Letter


BCS70 2004 Advance Letter – Core sample [image: ]


BCS70 2004 Advance letter – Parent and Child sample
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BCS70 2008 – Advance Letter
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BCS70 2008 – Leaflet accompanying the Advance Letter
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BCS70 2012
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[image: ]Leaflet accompanying the advance letter
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Data linkage leaflet
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October 1999

Dear

I am wrifing to tell you about an important event — the next stage of the 1970 Britsh Cobort Study of
‘which you are a valued member. This long running project has been gathering information over the
‘years about everyone in Britain bom in the same week a5 you - 5 to 11 April 1970.

‘The study is essential for planning services and developing policies to improve the lives of people in
‘Brifain 35 we move into the new millennium. This is why it is so important that you fake part in this

survey.

An inferviewer fom our parmer organisafion. the National Centre for Social Research, wil be in
touch with you sharly to amange a convenient fime fo visit. If your address or telephone mmber has
changed pléase letus know a3 soon as possible, by calling Freephone 0500 600 616.

As always, al the information you supply wil be treated in frict confidence. It will not be released in
‘any way that enables you to be identified - and willbe used anly to produce a pichure of fe in Britain
today. We shall be sending you some of the resuls as soon as they are avalable.

Ifyou have any questions or would ike any further nformation please do not hesitate o confact us on.
Freephone 0500 600 616.

‘Many thanks for your confinuing help.
Yours sincerely,

(o G Nl Bl

Professor John Bymer Professor Neville Butler

. N0 ofherstdy has such a resse trove of Knowledge bt e
nthe 20° cenry.
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The next stage of the 1970 British Cobort Study, of which you are such a valued.
‘member, is about fo begin and we are writing fo ask for your help. As you will know,
this long running project has been gathering information for 33 years about everyone in
‘Britain born in the same week as you.

‘The current survey is being carried out by the National Cenire for Social Research
(NatCen), an independent research organisaion. on behalf of the Cenire for Longitudinal
‘Studies at the Institute of Education. We would like to visit you, at your convenience, o
See what has happened in your life since the last time we confacted you.

The study is essential for planning services and developing policies to improve the fives
of people in Britain. The information collected so far has provided important insights
into the way that individual lives are shaped by different factors, from health and family
ife to education and employment. You can therefore see how important your contimuing
‘participation in the study .

An interviewer from NatCen will be in touch with you shortly fo arrange a convenient
time to visit. If you would prefer the interviewer o make their initial contact by
telephone please call Freephone xxxx xxx xxx. If your address or telephone number has
changed. or if you have any questions or would like further information, please confact
us on the above freephone mumber.

Your answers will be treated in strict confidence in accordance with the Data Protection
Act. The information you provide will be vsed salely to produce a picture of life in
‘Britain today. and will not be released in any way that enables you to be identified. We
shall be pleased to send you some of the results when they are available.

‘We are very grateful for the help you have given us to date and hope very uch that you
will wish to help us again.

Yours sincerely.

G @y Neilly R

Professor John Bynner ‘Professor Neville Butler
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The next stage of the 1970 British Cobort Study, of which you are such a valued.
‘member, is about fo begin and we are writing fo ask for your help. As you will know,
this long running project has been gathering information for 33 years about everyone in
‘Britain born in the same week as you. The current survey is being carried out by the
‘National Centre for Social Research (NatCen), an independent research organisation, on
‘behalf of the Centre for Longiudinal Studies at the Instifute of Education.

‘We would like to visit you, af your convenience, o see what has happened in your life
since the last fime we contacted you. Also, for those of you who have children, we would
ke to gather some information about them. Our interviewer will gladly explain more
about this.

The study is essential for planning services and developing policies to improve the fives
of people in Britain. The information collected so far has provided important insights
into the way that individual lives are shaped by different factors, from health and family

ife to education and employment. You can therefore see how important your contimuing
‘participation in the study is.

An interviewer from NatCen will be in touch with you shortly fo arrange a convenient
time to visit. If you would prefer the interviewer to make their initial contact by
telephone please call Freephone xxxx xxx xxx. If your address or telephone number has
changed. or if you have any questions or would like further information, please confact
us on the above freephone mumber.

Your answers will be treated in strict confidence in accordance with the Data Protection
Act. The information you provide will be vsed salely to produce a picture of life in
‘Britain today. and will not be released in any way that enables you to be identified. We
shall be pleased to send you some of the results when they are available.

‘We are very grateful for the help you have given us to date and hope very uch that you
will wish to help us again.

Yours sincerely.

G By Neilly Rl

Professor John Bynner ‘Professor Neville Butler
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Dear

1970 British Cohort Study

A5 a valued member of the 1970 Britsh Cohort Study (BCS70) we are writing to ask for your help
s the next stage of the study begins.

“This latest stage of the study i being carried out by the National Cenire for Social Research
(NatCen), an independent research organisation, on behalf of the Centre for Longitudinal Stuies.
(CLS) at the Instiute of Educaton in London.

‘We have enclosed a leaflet which provides nformation about this years study and explains exacty
‘what taking part wil involve. Also enclosed are three showeards that you will need to refer o during
‘your nterview, so please keep them safe. The survey tis time round is being conducted via
telephone and your interviewer will be in ouch in the next couple of weeks fo nvte youto take
part.If you would fike to arange a convenient time for your nterviewer to cal fen please contact
NatCen and leave a message on the following freephone number 0800 652 001

1f you have any further queries about the study please call us at CLS on Freephone 0500 600 16.
“This number i stafied 0:00-17:00 Monday to Friday. Outside thess hours an answer phone.
senice operates. You can also email us at bes70@ioe.ac uk

‘We hope you enjoy taking part in the study this time around. Your continued support and
involvement s vitalto the success of the study and is greatly appreciated.

“Thank you for your help.

Yours sincerely,

Lo EUAL
c

Jane Etiott
Study Director
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Who is carrying out
the study?
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Study

A study of everyone
born in one week

in 1970
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Advance letter (for people that took part at the last sweep)

[CMTite] [CM first name] [CM sumame]

[Address line 1]

[Address line 2]

[Address line 3]

[Address line 4] Personal ref: [cserial]

[Postcode] Survey ref: 224342
May 2012

1970 British Cohort Study - Age 42 Survey
Dear [CM first name],

1:am writing to let you know that the next stage of the 1970 British Cohort Study is now underway.
1 hope you will wish to take part. Your continued support and involvement is vital to the
success of the study and is greatly appreciated.

We have enclosed a leaflet which provides information about this year's survey and explains
exactly what taking part will involve.

The Age 42 survey is being carried out by TNS-BMRB, an independent research organisation.
The interviewer named below will be in touch in the next couple of weeks to invite you to take part
and, if you are willing, they will arrange a convenient time to visit you. You can also get in touch
with them directly to arrange an appointment. Their phone number is at the bottom of this letter.
If you have any questions about the study please call TNS-BMRB on 0800 015 0302 or email
bes70@tns-bmrb co.uk. If this letter has reached you at a different address to the one printed
above please let TNS-BMRB know your new address.

We hope you enjoy taking part in the study this time around.

Your interviewer will be_

Contact number_

Yours sincerely,

Dr. Alice Sullivan
BCS70 Director
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Advance letter (for people that refused at the last sweep)

[CM Titie] [CM first name] [CM sumame]

[Address line 1]

[Address line 2]

[Address line 3]

[Address line 4] Personal ref: [cserial]

[Postcode] Survey ref: 224342
May 2012

1970 British Cohort Study - Age 42 Survey
Dear [CM first name],

1:am writing to let you know that the next stage of the 1970 British Cohort Study is now underway.
1 hope you wil wish to take part

The last stage of the study was conducted in 2008 and we understand that you chose not to take
part at that time. Each study member has a unique story to tell so we would very much like to talk
10 you this year.

We have enclosed a leaflet which provides information about this year's survey and explains
exactly what taking part will involve.

This latest stage of the study is being carried out by TNS-BMRB, an independent research
organisation.

The interviewer named below will be in touch in the next couple of weeks to invite you to take part
and, if you are willing, they will arrange a convenient time to visit you. You can also get in touch
with them directly to arrange an appointment. Their phone number is at the bottom of this letter.
If you have any questions about the study please call TNS-BMRB on 0800 0150 302 or email
bes70@tns-bmrb co uk. If this letter has reached you at a different address to the one printed
above please let TNS-BMRB know your new address.

We hope you enjoy taking part in the study this time around. Your continued support and
involvement is vital to the success of the study and is greatly appreciated.

Your interviewer will be_

Contact number_

Yours sincerely,

Dr. Alice Sullivan
BCS70 Director
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Advance letter (for people that could not be contacted at the last sweep)

[CM Titie] [CM first name] [CM sumame]

[Address line 1]

[Address line 2]

[Address line 3]

[Address line 4] Personal ref: [cserial]

[Postcode] Survey ref: 224342
May 2012

1970 British Cohort Study - Age 42 Survey
Dear [CM first name],

1:am writing to let you know that the next stage of the 1970 British Cohort Study is now underway.
1 hope you wil wish to take part

The last stage of the study was conducted in 2008 but unfortunately we were unable to contact you
atthat time. Each study member has a unique story to tell so we would very much like to talk to
you this year.

We have enclosed a leaflet which provides information about this year's survey and explains
exactly what taking part will involve

This latest stage of the study is being carried out by TNS-BMRB, an independent research
organisation.

The interviewer named below will be in touch in the next couple of weeks to invite you to take part
and, if you are willing, they will arrange a convenient time to visit you. You can also get in touch
with them directly to arrange an appointment. Their phone number is at the bottom of this letter.
If you have any questions about the study please call TNS-BMRB on 0800 0150 302 or email
bes70@tns-bmrb co uk. If this letter has reached you at a different address to the one printed
above please let TNS-BMRB know your new address.

We hope you enjoy taking part in the study this time around. Your continued support and
involvement is vital to the success of the study and is greatly appreciated.

Your interviewer will be_

Contact number_

Yours sincerely,

Dr. Alice Sullivan
BCS70 Director
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1970 BRITISH

COHORT STUDY

What will happen to the information |
give you?

The information you provide will be treated in
stict confidence in accordance with the Data
Protocion Act, and used for stafisiical resoarch
purposes only. This means that

+ Names and addresses are never induded
with the results of our research stides

« Neither households rorindhiduals are
identified in any published report

When will we be coming back?

We hope you will confinue to be part of the:

study for many years to come. It is carrently
planned that future surveys willtake place
every four years, 5o the next survey s ikely to
take place in 2016 when you wil be 46.

o8
@\ ‘{’q

1970 BRITISH

COHORT STUDY

How can | find out mora about the Age
42 Survey?

If you would like more information about the.
Age 42 survey please contact TNS-BURB:

Freephone: 0800015 0302
Email: bes70@ns-bmib.couk

For further information about BCST0 in
goneral you can contact the Cortro for
Longtudinal Studies on Freephone 0500
500 616, email bes70@i0e.ac.uk or visi the
study website: wuw besT0.info.

Who can | contact for further advice?

1f you would like any advice on any of the
issues ncluded in the inferview then the
Citizen's Advice Bureau
(ww.adviceguide.org uk) or Supportine.
(www_Supportine.org.uk or 01708 765200)
Wil be able 1o hep.

1970 BRITISH
COHORT STUDY

AGE 42 SURVEY

INFORMATION LEAFLET
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1970 BRITISH

COHORT STUDY

Vihy is the 1970 British Cohort Study
(BCS70) important?

'BCS70 has been following the lives of over
17,000 people, who were all bom in the same.
week as you, since 1970.

Now that you are 42, and entering a new
phase of i, the information that you have
shared with us over the years allows us to.
‘understand where you are now and how you
gotthere. There is no other study that focuses
on your generation, and the factors that have
influenced your joumey through lfe.

BCS70 continues to help scientists and
researchers understand changes in society
‘and transitions which occur in people’s lives.
At this time of recession in particular, the
information you provide can help policymakers
‘and providers of services to plan for the future:
‘and improve the lives of peaple in Britain.

Findings from the study have had, and wil
continue to have, a significant impact on
‘govemment policy and service provision
‘across a whole range of spheres including
health, education and employment.

What will the Age 42 Survey involve?

The Age 42 Survey has two parts: a short paper
questionnaire and a face-to-face interview.

‘The paper questionnaire willbe posted to you in
advance of the interviewer's vsit It should take
‘around 20 minutes to complete. We would be
grateful f you could fl it out before your
interview so the interviewer can collect it when
they visit:

‘Some of the topics covered in the paper
questionnaire are:

«  Leisure aciviies.

« Values and atitudes

«  FReligon

‘The main interview wil last around an hour.
‘Some of the topics that will be covered in the:
‘main interview are

Your family situation

‘Your housig situaton

Your employment

Your income

Your health

Ifyou live with a partner, there wil be some
questions about your partnertoo, o please
check that he/she is happy for you to answer
them.

As always your partcipation is entirely

voluntary and you can miss any question you
do not want to answer. For some questions,
which might be more private, you wil fillin the
answers yourself on the interviewer's laptop.

What other information would we like to
collect?

We would like to collect some additional
information about you (and your parner) from
foutine records heid by the National Health
Senvice (NHS), Her Maiesty's Revenue and
Customs (HMRC) and the Department of
Work and Pensions (DWP). We can only do
this with your pemission. The interviewer will
provide you with more information about this.
You do not have to give us permission to do.
this, and we will not be able to access this.
information without your permission.

Who is carrying out the study?

The study is run by the Certre for
Longitudnal Stucies (CLS). a research centre
in the Institute of Education at the Uriversity
of London. Itis being funded by the
govemment’s Economic and Social Research
Council.

The Age 42 survey s being carried out by
TNS-BMRB, an independent research
company that specialises in conducting large-
scale social surveys.
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1970 BRITISH

OHORT STUDY

COHORT MEMBER CONSENT FORM

Forename (print)

Surname (print)

Plaase compiate ti form to nicate whethar o 1ot you Gve us pATISSion to Fass your parsonal cetais 1o
‘s5ch organisation 50 73t your records can b ideriified and ser 10Us 1o b ke with your esponses 0
e siity

1 gve my permission formy name, adéress. sex and date of B to be passedtothe NHS forths purpose.

Plassa tick one ofhe boxes to ndeste whather ornct yougneermasen. (o0 MO

Departmentfor Work and Pensions (DWP) records

1 gve my permission formy name, sdiress. sex and cate of h o be passedtothe DWF forthis purpose.
Yes No

Plassa tick one of e boxes 1o mdicate whather 0ot you gie eSS en,

Her Majesty’s Revenue and Customs (HE

1 gve my permission formy nams, sdress. sex 3n dte of B to be passedtothe HMRC forths purpose

Plasss tck sna of s bxes 1o mdeste whsther srnst yougnasemssen, Ve NO

National In Number

Plasss urta your Natonsl nsursnce Numtsr beion fy2u 318 wiing 12 10 $89310% 122 DWE 30 the.
HMRC. Tris wil e used to help denty your records

Nationai Insurance Number

Confir

1 have fead or been resd the What ather information woukd we ke to Colect? leafiet and have had the
opponuniy 15 2sk questions. | understand that the information reeased il be treated in strict corfdence n
‘accordance wih the Data Protection Act and used for research purgoses ony. | understand that this consent
Wi ramain VA 313 Grgoing UMESS fEVSkES by me. | Underatand that| may WiRGran my Consent st sny
time by contacting the Brsh Cohort Sudy feam, wihout giving any reasons.

The stud taam can be contacted st 1570 Betish Conor Stusy. FREEFOST. KETTT0, LONDON, WO1TH 08R
(no stamp required # posted i the UK), rasshone 0500 620 616 o bes T0Gioe 3¢,k

Signature Date
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PARTNER CONSENT FORM

PRINTINBLOCK CAFITALS

Forename

Surname

Plaasa complta i form to naiate whelher o 1ot YO G US permISsion o pass your personal etais 1o
s52n crganisaton so st your esorss Can e entfed nE S50 10 Ut 10 68 INKES WA your ATETS
responses totne stusy

(NHS) records
1 gve my permission for my rame, 33aress. sex 313 datsof i fobe passed fothe NHS forthis pupse.
Plsse tick one of he boxes to indcate whether ornct youghe pemission. Yes . No

Deparimentfor Work and Pensions (OWI

1 gve my permission for my rams, sddress, sex snd date of AN 10 o §3s53 10 the DWP fo this purpose.

Plaasa tick ona of the boves to ndieate whetner ornot yougvepermission.  Yes  No

1 gve my permissionfor my name. adress, sex and dste of B o be passed tothe HMRC fortnis purpose

Plaasa tick ora of the boxas to ngiate whetrar ornct yougve purmission. Y83 No.

National Insurance Number

‘Plaase wrte your Nationa Insurance Number beow  you are wiling for u 10 send this 0 the DWP and the
HMRC. This wil be used 1o help dent your records

NationslInsurance Number.

1 have ress or bean rass tre Wst cthar informstion would we ke 12 colkct Jesfst s have n the
‘opporuniy to sk questions, | understand thatthe nformation esased willbe treated n stict confdence in
‘accordance wth the Data Protection Act and sed fo research purposes only. | understand tha this consent
il remain vait an ongomg unless fevoke by me. | unerstand that | may wiharaw my consent at any
time by contacting the Brish Cohort Stucy feam, WOt Giving any reasons.

Tre study team can be contacted 3t 1970 Braish Cohor Study, PREEFOST, KE7770, LONDON, WG TH 08R
(7o stamp requires 1 postas i the UK), Fraephone 0500 69 616 or bes TO@ioe a2 k.

Signature. Date
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What will the information be used for and who will
use it?

« Like your study responses, the additional information would be:
used by professional academic and social policy researchers
for non-commercial research and statistics.

« Any sensitve information would only be made available to
them under restricted access arrangements which make sure
that the information is used responsibly and safely.

« Names and addresses are never included in the restilts and no
individual can be identified from the research.

+ The data will not be used to work out whether any individual s
claiming benefits they should not be or is not paying the right
‘amount of tax. Giving permission will not affect any current or
future claims for benefits.

« Adtional details about how this information will be used can
be found on the study website: www bes70.info

What if | change my mind?

You can withdraw permission at any time for your NHS, DWP or
HMRC records to be added to your study answers. If you do this, you
can stil continue to partiipate in the study.

Who do | contact?
Ifyou want any further information or want to withdraw your permission
please contact us by writing to

1970 British Cohort Study

FREEPOST KET770

LONDON

WCTH 0BR
(no stamp required if posted in the UK)
‘The study team can also be contacted on

Freephone: 0500 600 616

Email: bes70@ioe.ac.uk

AGE 42 SURVEY

WHAT OTHER INFORMATION WOULD
WE LIKE TO COLLECT?

Information routinely collected by government departments can help
s understand much more about your experiences and how to
‘support individuals and families if inked to the answers you have
given us. We will ask you (and your partner) for permission to link
Your data in this way.
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What am | being asked to give my permission for?

National Health Service (NHS) records

The NHS maintains information on all patients accessing health
senvices through routine medical and other health-related records.
These records are held within statistical health databases which
record information about

« Admissions or attendances at hospital (including dates of
admission, discharge or attendance, diagnoses received,
treatments given, surgical procedures)

« Visits to your family doctor or other health professional .g.
midwife

+ Records of specific conditions such as cancer or diabetes

« Prescriptions given

Adding your NHS records will allow researchers to examine both the
Iifestyle factors associated with the onset of particular ilnesses and
the ways in which iinesses have an impact on other aspects of
people’s ives.

Department for Work and Pensions (DWP) records

The DWP keeps records of everybody’s benefit claims and any
periods people spend on employment programs. Adding your DWP
records will help us get a better picture of those who are claiming
benefits and how they can best be helped.

Her Majesty’s Revenue and Customs (HMRC) records

HMRC keep records of everybody's employment, eamings, tax
credits and occupational pensions (since 1998) and National
Insurance Contributions since the early 1970s. These records will
tell us a great deal about your economic situation — at present, in the
pastand in the future. This wil allow researchers to examine how
‘economic circumstances impact upon other aspects of lfe in greater
detail

Why are you asking for my partner’s records?

‘The circumstances of those around you have a big effect on you. I,

for example, your partner were to become seriously l, or were to
experience a prolonged period of unemployment this could clearly
have a hugely significant impact on your ife. We are only able to
collect a very limited amount of information about your partner when
we interview you, so adding their records will give us a much better
understanding of your family circumstances,

What will happen if | give permission?

1) BCS70 will give your name, address and date of birth to the
NHS, DWP and HMRC. Your national insurance number will be:
provided to the DWP and HMRC (if you provide it).

2) The DWP, HMRC and NHS will use these details to identify the
correct records it holds about you.

3) The DWP, HMRC and NHS will send your records to BCS70.

4) The DWP, HMRC and NHS will not retain the information sent
to them.

5) BCS70 will add the DWP, HMRC and NHS records to your
study responses.

6) Your personal information (e.g. name and address) will be:
removed before any research is done.

If your partner gives permission the same process will occur and their
records will be added to your study responses.

What if | don’t want to give my permission?

1f you don't want to do this you can stil take partin the rest of the
survey.
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Dear.

‘Your partner is a member of the 1970 British Cohort Study (BCS70), which is following the lives of over
17,000 people who were bom in the same week in 1970. The study seeks to understand how different
‘aspects of people’s lives such as health, wealth, education, family circumstances and employment are inter-
linked and how experiences during one stage of ife can affect achievements in later lfe.

Findings from the study have had a significant impact on govemment policy and service provision across a
Wwhole range of areas including health, education and employment

As part of the Age 42 survey we asked your partner if they would allow us to collect some additional
information from routine records held by the National Health Service (NHS), the Department for Work and
Pensions (DWP) and Her Majesty's Revenue and Customs (HMRC). This would give us a much more
detailed picture of their health and economic circumstances.

We would also like to collect information from these records about you. Your experiences have a huge
impact on your partner. If, for example, you were to become seriously ill, or were to experience a long period
of unemployment this could clearly have a very significant effect on ther life. When we interviewed your
partner we did ask a very limited number of questions about you. However, the information held in these
records would give us a much better understanding of your circumstances and how these could affect your

partner.

We can only do this with your permission. You do not have to give this permission and we will not be able to
‘access your records without your permission.

We have enclosed a leaflet which explains more about the information we would ke to collect and what will
happen if you do decide to give BCS70 permission. Further information is also available on the study
website: www bes70 info. We have also enclosed a consent form.

We would be extremely grateful if you could read the leaflet, complete the consent form and retum it to us in
the enclosed Freepost envelope. Even if you do not wish to give us this permission, we would still be very
grateful if you would return the completed form.

If you would like any further information before you make up your mind you can contact us in any of the.
following ways:

« Wite to 1970 British Cohort Study, FREEPOST, KE7770, LONDON, WC1H 0BR (no stamp required
if posted in the UK)

« Freephone: 0500 600 616

«  Email bes70@ioe.ac.uk.

Best wishes

Dr. Alice Sullivan, BCS70 Study Director
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Introduction

 

 

1.

 

This note 

reports on

 

the approach adopted to ethical review and informed consent for the 

various stages of the 

1970

 

British Cohort Study

 

(

BCS70

) 

-

 

a continuing, multi

-

disciplinary longitudinal 

study which takes as its subjects all

 

the people born in one week in England, Scotland and Wales

 

in 

one week

 

in 19

70

.

 

 

2

.

 

Below, 

a

 

brief summary of the background to the study 

is

 

followed by an account of how the 

approach to ethical review 

and consent 

has changed 

over the course of the study to date

.

  

Examples 

of letters, leaflets and consent forms used for various 

BCS70

 

surveys are 

provided in an A

nnex

 

 

Background

 

 

3

.

 

BCS70

 

has its origins in the 

British Births

 

Survey.

 

Sponsored by the National Birthday Trust 

Fund, this was designed to examine the social and obstetric factors associated with stillbirth and 

death in early infancy among the children born in Great Britain in th

at one week. Information was 

gathered from almost 17,500 babies.

 

 

BCS70 

was the 

third

 

in a series of four s

imilar birth cohort 

studies, the others being based on a week's births in 

GB in 

1946 and 19

58

, and on births in selected 

UK 

areas

 

in 2000/01

1

. Each 

has formed the basis of a continuing

, national 

longitudinal study.  

  

The 

studies present, both individually and in combination, an unprecedented opportunity to investigate the 

forces and patterns that have shaped and continue to shape the lives of four ge

nerations of people in 

the GB and the UK

2

.

 

 

 

4.

 

Since the birth survey there 

have to date

 

been 

eight

 

other major data collection exercises in 

order to monitor their health, education, social and economic circumstances. These were carried out 

in 1975 (age 5

 

years

), 1980 (age 10

 

years

), 1986 (age 16

 

years

), 1996 (age 26

years

), 2000 (age 30

 

years

)

, 2004 (age 34 years), 2008 (age 38 years

)

 

and 2012

 

(age 42 years)

.

 

 

 

5

.

 

During the age 3

4

 

survey

 

(2004)

, a special study was also undertaken of the children of 

a 

one 

in t

wo

 

sample

 

of the cohort members

  

this

, including assessments of the behaviour and cognitive 

development of approximately 5,000 children. There have also been surveys of sub

-

samples of the 

cohort

.

 

 

6

.

 

Anonymised data from the 

BCS70

 

is made available

 

to the research community via the 

UK

 

Data Service

3

.

 

 

BCS70

 

and e

thical review

 

 

7

.

 

Over the years

, t

hose responsible for the study have been concerned that 

appropriate 

procedures for ethical review and consent are followed

 

but the

 

approach has changed significantly.  

Currently in

 

the UK, probably the most important route for ethical approval for studies like 

BCS70

 

is 

the National Health Service (NHS) Research Ethic

s

 

Committee (REC) system.  

This remains a 

decentrali

s

ed

 

system.  Local research ethics committees (LRECS)

,

 

based in each Health Authority

,

 

were 

the first to be established;

 

and 

smaller number of 

multicentre research ethics committees 

(MRESs) later remove

d

 

the need for national studies 

(like NCDS) 

or those cove

ring more than one 

Health Authority area to approach many/all LRECs.

 

 

8

.

 

NHS Research Ethics Committees (RECs) are appointed by 

the Strategic Health 

Authorities

 

in England, their equivalents in Scotland and Wales and the Health and Social Care 

Business Ser

vices Organisation in Northern Ireland.  

RECs safeguard the rights, safety, dignity and 

well

-

being of people participating in research. They review applications for research and give an 

                                        

        

 

1

 

T

he 

National Survey of Health and Development (NSHD) and the 

National Child Development Study (NCDS)

,

 

based on births 

in GB during one week in 1946 and 19

58

 

respectively; and the 

Millennium Cohort Study

 

(MCS), based on births in selected 

areas of the UK over one year beginning 2000

.

 

2

 

GB (

Great Britain) comprises En

gland, Wales and Scotland. UK (United Kingdom comprises GB and Northern Ireland.

 

3

 

http://www.ukdataservice.ac.uk/

 

