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Centre for Longitudinal Studies  Institute of Education  University of London

CLS COHORT STUDIES

CODE OF PRACTICE
Confidentiality, Informed Consent and Well-being and the
National Child Development Study/1970 British Study Study/Millennium Cohort Study/
Longitudinal Study of Young People in England
Preamble
The Centre for Longitudinal Studies (CLS) has responsibility for four national multi-disciplinary cohort studies the National Child Development Study (NCDS), the 1970 British Study (BCS70) and the Millennium Cohort
Study (MCS) and the Longitudinal Study of Young People in England (LSYPE). CLS organises data collection
in the studies; prepares the data for analysis; and maintains and updates the survey databases, address
databases and paper, microfiche and scanned archive of survey and other documents. Data collection is
funded from a number of sources, including the Economic and Social Research Council (ESRC), the Medical
Research Council (MRC), charitable trusts and government departments and agencies. This comprises
complete sweeps of all currently participating Cohort Members and follow up studies of particular sub-groups. It
also includes data extracted from administrative records and linked to the survey data. Anonymised data are
deposited for use by the research community at the UK Data Archive and available via the UK Data Service.
CLS staff carry out research using the data, sometimes in collaboration with researchers from other institutions.
As far as funding permits, CLS also promotes the widest possible use of the data and provides advice and
assistance to current and potential research users in the UK and overseas. This may include the provision of
additional data not available through the UK Data Service.
NB: CLS is not directly responsible for maintaining and updating the archives of biological samples and genetic
information relating to NCDS and MCS. These are held in anonymised form by collaborating institutions. For
further information, see Annex 2 or the CLS website: http://www.cls.ioe.ac.uk/

General
1.
This Code of Practice applies principally to the procedures to be adopted in connection with the
contacting of Cohort Members and collecting data from them. It also applies to the parents, spouses,
partners, children and other relatives of Cohort Members; and to any and all persons approached for
information. All references to Cohort Members in this document must be taken to include these
persons, unless otherwise specified.
2.
As employees of Institute of Education, University of London, all CLS staff are bound by the terms of
their employment with the University.
3.

All legal contracts referred to in this document are between the University and the Party concerned.

4.
Nothing in this Code affects the rights of any Study Member under the Data Protection Act 1998 (DPA)
or the Freedom of Information Act 2000 (FOI). See Annex 1.
5.
Exploitation of the CLS Cohort Studies data for research purposes is governed by the normal rules of
academic practice and the agreements entered into with sponsors and the UK Data Archive.
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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6.
The Code arises from the need to ensure that anonymity of Cohort Members and other informants is
preserved and their interests protected, which is essential to encourage their continuing co-operation and thus
safeguard the future of all three studies. The Code sets down a number of rules and guidelines, which must be
followed if the confidentiality of information and the interests of Cohort Members are to be protected. Together
with the CLS Cohort Studies Data Security Policy it seeks to consolidate past decisions and current practice
on a number of aspects of the relationship between CLS and Cohort Members but is not comprehensive and is
subject to continuous review. A form signifying acceptance of the Code must be signed by any person who has
access to personal records of Cohort Members, including names and addresses.
7.

The general principles of the Code are:
(a) As NCDS, BCS70, MCS and LSYPE are longitudinal studies every effort must be made to ensure
that Cohort Members remain willing to co-operate.
(b) No information should be gathered without the informed consent of Cohort Members.
(c) No information should be gathered in a manner, which might endanger the well-being of Cohort
Members, members of their family or others approached for information.
(d) Information must only be gathered from Cohort Members by CLS or its agents.
(e) All information about the identity of Cohort Members is strictly confidential.
(f) Information that enables a Study Member to be identified must only be revealed to those who
supplied the information, or those CLS employees who have a need to know for the purposes of
their work.
(g) Anonymised information may be supplied to data archives and others for research purposes only,
and on the understanding that no attempt must be made to use it to try to trace, contact, or identify
Cohort Members.

These principles may not be relaxed, except in the special circumstances described below.
8.
No-one will be given access to the records of the CLS Cohort Studies, no Study Member may be
contacted, and no information concerning any Study Member may be released to any third party without the
knowledge and approval the Director of CLS. Similarly, the Director must be informed of all requests for
information concerning an individual member of any study.

Access to Records
9.
Access to records, including personal data collected in surveys, or through linkage of medical and/or
other records, enabling Cohort Members to be identified; and to addresses of Cohort Members, will be restricted
to those who are:
(a) Employees of CLS responsible for maintaining the records concerned.
(b) Employees of CLS engaged in research using data from the CLS Cohort Studies.
(c) Employees of other organisations collaborating with CLS in research using data from the CLS
Cohort Studies. See paragraph 40 below.
(d) Employees of other organisations contracted by CLS to assist those identified at (a) to (c) above,
including those responsible for software/hardware maintenance approved by the CLS Director.
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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See also paragraph 39 below.
10.
Before being given access to personal records of Cohort Members, each individual must sign an
undertaking that in no circumstances will they reveal to any other person or organisation the name, address, or
any other information concerning the whereabouts or circumstances of any Study Member, except in
accordance with this Code of Practice. Nor will they seek to recruit any Study Member to take part in any other
survey.

Contacting Cohort Members
11.

Cohort Members must only be contacted by those identified at 9 above and then only to:
(a) Obtain or confirm address information in order to trace or maintain contact with individuals.
(b) Obtain or confirm other information for the purposes of research, which has been approved by the
Director. Such information may only be used for analysis and publication in which no individual will
be identified.
(c) Respond to a prior contact made by the Study Member.
(d) Seek participation in publicity approved by the Director and designed to assist tracing, maintain
contact, improve survey response, or to accompany dissemination of research findings.

Release of Personal Information
12.
Information concerning Cohort Members must not be released in a form which enables any individual to
be identified, except:
(a) To those identified at 9 above.
(b) To the person who gave the information, on receipt of a written request, and with the agreement of
the Study Member.
(c) To a named third party at the written request of the person who gave the information, and with the
agreement of the Study Member.
(d) The minimum necessary to assist tracing or maintaining contact.
(e) To a researcher granted access in an approved ‘safe setting’, under a ‘special licence’ or under
some other appropriate arrangement. See Annex 3 below.
(f) To organisations providing or facilitating linkage of data from administrative records to survey data.
13.
Information supplied by parents of Cohort Members may only be released to the latter with the written
permission of the former. Permission from either parent is sufficient. Where possible, relevant questionnaires,
and other personal documents should be copied to parents for them to review and pass on to the Study
Member. Where parents are dead or departed, questionnaires and personal documents may be copied to the
Study Member after review by CLS and with the approval of the CLS Director.
14.
Information supplied by teachers, doctors, and other professionals may only be released to the Study
Member with their written permission. Permission from an employer (eg: Local Education Authority) is sufficient
where the person concerned is untraceable or known to have died. Where the responsible person or employer
cannot be traced, questionnaires, and other personal documents may be copied to the Study Member after
review by CLS and with the approval of the CLS Director. See Annex 1 below.
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Release of Anonymised Information
15.
Information supplied to data archives and others for research or other purposes, including those from
other institutions collaborating with CLS, must be anonymised. Names, addresses, postcodes, and other
information that alone or in combination might reasonably be expected to permit the identification of Cohort
Members must not be supplied to such data users.
16.
Those supplied with anonymised data will be required to sign an undertaking, which meets the terms of
access agreed between the UK Data Archive and CLS. Further details of terms of access may be found in
Annex 3.

Publicity
17.
Publicity and media interviews involving individual Cohort Members will only take place in very
exceptional circumstances. Decisions about whether to invite Cohort Members to assist CLS with these types
of projects will only be taken after full discussion by senior staff within CLS, as well as with key individuals from
the Scientific Committee. Before any individual Cohort Members are contacted appropriate ethical approval will
normally also be sought (eg: from an NHS Multi-centre Research Ethics Committee (MREC)) for the letter of
invitation, consent form and other aspects of the approach.
18.
Any Study Member who is a potential interviewee will be given as much information as possible about
the proposed interview. They will be alerted to the possible consequences and left to take their own decision.
They will be strongly advised to use a first name only or to use a pseudonym. They will be asked to sign a
consent form before their name and contact details are passed to a journalist.
19.
Any journalist or other person who is given the names contact details of Cohort Members for use in
publicity and media interviews must first sign a confidentiality agreement that clearly states that they will not
pass names or contact details to any other person, and that they will destroy all names and contact details once
the specific media 'project' is finished, or when requested to do so by CLS.
20.
If possible, when a name is revealed in any publicity or media interview it will be accompanied by a
statement that the person has given permission for this.

Record of Contacts
21.

A record of the following must be kept:
(a) All contacts with Cohort Members
(b) All contacts with third parties concerning Cohort Members
(c) All requests for information about named Cohort Members

Security of Records
22.
Individual paper and microfiche records of Cohort Members must be kept in secure storage, such that
access is denied to all but those listed at 9 (a) to (c) above, including those responsible for software/hardware
maintenance approved by the CLS Director.
23.

Records may be removed only by those identified at 9 (a) above.

24.
Records may only be taken from secure storage in exceptional circumstances. Such material must
always be returned to secure storage as soon as possible, and no later than at the end of the same working
day.
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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25.
A record must be kept of all material taken from secure storage. This must include details of the date,
the material, and its destination. Any missing records, and any unauthorised access or attempted access
detected must be immediately reported to the Director, prior to a review of the circumstances, including any
implications for this Code of Practice.
26.
Wherever possible, records of names and addresses of Cohort Members must be kept in secure
storage separate from records of other forms of personal information, wherever possible. Questionnaires and
paper and computer files need normally only contain a minimum of identifying information (a serial number is
usually sufficient).
27.
Any computer file, including those holding the scanned images of survey instruments and other survey
documents, which includes names and addresses, or other information which may enable an individual to be
identified, must be held on a secure server:
(a) That is only connected to a secure network, and not connected to any generally accessible network,
and is not otherwise accessible remotely by another means
(b) Where access to the server is password protected
(c) Where access to the data held on the server is, in turn, password protected;
(d) Where the server is held in a secure room that is kept locked at all times;
(e) Where access to the secure room and ‘read’ access to the server is limited to the individuals listed
at 9 (a) to (c), and those responsible for software/hardware maintenance approved by the CLS
Director. All such individuals must have given a written undertaking that they will maintain the
confidentiality of the information;
(f) Where ‘write’ access to the server is limited to the individuals listed at 4(a) above;
(g) Where back-ups of data stored on the server are taken at appropriate intervals and stored securely
(h) Where a record of all access is maintained, and any unauthorised access or attempted access
detected is immediately reported to the Director, prior to a review of the incident, including any
implications for this Code of Practice and/or the Data Security Policy.

Biological samples and genetic information
28.
CLS is not directly responsible for maintaining and updating the archives of biological samples and
genetic information relating to NCDS, MCS and LSYPE. These are held in anonymised form by collaborating
institutions, and access is controlled independently of the UK Data Archive.
29.
In conjunction with the collaborating institutions, CLS will assist users of these resources by enabling
the selection of cases and the linkage of survey data for approved research. A record must be kept by CLS of
all material provided to approved users.

Data Collection
30.
Tracing and data collection must be approved by the Director of CLS and will only be undertaken for
research carried out by CLS and other institutions collaborating with CLS for the purposes of research.
Collaborative research involving data collection is covered additionally in paragraphs 40-42 below. Such work
will only be carried out by:
(a) Employees of CLS responsible for maintaining the records of the CLS Cohort Studies.
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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(b) Employees of CLS engaged in research using data from the CLS Cohort Studies.
(c) Employees of other organisations collaborating with CLS in research involving data collection in the
CLS Cohort Studies. See paragraph 40 below.
(d) Employees of other organisations contracted by CLS to assist those identified at (a) and (c) above.
See paragraph 39 below.
31.
No information will be gathered without the informed consent of Cohort Members. When Cohort
Members are contacted for information the purpose and nature of the approach will be explained and their cooperation invited. Cohort Members have the right to refuse participation at that time or at any later time. Whilst
reasonable efforts may be made to discourage refusals, the wishes of Cohort Members must be accepted if cooperation in future data gathering is not to be jeopardised. Cohort Members also have the right to refuse all
future co-operation. Where they do so all reasonable efforts must be made to ensure that they are not
contacted again.
32.
Similarly, the informed consent of Cohort Members must be gained before any approach for information
is made to any husband, wife, cohabitee, child, or any other family member(s). When sanctioned by the Study
Member, any approach to a third party must adopt the principles of informed consent as at 31 above.
33.
On occasion a third party may refuse co-operation on behalf of the Study Member. All reasonable
efforts to contact the Study Member personally must be exhausted before such proxy refusals are accepted. No
proxy refusal will be accepted as a refusal of all future co-operation by the Study Member.
34.
The informed consent of Cohort Members is also required where personal information is to be taken
from, or linked to records held by third parties. This might include, for example: medical records held by
doctors, hospitals, clinics; school records, records of public examination entry and outcome; criminal records. It
does not include records such as the National Health Service Central Register, Benefit records and the Driver
and Vehicle Licencing Agency records which are used to support tracing by facilitating the forwarding of letters,
and where confidential information is not provided to CLS.
35.
Information must not be gathered in a manner, which might endanger the well-being of Cohort
Members, or the well-being of members of their family. Careful consideration must be given to the impact of the
specific content of questionnaires and the nature of assessments, measurements, and other data collection
instruments.
36.
Particular attention must be paid to the time taken, and the potential for generating stress and/or
embarrassment for the Study Member and/or other family members present. If there is any doubt about the
impact of any survey element it should be abandoned.
37.
In any event, no data collection involving Cohort Members should be undertaken until after the
successful completion of one or more pilot surveys during which the duration and acceptability of all elements of
any survey have been tried on a sample of Cohort Members. This may or may not follow earlier piloting on nonCohort Members.
38.
No data collection should be undertaken without appropriate ethical approval. At a minimum, all data
collection should conform to the key principles of the ESRC Research Ethics Framework (see Annex 4). Where
physical measurements are being undertaken, assessments of cognitive ability, physical or mental health
administered, or where biological samples are being collected, the approval of an NHS Multi-Centre Research
Ethics Committee must be sought.

Contractors
39.

Any Contractor at 30(d) above must be approved by the Director of CLS and may only undertake tracing

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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and/or data collection on the basis of a written Contract which must include a description of the programme of
work to be undertaken, and the clauses to ensure:
(a) The data arising from the programme of work shall be the property of CLS and, subject to any
specific written agreement to the contrary any patent rights and copyright in all material produced in
the process of data collection, including maps, plans, photographs, drawings, tests, questionnaires
and reports shall be reserved to CLS.
(b) All personal data about Cohort Members shall remain the property of CLS.
(c) The Contractor shall inform CLS when any potentially patentable inventions arise from the
programme of work.
(d) The Contractor shall agree not to exercise any lien over any data, documents, or equipment used in
carrying out the programme of work, which are the property of CLS.
(e) The Contractor shall obtain the written approval of CLS before making any communication to the
press or others on the content of the "Contract" or the results of the programme of work.
(f) The Contractor and CLS shall both exercise proper commercial prudence in preserving, in the
interests of both parties, the confidentiality of information exchanged between them, or arising from
the programme of work.
(g) The Contractor shall in no circumstances give any information concerning individual Cohort
Members, provided by CLS or obtained during the course of the programme of work to any other
person or organisation without the express written permission of CLS.
(h) The Contractor and CLS will be governed by the accepted standards of confidentiality in respect of
the collection, handling and use of data relating to Cohort Members.
(i) The Contractor will not seek in any way to recruit Cohort Members for any purpose other than the
programme of work.
(j) The Contractor will not use any information concerning individual Cohort Members, provided by
CLS or obtained during the course of the programme of work for any purpose other than the
programme of work.
(k) The Contractor is responsible for ensuring the physical arrangements for the storing and handling of
all materials relating to the programme of work, whether provided by CLS or obtained during the
course of the programme of work, including data and questionnaires, and shall make all necessary
arrangements to ensure their adequate safety and security. The Contractors shall indemnify CLS
against any financial loss arising from the deterioration, destruction, theft or misplacement of such
materials.
(l) The Contractor shall give access to any information concerning individual Cohort Members,
provided by CLS or obtained during the course of the programme of work, only to persons directly
associated with the research or working directly under their control. They shall require any person
to whom they give such access to give a prior written undertaking:
(i)
Not to use any information except for the programme of work.
(ii)
Not to give access to the information to other persons.
(m) The Contractor shall maintain a list of all persons to whom access to any information concerning
individual Cohort Members, provided by CLS or obtained during the course of the programme of
work, has been given and supply a copy thereof together with copies of the written undertakings
referred to at (j) above to the Director of CLS at any time upon the Director's request
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.

CLS Study Studies Code of Practice – Page 8
(n) The Contractor shall notify CLS of any errors discovered in any information or documentation
supplied by CLS.
(o) At the completion of the programme of work the Contractor shall pass to CLS all information
concerning individual Cohort Members, provided by CLS or obtained during the course of the
programme of work and, when subsequently requested, destroy all copies of this information held by
them and certify in writing that they have done so.

Collaborative research involving collection of new data
40.
Collaborative research, in which CLS staff and staff from one or more other institutions co-operate to
undertake an agreed programme of work, will normally involve the analysis of information about Cohort
Members which has already been collected in which case the rules governing researcher access to the data
through the UK Data Archive at the University of Essex (paragraphs 15-16 above) and the normal codes of
academic practice governing formulation of proposals for funding, use of common data resources, authorship
and publication apply. In exceptional circumstances, collaborative research may involve the collection of
additional information from or about Cohort Members.
41.
All collaborative research involving new data collection from Cohort Members must be approved by the
Director of CLS.
42.
Any such collaborative research must proceed on the basis of a formal, written agreement between the
collaborators, and conform with the following principles:
(a) Proposals for the research shall be developed jointly by CLS and all Collaborators. No preliminary
or final proposal will be submitted by Collaborators to any funding body without the agreement of
CLS.
(b) Where initiated outside CLS, an outline of the proposed collaborative research must be agreed first
with CLS before a final and costed proposal, jointly agreed, is submitted to any funding body.
(c) CLS retains the right to veto any element of the proposed research before submission of a proposal
to any funding body.
(d) All written reports of the results must be agreed with CLS.
(e) Unless otherwise agreed, the data shall be the property of CLS and, subject to any specific written
agreement to the contrary, copyright in all material produced in the process of data collection, shall
be reserved to CLS and the Collaborators, who shall also have the sole rights to use the results and
to determine whether the results of, or reports on, the research shall be published and whether the
results shall be exploited commercially and, if so, on what condition.
(f) All personal data about Cohort Members shall remain the property of CLS.
(g) Collaborators agree not to exercise any lien over any data, documents, or equipment used in
carrying out the research, which are the property of CLS.
(h) Collaborators shall obtain the written approval of CLS before making any communication to the
press or others on the content of the research or results.
(i) Collaborators and CLS shall both exercise proper commercial prudence in preserving, in the
interests of both parties, the confidentiality of information exchanged between them, or arising from
the research.
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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(j) No information concerning individual Cohort Members provided by CLS or obtained during the
course of the research shall be given by Collaborators to any other person or organisation without
the express written permission of CLS. The Collaborators and CLS will be governed by the
accepted standards of confidentiality in respect of the collection, handling and use of data relating to
members of either Study.
(k) Collaborators will not seek in any way to recruit Cohort Members for research other than that which
is the subject of the collaboration.
(l) Collaborators will not use any information concerning individual Cohort Members, provided by CLS
or obtained during the course of the research for any research other than that which has been
agreed.
(m) Collaborators are responsible for ensuring the adequacy of the physical arrangements for the
storing and handling of all materials relating to the research provided by CLS or obtained during the
course of the research, including data and questionnaires, and shall make all necessary
arrangements to ensure their adequate safety and security. The Collaborators shall indemnify CLS
against any financial loss arising from the deterioration, destruction, theft or misplacement of such
materials.
(n) Collaborators shall give access to any information concerning individual Cohort Members, provided
by CLS or obtained during the course of the research, only to persons directly associated with the
research or working directly under their control. They shall require any person to whom they give
such access to give a prior written undertaking:
(i)
Not to use any information except for the research, which is the subject of the collaboration.
Use of information for other analyses must be the subject of additional undertaking(s).
(ii)
Not to give access to the information to other persons.
(o) Collaborators shall maintain a list of all persons to whom access to any information concerning
individual Cohort Members, provided by CLS or obtained during the course of the research, has
been given and supply a copy together with copies of the written undertakings referred to at (n)
above to the Director of CLS at any time upon the Director's request.
(p) At the conclusion of the research (or at any time at the request of the Director of CLS) Collaborators
shall provide, on an agreed medium and at their expense, any information concerning individual
Cohort Members derived by transformation or otherwise from information supplied by CLS, or
obtained during the course of the research, together with sufficient explanatory documentation to
enable such information to be accessible to others.
(q) To allow CLS to grant access to such new information and documentation referred to at (p) above to
other CLS and non-CLS researchers, to data archives and to others on such terms and conditions
as the Director of CLS shall from time to time see fit to impose.
(r) Collaborators shall notify CLS of any errors discovered in any information or documentation
supplied by CLS.
(s) At the completion of the programme of work Collaborators shall pass to CLS all information
concerning individual Cohort Members, provided by CLS or obtained during the course of the
programme of work and, when subsequently requested, destroy all copies of this information held by
them and certify in writing that they have done so.

Data destruction

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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43.
All information about a Study Member (both personal and anonymised) held by CLS in any form must be
deleted from the CLS records on receipt of a written request from the Study Member. Relevant information must
also be removed from data archives and from records held by Contractors and Collaborators.

Documentation of procedures and practices
44.
Detailed practices and procedures developed in order to implement the guidance contained in this Code
of Practice must be fully documented, and the documentation annexed to the Code. Where it is not practicable
to annex any element of documentation, details of its location must be recorded in an annex to the Code.

Review
45.
As noted at 6 above, this Code, together with the CLS Cohort Studies Data Security Policy, it seeks
to consolidate past decisions and current practice on a number of aspects of the relationship between CLS and
Cohort Members. It is not comprehensive and is subject to continuous review. A form signifying acceptance of
the latest version of the Code must be signed by any person who has access to personal records of Cohort
Members, including names and addresses.

SSRU: March 1993
CLS: October 1998; March 2002; April 2008-May 2009; February 2010; January 2013; December 2013

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Annexes
Annex 1: Data Protection Act 1998 and Freedom of Information Act 2000
Annex 2: Availability of CLS Cohort Study Data
Annex 3: UK Data Service Terms of Access
Annex 4: ESRC Research Ethics Framework - Key principles

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Annex 1: Data Protection Act 1998 and Freedom of Information Act 2000
The difference between the Data Protection Act 1998 (DPA) and the Freedom of Information Act 20000 (FOI) is
that the DPA enables individuals to gain information about themselves, whereas the FoI enables individuals to
gain information from/about public authorities – like IoE. Research data and research projects are not exempt
from the FoI, but personal level data may be exempt under the act and as such this legislation cannot be used
to gather personal data about individuals; such personal data should only be released if this would not breach
requirements of the DPA. Also, research project related data and information might be exempted where it is
judged to be confidential.
The Freedom of Information Act does not change the right of respondents to protection of their confidentiality in
accordance with Article 8 of the Human Rights Act 1998, the Data Protection Act 1998 and at common law.
Maintaining the legal right to personal confidentiality continues to be an important commitment on our part.
Confidential Information is information, the disclosure of which would constitute an actionable breach of
confidence, which has either been designated as confidential by either Party in writing or that ought to be
considered as confidential (however it is conveyed or on whatever media it is stored) including all personal data
and sensitive personal data within the meaning of the Data Protection Act 1998.
In consultation with the office of the Information Commissioner it has been established that CLS must continue
to meet requests from individuals for copies of information they have personally provided. However, information
provided in confidence by a third party (eg: parent, partner, child, etc) should not be provided,
Otherwise the Institute of Education applies:
FOI requests must be:









made in writing (including email)
date stamped
dealt with within 20 days
referred to a line manager if unusual/source of information unclear/uncertain if information should be
provided
referred to IoE records manager/Institute Secretary if there are significant concerns
met unless the information is:
 exempt – most likely where information was provided in confidence by a third party (can contact the
third party in order to try to seek consent to disclosure)
 too expensive to provide – ie: would cost >£450 to provide (18 hours, calculated at £25/hour). Costs up
to £450 can be charged
responded to without charge

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Annex 2: Availability of CLS Cohort Study Data
Data from the CLS Cohort Studies is available to researchers as follows:
•

•

•

UK Data Service (http://www.ukdataservice.ac.uk/ ):
•

End User Licence – anonymised data

•

Special Licence – sensitive and disclosive data (including area data)

•

Secure access (http://ukdataservice.ac.uk/get-data/secure-access.aspx) - disclosive data, eg: MCS1-4
Linked Education Administrative Data. Data cannot be downloaded but are accessed remotely

Access Committee for CLS Cohorts (AC3) (http://www2.le.ac.uk/projects/birthcohort):
•

Material Transfer Agreement - blood samples and transformed cell lines from the NCDS Biomedical
Survey; DNA extracted from blood and cell lines; blood and saliva collected for purposes other than
generating DNA

•

Data Transfer Agreement - genotypes generated from extracted DNA; linked genotype-phenotype data

Wellcome
Trust
Case-Control
Consortium
Data
(https://www.wtccc.org.uk/info/access_to_data_samples.shtml):
•

•

Access

Committee

(CDAC)

Data Transfer Agreement - Genotypes of participants in the NCDS Biomedical Survey created by
genome wide association (GWA) scans

Centre for Longitudinal Studies (CLS) (http://www.cls.ioe.ac.uk/):
•

Data not (yet) available via the UK Data Service, AC3 or CDAC

•

Digitised document archive - completed survey instruments and other key survey documents formerly
available only as paper

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Annex 3: UK Data Service Terms of Access
Introduction
All users are required to agree to the terms and conditions pertaining to the use of data. These are described the
End User Licence (EUL) and agreed to when registering with the UK Data Service.
There are four groups of data:
1. EUL data: Access to the majority of the data only requires user and project registration and agreement to
the EUL. These data are fully anonymised.
2. Special Conditions: Some data are subject to additional conditions of access and require users to agree to
special conditions during the download process.
3. Special Licence: Other data contain more detailed information but require users to complete a set of
Special Licence forms.
4. Secure access: In the case of secure access data, additional conditions of access such as undertaking
additional training also apply.
Further details are given below.
End User Licence (EUL)
By accepting this, users agree:
1. to use the data in accordance with the EUL and to notify the UK Data Service of any breach you are aware
of
2. not to use the data for commercial purposes without obtaining permission and, where relevant, an
appropriate licence if commercial use of the data is required
3. that the EUL does not transfer any interest in intellectual property to you
4. that the EUL and data collections are provided without warranty or liability of any kind
5. to abide by any further conditions notified to you
6. to give access to the data collections only to registered users (who have accepted the terms and conditions,
including any relevant further conditions). There are some exceptions relating to teaching.
7. to ensure that the means of access to the data (such as passwords) are kept secure and not disclosed to
anyone else
8. to preserve the confidentiality of, and not attempt to identify, individuals, households or organisations in the
data
9. to use the correct methods of citation and acknowledgement in publications
10. to send the UK Data Service bibliographic details of any published work based on our data collections
11. that personal data about you may be held for validation and statistical purposes and to manage the service,
and that these data may be passed on to other parties
12. to notify the UK Data Service of any errors discovered in the data collections
13. that personal data submitted by you are accurate to the best of your knowledge and kept up to date by you
14. to meet any charges that may apply
15. to offer for deposit any new data collections which have been derived from the materials supplied
16. that any breach of the EUL will lead to immediate termination of your access to the services and could result
in legal action against you
A full description of EUL terms and conditions is available here:
http://data-archive.ac.uk/media/381244/ukda137-enduserlicence.pdf
Special Licence (SL)
Data are anonymised but contain more detailed information than EUL data. All requests for SL datasets require
completion of a set of forms to provide further details regarding the intended use of the data. The completed
NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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forms are sent to CLS depositor for approval, and permission has to be received before access to the data can
be granted.
Users who obtain access to SL data are required to read and follow the advice in the document Microdata
Handling and Security: Guide to Good Practice, which includes guidance on avoiding inadvertent statistical
disclosure, storing and accessing data securely, and how to permanently destroy copies of data files.
Further information is available here:
http://ukdataservice.ac.uk/get-data/how-to-access/downloadorder.aspx#/tab-order-special-licence-data
Secure access
The UK Data Service also provides access to data that are deemed too confidential or sensitive to be released
via download as outlined above. These restricted data typically contain (eg) detailed geographies of
respondents’ locations (including postcodes and grid references), and include variables deemed too sensitive
for release.
Access to these data is via the UK Data Service ‘Secure Remote Access’ and ‘Safe Centre’ facilities. These
enable researchers to access and undertake analyses, without the need for downloading data.
Further information is available here: http://ukdataservice.ac.uk/get-data/secure-access.aspx
Further information
For
further
information
about
the
UK
Data
Service
http://ukdataservice.ac.uk/get-data/how-to-access/conditions.aspx

terms

of

access,

see:

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
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Annex 4: ESRC Research Ethics Framework - Key principles
There are six key principles of ethical research that the ESRC expects to be addressed whenever applicable:
1. Research should be designed, reviewed and undertaken to ensure integrity, quality and transparency.
2. Research staff and participants must normally be informed fully about the purpose, methods and intended
possible uses of the research, what their participation in the research entails and what risks, if any, are
involved.
3. The confidentiality of information supplied by research participants and the anonymity of respondents must
be respected.
4. Research participants must take part voluntarily, free from any coercion.
5. Harm to research participants and researchers must be avoided in all instances.
6. The independence of research must be clear, and any conflicts of interest or partiality must be explicit.

For further details, see: http://www.esrc.ac.uk/about-esrc/information/research-ethics.aspx

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Undertaking
Please read the CLS Study Studies Code of Practice above and the Undertaking below
carefully and sign to indicate that you agree to be bound by the rules and guidelines set down
in the Code of Practice and such other rules and guidelines as may from time to time be
implemented.

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
approached for information.
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Centre for Longitudinal Studies  Institute of Education  University of London

CLS COHORT STUDIES

CODE OF PRACTICE
Confidentiality, Informed Consent and Well-being and the
National Child Development Study/1970 British Study Study/Millennium Cohort Study/
Longitudinal Study of Young People in England

I have received a copy of the CLS Cohort Studies Code of Practice which I have read. I agree to be bound by
the rules and guidelines set down in the Code of Practice and such other rules and guidelines as may from time
to time be implemented.
I undertake that in no circumstances will I reveal to any other person or organisation the name, address, or any
other information concerning the whereabouts or circumstances of any Cohort Member, except in accordance
with the Code of Practice. Nor will I seek to recruit any Study Member to take part in any other survey.

Signed:

Date:

Name:
CAPITALS PLEASE

NB: Unless otherwise specified, all references to Cohort Members in this document must be taken to include
parents, spouses, partners, children and other relatives of Cohort Members; and to any and all persons
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