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during recruitment for a survey study
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Abstract

Objective To highlight experiences from a personal data incident, which occurred during recruitment for a project
focused on how housing choices and relocation are related to active and healthy ageing.

Results Based on established collaboration, the researchers and representatives of housing companies planned

for recruitment. Invitations to participate was distributed to persons registered with an interest in relocation. The
invitation letter included information according to ethical requirements and a link to an online survey. Within a few
days, the housing company was contacted by a person who had received the invitation stating that the company had
not secured individual consent to the disclosure of personal data to the researchers. The company and the researchers
initiated a range of immediate actions to manage the situation, including a plan for how to respond to persons who
wanted their person data to be deleted, how to handle already collected data, and for the continued implementation
of the recruitment process. We acknowledge that despite established collaboration based on long term commitment
from all parties involved, ethical issues require constant attention. Whereas our case represents a hard-learned lesson
on a sensitive ethical issue, the well-established collaboration was of paramount importance for how the situation
was handled.
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Introduction

Overall in research on ageing, there is a need for bot-
tom-up approaches involving users [1, 2], in collabora-
tion between researchers and public partners [3]. While
transdisciplinary contributions involve positive mecha-
nisms such as joint problem definition, mutual learning,
and the sharing of data and information [4], less attention
is paid to challenges that might occur. In this paper, the
ongoing mixed-methods project Prospective RELOC-
AGE [5] serves as the case and provides an example
of public involvement in research. Our collaboration
involves industry partners, from the proposal stage to
communication and implementation. The overall objec-
tives of the project are to study housing choices and relo-
cation and explore effects on active and healthy ageing
among people aged 55+in Sweden being listed with an
interest in relocation. To recruit an information rich sam-
ple with a sufficient incidence of moves to identify pre-
dictors for relocation and associations between aspects
of housing, social factors, and active and healthy ageing,
we established collaboration with a local public housing
company and a national condominium provider. This
case study aims to highlight experiences from a personal
data incident, which occurred in recruitment for a survey
study involving the condominium provider as a partner
in research.

Main text
In an interactive collaborative process, the research team
and representatives of the housing companies planned
for the recruitment to the Prospective RELOC-AGE
Survey, including the establishment of a communica-
tion plan. Consulting with lawyers for advice to comply
with the European General Data Protection Regulation
(GDPR), both companies were advised to set up formal
agreements about transfer of personal data between each
of them and Lund University (LU). In parallel, the Prin-
cipal Investigator (PI; SI) secured ethical approval from
the Swedish Ethical Review Authority (No. 2020-03457),
and the planned personal data register was reported to
the data controller at the university according to routine.
Once all formalities were established the partnering
condominium provider involved in the project shared
their lists of people listed with priority to new estab-
lishments (N=23,000) with the research team. The list,
including information on personal identity numbers,
names, postal and e-mail addresses, and telephone num-
bers, was stored in a secure system for data storing at the
Faculty of Medicine, LU. In March 2021, the research
team distributed an invitation letter to participate in the
survey to 5,300 of the registered persons, which com-
prised information about the research project adhering
to ethical as well as GDPR principles. In the invitation
letter, a link to an online survey was provided where
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those who agreed to participate provided their informed
consent.

The personal data incident and actions taken

After a few days, the condominium provider’s legal
department was contacted by a person who had received
the invitation to participate. This was a formal complaint
based on the GDPR, stating that the company had not
secured individual consent to the disclosure of personal
data to LU for research purposes. The company and LU
initiated a range of immediate actions to manage the
situation. Following legal requirements, the company
reported the GDPR incident to the Swedish Authority for
Privacy Protection (IMY). In addition, they immediately
contacted all persons whose personal data had been dis-
closed to LU by e-mail, to inform them of the incident
and that those who wished to withdraw their personal
data should turn to the researchers to have their per-
sonal data deleted. As a result, the researchers received
e-mails at a very high rate. All those who contacted them
requested to be deleted from the recruitment register,
and quite a few were upset and angry over the mistake.
While most e-mails were received during the first weeks,
the flow of e-mails (approx. 600 in all) continued over
a period of four months. To be able to handle the situ-
ation in practical terms, the PI commissioned a project
administrator and a doctoral student to manage the extra
and unforeseen workload related to communication and
logistics. This included ensuring that data that had been
delivered from the condominium provider to LU was
deleted in a controlled manner while safeguarding that
contact information to those who had already given their
informed consent was saved.

The PI (SI) and the project leader (MZ) consulted inten-
sively with lawyers, the data protection officer, the ethi-
cal senior consultant as well as with the communication
department at LU and informed the faculty Dean and
Vice-chancellor about the GDPR incident and possible
risks. Early on it was established that LU and the research
team had complied with existing laws and regulations;
the formal mistake had taken place within the company.
Against this background LU established a precise com-
munication strategy to safeguard correct information
to media if such attention would escalate. A carefully
worded response letter was sent to those who contacted
the researchers to have their personal data deleted. At
the same time, an e-mail to confirm the deletion of data
was prepared, for distribution to each affected individual
later.

The partnering company was very keen to correct the
mistake and made every effort to minimize harm to the
people registered, the research project and research-
ers, to LU as well as to the company and their employ-
ees. They engaged their lawyers and their data protection
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consultant, and immediately took the initiative to a series
of online meetings with the researchers. Later on, the
company offered the PI financial compensation to cover
costs incurred by the GDPR incident.

Together, the company representatives and the
researchers developed a plan for how to handle already
collected data and for the continued implementation
of the recruitment process. Consulting again with LU’s
senior ethical consultant as well as with other experi-
enced researchers, a close examination of the incident
focusing on research ethics resulted in the conclusion
that it was possible to revise the recruitment process
within the scope of the existing approval. The revised
process to approach potential participants included
information distributed by the housing company to per-
sons on the interest lists about the opportunity to sign
up as potential participants via an online portal set up by
the research team. Subsequently, potential participants
who had provided their contact information received an
invitation letter to participate in the survey, information
about the research project, and a link to the online sur-
vey. Accordingly, albeit with some delay, the recruitment
process was resumed and continued, and the survey
study data collection was completed in Dec 2021.

In June 2021 the IMY closed the case without any
action, with no justification of the decision.

Critical reflections

The actions initiated immediately once the GDPR
incident was recognized were implemented in close
collaboration between the researchers and the condo-
minium provider. The research context was grounded in
a thematic collaboration initiative at LU, with the goal
to encourage collaboration between researchers and
the public, involving public partners to generate novel
research on ageing and housing from a social rights per-
spective [6]. We consider this formally established collab-
oration a prerequisite for how the situation was handled.
The collaboration had been ongoing for five years, includ-
ing mutual learning processes, for example, planning for
and conducting seminars, including the identification
of problems and research questions related to housing,
ageing and health. As a result of such transdisciplinary
collaboration [4], there was established communica-
tion characterized by mutual respect and understanding
between the stakeholders involved.

Whereas transdisciplinary collaboration has several
benefits there are challenges as well [7]. Conflicting roles
may occur, for example, between the researcher tradi-
tionally focused on neutral knowledge production and
the collaborator focused on changes in practice, even if
sharing a joint ambition to learn more about a phenom-
enon and contribute to change [8]. To critically reflect on
our roles as researchers we can ask ourselves whether we
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could and should have made further efforts beforehand to
safeguard the handling of personal data transferred from
the housing companies to the university. As each stake-
holder has a responsibility for how the personal data they
have access to is handled, we as researchers must accept
and respect the independent role of the public partner.
Despite the mutual actions initiated in advance to safe-
guard compliance with the GDPR the incident occurred
beyond our control. Based on the case presented in this
paper we conclude that public involvement in research
may involve joint handling of sensitive situations, even
risks in terms of breaking the law or threats to trade-
marks. Regarding the use of the data collected based on
the initial recruitment procedure, the ethical soundness
of the project could be questioned. However, according
to good scientific practice we had formal ethical approval
in place prior to initiating the recruitment process and
were obliged to use the data collected in accordance
with the specifications in the approval. Extensive efforts
were made to inform individuals affected by the GDPR
incident about the possibility to delete their personal
data and withdraw their informed consent. Thus, ethical
requirements were thoroughly handled. Therefore, to not
use data that participants who provided informed con-
sent had spent their time and energy on for our data col-
lection would have been fundamentally unethical. Ethical
issues obviously need to be continuously monitored, and
to make constructive use of our hard-learned experiences
we made efforts to share them with other researchers and
public partners in presentations and joint seminars.

Conclusions

Research collaboration involving public partners holds
several potential benefits including joint identification
and definition of research areas, mutual learning, and
utilization of research findings. However, such collabo-
ration also holds the risk for challenging situations and
how these can be managed. In this case study, we present
how a GDPR incident occurred and was handled during
recruitment of participants people 55 + being listed with
an interest in relocation because one housing company
had not secured individual consent to disclose personal
data to the university. We acknowledge that despite
established collaboration between academic and public
partners based on long term commitment from all par-
ties involved, ethical issues require constant attention.
Whereas our case represents a hard-learned lesson on a
sensitive ethical issue, the well-established collaboration
was of paramount importance for how the situation was
handled.

Limitations
This paper is based on documentation by the research-
ers during an intense period when acting upon a personal
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data incident. Thus, there are limited possibilities to gen-
eralize the knowledge gained from this project.

Abbreviations

GDPR  European General Data Protection Regulation
] Lund University
PI Principal Investigator

IMY Swedish Authority for Privacy Protection

Acknowledgements
The authors like to acknowledge the housing companies involved in the
preparation and ongoing work with the Prospective RELOC-AGE project.

Author contributions
Both M.Z. and S.I. contributed equally to the manuscript. Both M.Z. and S.I.
read and approved the final manuscript.

Funding

Open access funding provided by Umea University.

This project was funded by the Swedish Research Council for Health, Working
Life and Welfare (no. 2019—01104 to SI), the Swedish Research Council (nos.
2019-00996; 2022 —00521 to SI), and the Ribbingska Foundation in Lund,
Sweden. The project is situated in the transdisciplinary Centre for Ageing

and Supportive Environments (CASE), financially supported by the Faculty of
Medicine and Faculty of Engineering at Lund University, Sweden. The funders
had no role in study design, data collection and analysis, decision to publish
or preparation of the manuscript. Open access funding provided by Lund
University.

Data availability
No datasets were generated or analysed during the current study.

Declarations

Ethics approval and consent to participate

Following the principles of the Helsinki Declaration and current national
legislation and policies on ethics for research involving humans, Prospective
RELOC-AGE is approved by the Swedish Ethical Review Authority (No.
2020-03457). All participants in Prospective RELOC-AGE gave their written
informed consent.

Consent for publication
Not applicable.

Page 4 of 4

Competing interests
The authors declare no competing interests.

Received: 9 June 2024 / Accepted: 7 April 2025
Published online: 15 April 2025

References

1. Walker A.Why involve older people in research? Age Ageing. 2007;36:481-3.
https://doi.org/10.1093/ageing/afm100.

2. Hultgvist S, Hanson E, Jonson H, Slaug B, Iwarsson S. Why involve older
people in research? Revisiting Alan Walker's earlier editorial based on recent
experiences from the userage research programme. Res Involv Engagem.
2023;9:81. https://doi.org/10.1186/540900-023-00493-8.

3. lwarsson S, Edberg A-K, Dahlin lvanoff S, Hanson E, Jonson H, Schmidt S.
Understanding user involvement in research in ageing and health. Gerontol
Geriatric Med. 2019;5. https://doi.org/10.1177/2333721419897781.

4. Lawrence RJ. Advances in transdisciplinarity: Epistemologies, methodologies
and processes. Futures. 2015;65:1-9. https://doi.org/10.1016/j.futures.2014.11
.0075. Zingmark M, Bjork J, Granbom M, Gefenaite G, Nordestrom F, Schmidt
SM, Rantanen T, Slaug B, & lwarsson S. Exploring Associations of Housing,
Relocation, and Active and Healthy Aging in Sweden: Protocol for a Prospec-
tive Longitudinal Mixed Methods Study JMIR Res Protoc. 2021;10(9):e31137 h
ttps://doi.org/10.2196/31137.

6. lwarsson S, Granbom M, Jonsson O. Synthesizing implications of a collabora-
tive project on socially sustainable housing policies for the aging population.
BMC Res Notes. 2023;16:281. https://doi.org/10.1186/513104-023-06565-y.

7. Bulten E, Hessels LK, Hordijk M, Segrave AJ. Conflicting roles of research-
ers in sustainability transitions: balancing action and reflection. Sustain Sci.
2021;16:1269-83. https://doi.org/10.1007/511625-021-00938-7.

8. Wittmayer JM, Schapke N. Action, research and participation: roles of
researchers in sustainability transitions. Sustain Sci. 2014,9:483-96. https://doi
.0rg/10.1007/s11625-014-0258-4.

Publisher’s note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.


https://doi.org/10.1093/ageing/afm100
https://doi.org/10.1093/ageing/afm100
https://doi.org/10.1186/s40900-023-00493-8
https://doi.org/10.1177/2333721419897781
https://doi.org/10.1016/j.futures.2014.11.0075
https://doi.org/10.1016/j.futures.2014.11.0075
https://doi.org/10.2196/31137
https://doi.org/10.2196/31137
https://doi.org/10.1186/s13104-023-06565-y
https://doi.org/10.1007/s11625-021-00938-7
https://doi.org/10.1007/s11625-014-0258-4
https://doi.org/10.1007/s11625-014-0258-4

	﻿Case study on challenges in research with public partners: A personal data incident during recruitment for a survey study on ageing and housing
	﻿Abstract
	﻿Introduction
	﻿Main text
	﻿The personal data incident and actions taken
	﻿Critical reflections

	﻿Conclusions
	﻿Limitations

	﻿References


