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Abstract 

Objective: Care homes are a common place of death for older adults, especially those with complex health needs 
or dementia. Representative, internationally comparable data on care home facilities and their residents is needed to 
monitor health and wellbeing in this population. Identification and collection of data from care homes can be chal-
lenging and often underreported. This paper draws on the experiences of the PACE study, a cross sectional mortality 
follow back study conducted in six European countries.

Results: Multiple challenges were encountered in creating a sampling framework and contacting, recruiting and 
retaining care homes in the PACE study. Recruiting a randomly identified, representative cohort from a stratified sam-
pling framework was problematic, as was engaging with care homes to ensure high response rates. Variation in the 
funding of care homes across the six countries involved in the study may explain the additional challenges encoun-
tered in England. Awareness of the challenges encountered in England in implementing an international study in care 
homes can inform the design and implementation of future studies within care homes. Further discussion is needed 
to determine the barriers and facilitators to conducting research in care homes, and how this is shaped by the focus 
of the study.
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Introduction
Long term care facilities, or care homes, are becoming a 
common place of death for older adults [1, 2]. Ensuring 
that appropriate services are available to meet the health 
needs of this population will require accurate, good qual-
ity data. Research in this area is increasingly complex; 
in addition to the challenges of conducting research 
with older adults [3], the difficulties in obtaining ethical 
approval, accessing care home residents through gate-
keepers, gaining informed consent and collecting data 
from residents have been explored [4–8]. The experiences 

of involving care homes as facilities in research, rather 
than residents, is less understood.

The Palliative Care for Older People in care and nurs-
ing homes in Europe (PACE) programme of research, 
centred on improving palliative care in long-term care 
facilities across Europe [9]. This paper reflects on the 
experience of setting up and running a cross sectional 
study of resident deaths within care homes, conducted in 
six European countries: United Kingdom (England), the 
Netherlands, Belgium, Finland, Poland and Italy [10]. The 
study aimed to recruit 48 care homes in each participat-
ing country, collecting data on 192 deceased residents, 
from care home staff members, general practitioners 
(GPs)/physicians and relatives of the resident, collect-
ing data on patient and family palliative care outcomes 
[11–15].

Open Access

BMC Research Notes

*Correspondence:  d.collingridgemoore@lancaster.ac.uk
1 International Observatory on End of Life Care, Lancaster University, 
Lancaster, UK
Full list of author information is available at the end of the article

brought to you by COREView metadata, citation and similar papers at core.ac.uk

provided by Ghent University Academic Bibliography

https://core.ac.uk/display/237011398?utm_source=pdf&utm_medium=banner&utm_campaign=pdf-decoration-v1
http://orcid.org/0000-0002-5861-8706
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s13104-019-4543-2&domain=pdf


Page 2 of 6Collingridge Moore et al. BMC Res Notes          (2019) 12:508 

Figure  1 displays the recruitment and response rates 
for each questionnaire, for each participant per country. 
The response rates for care homes in England were lower 
than in the other countries involved in the study. This 
paper aims to describe the challenges encountered in 
conducting the study in England to inform the design and 
conduct of future international research in care homes. 
It will specifically explore the challenges encountered in 
developing and piloting the study, creating a sampling 
framework, contacting and recruiting care homes, con-
ducting research visits and increasing response rates.

Main text
PACE study development and piloting
During the PACE study development, focus was on 
ensuring questionnaire data collected across coun-
tries would be comparable. Country specific questions 
and terminology were included, where appropriate, to 
reflect variation in the funding and types of care homes 

available. In each country, study documentation was 
piloted to ensure wording and formatting were acces-
sible; in England this included feedback from a pub-
lic involvement group, staff from two care homes and 
three GPs. Feedback centred on whether questionnaire 
respondents were required to provide written informed 
consent for their answers to be used before returning the 
questionnaire. It was agreed that return of the question-
naire would imply consent, providing that this was clearly 
stated in the participant information leaflet. A 3-month 
delay following the death on sending the relative ques-
tionnaire and signposting to bereavement services was 
also requested. This lag time extended the study cut-off 
date for returned data in England.

Two ethical issues were identified in study develop-
ment, which potentially affected all countries involved 
in the study. The first issue concerned how care homes 
could provide confidential data on residents without 
breaking anonymity; to accommodate this the care home 

Total sample: 
1707 resident deaths 
from 322 care homes 

Resident deaths 
(n= 342) 

Staff knowledge 
and attitudes 

Care home staff:
559/715 – 78.2% 

Care home staff:
291/342 – 85.1%

GP:
228/341 – 66.9%

Relatives: 
216/326 – 66.3%

BELGIUM 
Care homes 
recruited:

46/184 (25.0%)

FINLAND
Care homes 
recruited: 

91/185 (49.2%)

Resident deaths 
(n= 283) 

Staff knowledge 
and attitudes 

Care home staff:
559/673 – 83.1% 

Care home staff:
269/283 – 95.1%

GP:
223/278 – 80.2%

Relatives: 
158/263 – 60.1%

Resident deaths 
(n= 168) 

Staff knowledge 
and attitudes 

Care home staff:
152/485 – 31.3% 

Care home staff:
91/168 – 54.2%

GP:
40/168 – 23.8%

Relatives: 
26/114 – 22.8%

ENGLAND
Care homes 
recruited:

49/365 (13.4%)

Resident deaths
(n= 229) 

Staff knowledge 
and attitudes

Care home staff:
166/240 – 69.2% 

Care home staff:
200/218 – 91.7%

GP:
167/189 – 88.4%

Relatives: 
107/137 – 78.1%

ITALY
Care homes 
recruited:

36/112 (32.1%)

NETHERLANDS
Care homes 
recruited:

50/276 (18.1%)

Resident deaths 
(n= 329) 

Staff knowledge 
and attitudes 

Care home staff:
440/851 – 51.7% 

Care home staff:
222/329 – 67.5%

GP:
205/325 – 63.1%

Relatives: 
200/325 – 61.5%

POLAND
Care homes 
recruited:

50/176 (28.4%)

Resident deaths 
(n= 356) 

Staff knowledge 
and attitudes 

Care home staff:
416/428 – 97.1% 

Care home staff:
311/356 – 87.4%

GP:
269/356 – 75.6%

Relatives: 
113/290 – 45.9%

Fig. 1 Recruitment and response rates, by country, in the PACE study
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retained all resident identifiable data during the study and 
posted any questionnaires to recipients. A second ethical 
issue concerned whether relatives could be confused as 
to who would see their questionnaire responses, Lancas-
ter University or the care home, which raised questions 
regarding confidentiality. Changes to the study process or 
documentation requested during the approvals process 
in England were often problematic as it reduced compa-
rability with previously agreed documentation from the 
other countries in the study.

Creating a sampling framework
To identify and recruit care homes, a stratified sample 
was created for each country based on care home region, 
type, size and organisational status, using national regis-
ters and based on estimated average deaths in each coun-
try over a 3 months period. In England, the data from the 
Care Quality Commission (CQC) was used, including 
the characteristics, contact details and reports on care 
quality from around 8000 care homes [16]. The problems 
encountered in England compared to the other countries 
in the study may reflect the variation in the long-term 
care economy across Europe—England has a significantly 
higher proportion of privately owned, for profit care 
homes (Fig. 2).

In England, the study excluded 396 local authority and 
NHS owned care homes as it would not have been pos-
sible to apply for local NHS approvals during the study 
period. In addition, care homes rated as at risk or pro-
viding inadequate care during their last CQC inspection 
were excluded to avoid adding extra work to care homes 
that were struggling. Quality of care was determined 
using the care homes most recent CQC inspection report. 
Forty-eight care homes were randomly selected which 
met the quota identified in the sampling framework.

Data in the CQC dataset was occasionally out of date. 
High levels of staff turnover meant that the contact 
details of managers were sometimes incorrect, and the 
numbers of beds had changed; care homes which were 
classed as small in the sampling framework were reclassi-
fied as large and no longer fitted into the sampling frame-
work quota, and vice versa. The lag time of 3 to 6 months 
between CQC inspections the subsequent rating and 
report being published online meant that the research 
team were required to review CQC ratings on an ongoing 
basis.

Contacting and recruiting care homes
Care homes identified in the sampling framework were 
contacted by post, with a follow up phone call from the 
research team 2  weeks later. E-mail contact led to sub-
stantially more responses than postal contact. Contact-
ing care home managers by telephone was problematic, 
it took on average three phone calls to a care home before 
a manager or deputy manager could be reached. Care 
homes which were unresponsive after five phone calls 
were not followed up.

Within 3 months, it was clear that the current approach 
was unlikely to meet the recruitment target within the 
study period. The research team decided to advertise 
the study through the Enabling Research in Care Homes 
Programme (ENRICH) and in care home magazines [17]. 
The care homes involved in the ENRICH network were 
classed as ‘research ready’ and had indicated that they 
were interested in taking part in research. Nineteen care 
homes were recruited through the ENRICH network and 
advertising.

Figure 3 shows the care home recruitment for England. 
Reasons for decline included being too busy, prepara-
tion for an upcoming CQC inspection, managers feeling 
uncomfortable providing information on a deceased resi-
dent and a view that palliative care was not part of the 
services provided by the care home. There were no sta-
tistically significant differences in terms of quality of 
care between care homes that agreed to take part in the 
study and those that declined, or between care homes 
identified through random sampling and those identified 
through the ENRICH network and advertising.

Conducting research visits
Research visits to the recruited care homes were organ-
ised 2 months in advance and confirmed by post. At the 
research visit, it was common for care home managers 
to either have forgotten about the study or were not at 
the care home when the researcher arrived. A reminder 
call was made by a member of the research team 1 week 
before the visit to avoid this. As the study progressed, 
the importance of identifying specific times to visit 

Fig. 2 Care home providers by organizational status in each country 
involved in the PACE study [10]
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care homes, avoiding medication rounds and GP visits, 
were recognised. As care homes are busy, unpredictable 
environments focused foremost on providing resident 
care, it was sometimes difficult to find a quiet, private 
room to discuss the study with the care home manager.

Accessing information on deceased care home resi-
dents was seldom straightforward. The data provided 
was sourced solely from the care home and relied on 
the quality of their record keeping. There is no linked 
computer system across care homes in England; how 
resident data is collected, updated and stored is locally 
determined. Some care homes used a paper-based sys-
tem and care home administrators were asked to source 
information. Data could be stored in separated places; 
collated from CQC submissions, medical files and 
address books. Data on residents who had died in the 
past 3 months had occasionally been archived, either 
within or outside the care home. Depending on the 
number of deaths within the care home, the researcher 
visit could last up to 5 h.

It was anticipated that on average, there would be at 
least four deaths per care home over a 3-month period; 

in practice the number was lower. The average number 
of deaths across the care homes was three, in care home 
with nursing this was slightly higher, five deaths com-
pared to two in care homes without nursing. As the visits 
were conducted between June and December, it is pos-
sible that seasonal variation in deaths could explain the 
discrepancy.

Recruitment/response rates from care home staff, GPs 
and relatives
At the research visit, care home managers were asked to 
identify the staff member who was most involved in the 
resident’s care, which in practice was difficult to deter-
mine; a senior staff member was often asked to complete 
questionnaires on more than one deceased resident. Due 
to high staff turnover, the staff member closest involved 
in the residents care was sometimes no longer employed 
in the care home at the time of the research visit. Care 
home staff found it difficult to complete the question-
naire if a resident had recently been admitted to the facil-
ity, if the death had occurred in hospital or if they were 
asked to complete questionnaires on multiple residents.

No longer needed to meet quota in the 
sampling framework 

(n=111)

No decision by care home by the 
end of the project (n=79)

Declined to 
take part 

(n=70)

Agreed to take 
part (n=49)

Could not be contacted after five attempts 
(n=7)

Rejected as either based on their Care Quality 
Commission rating, local authority 

management, no deaths in the past three 
months or no longer met the stratified quota, 

i.e. number of beds changed
(n=49)

Care homes in England contacted using a 
random sampling framework 

(n=365) 

Fig. 3 Recruitment of care homes in England, in the PACE study
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In England, all GP care is provided externally to the 
care home and it is common for a care home to use only 
one GP practice; this led to GPs receiving questionnaires 
on multiple residents, potentially leading to question-
naire fatigue. The research team received uncompleted 
questionnaires from GPs who had only become respon-
sible for the resident shortly before their death and did 
not feel qualified to complete a questionnaire on their 
care. Participants were not offered a monetary incen-
tive to complete a questionnaire, and in some cases, GPs 
requested payment prior to questionnaire completion, 
which could not be provided.

Questionnaires for relatives of deceased residents were 
also sent out by post 3 months after the death. In some 
cases, either a relative could not be identified or it was 
thought by the care home manager to be inappropriate 
to contact a relative, i.e. if the relative was in poor health 
(n = 54).

Questionnaires on staff knowledge and attitudes to pal-
liative care were only sent out to staff on duty at the time 
of the visit, therefore night and weekend staff may be 
underrepresented. One care home manager found it dif-
ficult to delimit staff members who were involved in care 
compared to those who were involved in domestic duties. 
In some care homes staff took on a number of roles 
depending on demand and all staff had training in care.

Limitations
The extent to which the obstacles discussed in this 
paper are intrinsic to care home research, compared to 
the focus of the study, i.e. palliative care is unclear. In 
the PACE study, support from the care home manager, 
enthusiasm among staff and identifying a dependable 
contact person were imperative in increasing response 
rates. A major barrier to engagement was that a sin-
gle research visit to a care home with little prior con-
tact did not allow a relationship with the research team 
to develop. Initiatives such as ENRICH can enable 
care home involvement in research; however whether 
research ready care homes are representative of others 
nationally is uncertain [17, 18]. The study did not provide 
any incentives or reimbursements for care home staff, 
GPs and relatives to take part in the study, which may 
also explain the low response rate.

The experience of England in the PACE study dem-
onstrates how conducting international studies within 
the legal, cultural and social norms of each country 
is challenging. Further research should explore the 
methodological challenges in this field. Open discus-
sion of these challenges could inform the feasibility 

and development of research, especially in complex 
and sensitive areas such as palliative care.
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