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ABSTRACT
The National Survey of Bereaved People was conducted by the Office for National Statistics on behalf of NHS England for the first time in 2011, and repeated annually thereafter. It is thought to be the first time that nationally representative data has been collected annually on the experiences of all people who have died, regardless of cause and setting, and made publicly available informing palliative and end of life policy, service provision and development, and practice.  This paper describes the development of the questionnaire used in the survey, VOICES-SF, a short-form of the VOICES (Views Of Informal Carers – Evaluation of Services) questionnaire, adapted specifically to address the aims of the national survey.  The pilot study to refine methods for the national survey is also described. The paper also reports on the development of the retrospective, after-death or mortality follow-back method in palliative and end of life care, and reviews its strengths and weaknesses.  
(153 words)


INTRODUCTION

Retrospective, after-death or mortality follow-back surveys, in which bereaved informants act as proxies for deceased people as well as recounting their own experiences as recipients of care, have a long history in palliative and end of life care (EoLC) research.  They have been used to understand the last months of life,1[, 2]
 to make population-level estimates of palliative care need,3[]
 and to measure health outcomes, care utilisation and service quality.
 ADDIN EN.CITE 
[4, 5]
 By the time death is clearly approaching, people are often, but not always, too ill to participate in research or audit.6[]
  Increased accuracy of prognostication, together with improved symptom control, may allow more dying people to tell their own stories than in the past.  However, accurate prognostication remains a significant challenge, particularly beyond cancer7[]
    and patient EoLC surveys will exclude patients who are not recognised as dying, or are too ill to participate. Despite these challenges there is a public health imperative to explore the experiences and needs of people approaching end of life, and the people around them, particularly as these needs are changing as a result of  population ageing and increased illness complexity arising from multimorbidity 
 ADDIN EN.CITE 
[8-10]
. 
In comparison, after-death or mortality follow-back surveys take as their starting point the death itself.  There is no ambiguity about this. Once population parameters have been decided a complete population can be sampled from death registrations or institutional records: all adult deaths in a defined geographical area, for example. Informants, the person registering the death or next of kin, are then interviewed or complete a questionnaire about the period before death, and often about their own bereavement experience. Cartwright conducted the first such survey in England to describe the last year of life in 1969,1[]
 repeated in 1987.2[]
 The Regional Study of Care for the Dying (RSCD) in 1990 used similar methods.11[]
 After-death or mortality follow-back EoLC surveys have been used in, for example, Europe,12[]
 13[]
 
 ADDIN EN.CITE 
[14]
 North America, 
 ADDIN EN.CITE 
[15-19]
 the Far East, 
 ADDIN EN.CITE 
[20]
 21[]
 
 ADDIN EN.CITE 
[22]
 and Australia.
 ADDIN EN.CITE 
[23, 24]
 Mortality-follow back surveys based on GP rather than bereaved informant reports have also been used.
 ADDIN EN.CITE 
[25, 26]



These studies were originally described as taking a retrospective approach to data collection.
 ADDIN EN.CITE 
[1, 2, 11]
 This terminology remains common as it describes the central difference between this and other EoLC research methods.  They have also been described as after-death surveys.27[]
  More recently they have been called mortality follow-back surveys, using a term derived from the USA National Mortality follow-back survey program in which information was drawn from death certificates, next of kin and administrative records on a sample of US resident deaths to study disease aetiology, demographical trends and other health issues.
 ADDIN EN.CITE 
[28]
 This term is a precise descriptor for epidemiological surveys which sample from death certificates in this way, using survey sampling methods. Not all retrospective studies do this, particularly where they are being used for quality assurance purposes: in these cases describing them as retrospective or after-death studies is more appropriate.  

In 2008 the Department of Health (DH) for England published its first End of Life Care Strategy.29[]
  This focused on improving access to, and the quality of EoLC for all patients who die, regardless of condition or setting.  A broad EoLC definition was adopted, defined by the needs of patients with life-limiting illnesses rather than a time-frame.  The DH wanted to monitor the outcomes of the Strategy implementation from the EoLC service user perspective. The University of Southampton first made the case for a mortality followback survey, and then conducted a pilot study to modify the VOICES questionnaire, an existing postal questionnaire for bereaved relatives, to make it appropriate for use in the national survey; to test the feasibility of such a survey; and the survey methods for use in it.


This paper reports on the process of developing the new questionnaire (VOICES-SF) and the pilot survey methods, and describes the final VOICES-SF questionnaire which is now being used annually by the NHS in England in nationally representative surveys of bereaved relatives to investigate user experience and quality of care in the last three months of life from a population perspective.30[, 31]
  This is the first time that nationally representative data have been collected routinely about the experience of EoLC service users and made publicly available, as well as contributing to policy and service planning. Issues to be considered by those contemplating adopting a retrospective or mortality-follow back approach in research or quality improvement efforts, or by policy and research users reflecting on the meaning of such work, are discussed.


METHODS.

The VOICES questionnaire

The VOICES (Views Of Informal Carers – Evaluation of Services) questionnaire was developed from the RSCD interview schedule,11[]
 itself based on that used by Cartwright.1[, 2]
 Informants had been interviewed in these surveys. A randomised controlled trial was conducted to test the impact of data collection by post rather than in face-to-face interviews on response rate and acceptability.32[]
 Mode of recruitment and completion did not significantly affect response rate or respondent characteristics. However, interview respondents were significantly more likely to give top ranking responses to service satisfaction and symptom control questions which might reflect social desirability factors present during interviews [32].  

A major revision was conducted between 2002-2004 following literature reviews of best practice in measuring satisfaction33[]
 and of what constitutes a ‘good death’;  research into healthcare professionals, bereaved relatives and patient priorities for measurement at the end of life,34[]
 and consultation with survey users. As a result, the core VOICES questionnaire focuses on the last three months of life, and has 142 items in sections covering service use, care experience and satisfaction with services in community, care home, hospital and hospice care settings. Care received in the last three days of life, circumstances surrounding the death, and demographic information are also covered.  Space is included for respondents to add their own comments. Disease-specific versions have also been developed for those who died of COPD,35[]
 and stroke.
 ADDIN EN.CITE 
[36]
 Additionally, a version specifically for use by hospice and palliative care services has been developed with St Christopher’s Hospice.37[]
  

VOICES questionnaires have been used in research studies in the UK,38[]
  as part of clinical improvement initiatives,39[]
 and translated and/or adapted for use elsewhere.12[]

The VOICES questionnaire is a survey instrument rather than a psychometric scale.  Questions are added or deleted depending on a survey’s objectives.  A question-bank has been developed to facilitate this. Validity has been ensured by following principles of good questionnaire design and testing, including cognitive and pilot testing of new questions: formal psychometric testing is not appropriate. VOICES has been shown to detect change over time40[]
 and to detect differences between care settings.41[]
 Findings have been substantiated in prospective EoLC studies (for example 
 ADDIN EN.CITE 
[42, 43]
). 

Development of VOICES-SF from the VOICES questionnaire

This work was conducted in consultation with a Steering Group, which consisted of nine members with expertise in End of Life Care and bioethics and included policy makers, health commissioners and providers, survey and EoLC researchers, and user representatives.  The following procedures were employed to develop the pilot version of VOICES-SF, which was then tested in a survey in two Primary Care Trusts (PCTs) in the South of England to test the national survey’s proposed methods.

Addition of new questions 

Several key issues in the EoLC strategy were not covered in the core VOICES, or covered inadequately.  New questions were added focusing on: preferred place of death, particularly preference discussions; breaking bad news; co-ordination of community care, and between hospitals and community services; and family and carer needs assessment. Where possible, these questions were drawn from the VOICES question-bank or adapted from existing after-death or NHS surveys.  Some redundant questions were removed, and routing through the questionnaire improved. Much of the free space was removed (137 questions).


Consultation with patients, relatives and health professionals

Two discussion groups were held: one with specialist palliative care nurses, and one with bereaved relatives and patients approaching EoL attending a hospital users’ group, with not less than five participants in each group. Participants were asked to comment on questionnaire content, format, flow and length.  Participants wanted a much shorter questionnaire and for there to be more space for them to add their own views.  A new item on the recording of place of death preferences was added because of their comments, together with three items on comfort maintenance and spiritual support provision from the CODE questionnaire.44[]
  No new symptom questions were added despite requests because concerns about length, concerns about the meaning of these questions, and previous experience with these questions. A new section on out of hours care, new questions on religion and spiritual support and on whether bereavement support was offered were added after consultation with the Steering Group.  Space for comments was reinstated. 


Consultation with a national bereavement organisation 

A national charity providing support for the bereaved, were consulted to help ensure that the language and structure of VOICES-SF-Pilot and the materials used to approach respondents were sensitive and appropriate for bereaved people. This resulted in several changes to question wording and ordering.

Analysis of existing VOICES datasets
Using data from previous VOICES surveys, the following decision rules were used to determine an item’s inclusion in the questionnaire: overlap and repetition (very highly correlated - |Pearson r|>0.75); floor and ceiling effects (maximum endorsement frequencies >80%); or compliance (missing data >20%). However, some items remained because they had importance for policy or provider monitoring (as discussed in our Steering Group meetings); or following recommendations from user representatives. For instance, the item, ‘On balance, do you feel that s/he died in the right place?’ remained despite a maximum endorsement of 90.2%. 


Pre-piloting with specialist palliative care professionals and survey researchers 

Once VOICES-SF-Pilot had been developed following these steps it was pre-piloted on a convenience sample of twelve palliative care healthcare professionals and researchers. The only content amendment that resulted was the addition of ‘Intensive Care Unit’ to the list of response options on place of death. 


The pilot survey

Both the VOICES-SF-Pilot questionnaire and the proposed survey methods for the national survey were then tested in a pilot survey. 

Sample

The English Office for National Statistics (ONS) extracted a census of all deaths registered in two primary care trusts (PCTs) in the south of England between October 2009 and April 2010.
 ADDIN EN.CITE 
[45]
 826 of the 2272 deaths identified by ONS were excluded because they were registered by a coroner (n=788), in persons aged under 18 years (n=13), were classified as occurring ‘elsewhere’ (n=8), because the informant lived overseas (n=17), or because the address of the informant was unknown (n=24). The final sample included 1422 deaths.


Recruitment

VOICES-SF-Pilot questionnaires were sent six to twelve months after the death.
 ADDIN EN.CITE 
[45]
 A recruitment approach trial was nested within the survey to explore the most appropriate and fruitful method of approaching potential participants.[45] Informants were assigned to one of two ‘recruitment approach’ groups: they either received a letter introducing them to the survey and a reply slip to request a copy of the questionnaire, or, they were issued with the questionnaire with the initial invitation letter. A self-weighting proportionally allocated stratified sample was used to assign potential participants to trial group using the following strata: health district, age, sex, place of death (home, hospital, care home/hospice) and primary cause of death (cardiovascular disease, cancer, other causes).[45] If informants did not opt out or had not yet returned the questionnaire, two reminder letters were sent. Informants in both groups were given the option of completing the questionnaire on-line: access to the on-line questionnaire, designed and constructed using iSurvey, a University of Southampton software package, was regulated with a password provided alongside the postal questionnaire.

Steps to increase response rate

Four approaches were adopted to increasing response rate: use of a study website; press releases which resulted in newspaper articles and radio interviews; local awareness-raising via third sector bereavement, older people and hospice groups; and alerting health and social care staff to the survey. 


Steps to increase participation from Black, Asian and Minority Ethnic (BAME) groups

Because research shows that people from BAME groups are less likely to use EoLC services and less likely to be participants in EoLC research 46[]
, it is essential that we understand their palliative and EoLC needs.  BAME groups have been under-represented in previous VOICES surveys.  Making translated versions of VOICES available has been found to not increase response rates, with BAME community members instead favouring the use of interpreters and suggesting focus groups as a better way of ascertaining their views.47[]
  Two approaches were used in the pilot study to attempt to increase BAME group participation:
1. Interpretation and translation: 
Rather than translating the questionnaire, a Language Support Document translated into the fourteen languages most prominent within the participating PCTs was enclosed with every survey invitation letter.  As well as explaining the study this invited respondents to use a telephone interpreting service provided by a local PCT.  Interpreters were briefed about the study and provided with a glossary. 

2. Awareness raising and advertising: 
Links were established with local BAME organisations and places of worship to raise the survey’s profile amongst these communities, to address concerns and to emphasise the importance of hearing everyone’s views.  A local inequalities commission played a key role in notifying members and initiating meetings; an Asian support organisation became a key collaborator, organising lunches between researchers and community leaders and facilitating meetings with religious leaders; meetings were also held with BAME older people, carers’ and women’s organisations.  Study posters were translated into the five most common languages using forward translation, back translation and reconciliation and placed in places of worship and community organisations.  Attempts were also made to advertise the study on local Asian radio and in local Asian newspapers, but these were ultimately unsuccessful.

Access to bereavement support 

Retrospective surveys have the potential to provoke distress and raise issues that respondents may need help to explore. Although experience indicates that there is limited take-up, it is important that emotional support is available for those informants who wish to access it.  Cruse Bereavement Care agreed to provide telephone advice and support for respondents in both areas, and also offered to arrange meetings with those who needed them.  The telephone number to access this support was provided on all study documentation.  Interpreters could direct callers to a support line which could provide support in the predominant languages in the participating PCTs.  

Complaints about care

Procedures were also put in place to deal with complaints about health and social care.  No action could be taken when negative accounts were recounted on the questionnaire or on the telephone unless the participant explicitly requested that this should happen and provided their contact details.  This information was discussed with, and where appropriate action taken by, the Strategic Health Authority. 

Ethical approval

Ethical approval was obtained from the University of Southampton, Faculty of Health Sciences Ethics Committee.

Cognitive interviews 

Two-hundred informants were invited to take part in cognitive interviews to ensure questions measured what was intended, to better understand response problems and improve data quality. ONS issued an invitation to every seventh informant identified by the sampling strata.  Those interested in taking part returned a reply slip to the University and then received an information sheet. Ten informants agreed to participate and took part in the interviews.  

Interviews were conducted using ‘Read aloud, think aloud’ and verbal probing techniques to explore how participants interpret and comprehend questions, retrieve relevant information, and to ascertain whether response options were appropriate. Participants also commented on questionnaire content.  


Statistical analysis and data presentation

Findings were used to inform decisions about the size and feasibility of a national survey, to demonstrate the information which could be expected from such a survey, and to provide feedback to the two participating PCTs.  No findings are presented in this paper because the pilot survey was not intended to produce data on care experience or service satisfaction generalisable beyond these two PCTs. However, using SPSS for Windows we assessed statistical differences between responders and non-responders.  
RESULTS


Pilot survey


Response rate

The questionnaire was returned by 473 participants, a response rate of 33%. Female informants were more likely to respond to the survey than men (X2=16.5, p<0.001) and informants who registered the death of someone who died from cancer were more likely to respond than those who registered the death of someone with cardiovascular or other causes of death (X2=7.4 p<0.05).  Place of death was also associated with response, with response rate highest for informants for home deaths, and lowest for those who died in hospital (X2=16.2, p<0.05). The response rate was higher amongst those sent VOICES directly (‘opt out’ group 40% - n=285/711) compared to those invited to request a copy (‘opt in’ group 26.4% - n=188/711). This difference was significant (X2=29.79, p<0.01). See Table 1. 

BAME groups

Ethnicity information is available only for participants in the survey, as it is not recorded on English death certificates: response rate by ethnicity cannot therefore be calculated. Ten (2.3%) of respondents describe the deceased as belonging to a BAME group (10/439: 34 did not answer the question).   Only two people made use of the interpreting service, one of whom had an enquiry not related to the survey.


Cognitive interviews 

Some terms used to describe services needed clarification: short explanations of health and social care professional roles and services were therefore added. Respondents also recommended the provision of more space to enable them to qualify their responses, despite concern to keep the questionnaire short.  Some respondents were concerned that cognitive impairments or reduced consciousness had prevented patients making decisions, so a space for comments was added to all questions asking about patients’ opinions to enable respondents to expand on their ‘not applicable’ comments, if they wished.

Some additional questions were suggested including discussing worries and fears with staff in the hospital, whether the healthcare staff were honest and upfront about prognosis, and whether respondents had had sufficient warning to enable them to see their relative before they died.  The latter also emerged in qualitative comments from completed questionnaires and so a new question on this was added (Were you contacted soon enough to give you time to be with him before he died?). 

Amendments following the Pilot study
Data from the pilot survey were analysed to make final decisions about item inclusion. As was conducted prior to the pilot survey, the following decision rules were used for item selection: overlap and repetition (very highly correlated - |Pearson r|>0.75); floor and ceiling effects (maximum endorsement frequencies >80%); or compliance (missing data >20%). However, as before, some items remained because they had utility in the planning, organisation and evaluation of services; or following results of the cognitive interviews. A decision was also made to replace the ethnicity and religion questions in the demographics section with the 2011 Census questions.


VOICES-Short Form
The final version, VOICES-Short Form (VOICES-SF), contains 59 questions (Appendix A) It includes factual questions about the help the deceased received, questions to elicit the respondent’s opinion of aspects of care, and questions asking respondents to rate their satisfaction with the quality of care overall, and from specific services.  Some questions require respondents to act as proxies for the deceased, for instance those about pain and symptom control, and the deceased’s preferences. Most, however, are worded from the respondent’s perspective, and some explicitly investigate their experiences of caring and in bereavement.  Questions cover  the last three months of life at home, in care homes, in hospital or in an in-patient hospices; the last two days of life; communication, preferences and decision-making; events at the time of death; bereavement; and socio-demographic information.   

DISCUSSION

This paper has described how VOICES-SF has been developed robustly, with a firm foundation in previous VOICES questionnaires and nationally representative interview surveys.  Here the findings will be considered and study limitations examined.  Issues which should be reflected on by all researchers contemplating adopting a retrospective research design or conducting a mortality follow-back survey, or by research users of such research, will then be discussed.

VOICES’ content is based on patients’, bereaved relatives’ and healthcare professionals’ views about what is important at the end of life, and has been refined in VOICES-SF to measure the impact of the 2008 DH End of Life Care Strategy29[]
.  The Strategy builds on expertise in EoLC developed in the UK and seeks to ensure the country maintains its leading status internationally by ensuring all citizens receive excellent care, regardless of setting or condition48[]
. Current survey research methods and design principles have guided the continuing redevelopment of VOICES and the generation of VOICES-SF.  The paper also describes a pilot study using VOICES-SF which tested the feasibility of, and methods for, a national survey of end of life care in England.  Based on these results, the National Survey of Bereaved People (VOICES) has been established and reported for the first time in 2012.30[]
  Run by the Office for National Statistics on behalf initially of the Department of Health and currently NHS England, this is believed to be the first annual nationally representative survey focused specifically on end of life care.  VOICES-SF and its associated methods are therefore playing a key role in informing policy makers and practitioners in England about user experience and care outcomes in EoLC. 


Study limitations
The study is, of course, not without its limitations. The response rate was disappointing at 33% and lower than in earlier VOICES surveys, despite efforts to increase participation.  This may reflect a more widespread decline in survey response rates 
 ADDIN EN.CITE 
[49-53]
.  However, the response rate was significantly higher amongst those sent VOICES directly compared to those invited to request a copy.
 ADDIN EN.CITE 
[45]
 The study will therefore help other researchers obtain a better response rate by providing robust evidence that the former method is both as acceptable to bereaved relatives as the alternative, and more effective.  Although our use of statistical weighting helped account for known differences between responders and the total sample, it is not known how responders and non-responders differ in their EoLC experiences, or how the local and national assessments of EoLC which emerge from VOICES surveys might be altered by a better response rate.  Kross et al
 ADDIN EN.CITE 
[54]
 compared socio-demographic characteristics and palliative care indicators abstracted from ICU patient records between family members who responded to an after-death survey and those who did not.  They found that responders were more likely to be white, older, and to have indicators of higher quality ITU palliative care.  They concluded that after-death interviews may over-estimate palliative care quality.  If this is substantiated in further research, it suggests that the low VOICES-SF response rate cannot be used to justify low quality scores.   

Considerable effort was made to increase response from BAME groups.  Discussions with BAME group members were productive in generating insights into EoLC, reflecting previous findings that focus groups are a useful way of enabling BAME groups to participate in EoLC research and quality improvement initiatives. Despite this, BAME group survey participation did not increase compared to previous VOICES surveys. Until and unless England follows Scotland in recording ethnic group on death certificates the percentage that would be expected if the survey results reflected the population is unknown. Indeed, studies continue to endorse the need for these data on death certificates 55[, 56]
. There is variation across the country: participating PCTs reflected both extremes with high and low BAME populations respectively.  The BAME population is currently younger than the White population (although this is changing) and they therefore might be expected to make up a lower proportion of UK deaths than of the population as a whole. Nevertheless, it is reasonable to conclude that they continue to be under-represented in VOICES-SF surveys, as they are in other population surveys: alternative, community-based, methods need to be used alongside VOICES-SF to ensure the views of BAME groups are captured. 


A further limitation of VOICES-SF is the extent to which it may reflect a professional rather than a user perspective of EoLC.  However, patients and bereaved relatives have been involved at each stage of VOICES’ development, and were included in this study via discussion groups, cognitive interviews and via the pilot VOICES-SF survey itself. The original aim of VOICES-SF was, however, to measure the impact of the DH EOL strategy on English EoLC and it is funded by the NHS: its content is therefore driven by strategic and policy agenda, albeit ones to which patients and families contribute. It is unclear whether and in what ways the content of VOICES-SF would differ if it were driven by what patients and families think important at the end of life, how this might differ between ethnic groups and cultures, or how the aging society might impact on it.  


The National Survey of Bereaved People (VOICES)

This first took place in November 2011, with VOICES-SF being sent to almost 49,000 adults in England who had registered an adult death four to eleven months before. The survey design reported here was used, except where pilot results showed that changes were needed: coroner-registered deaths were only excluded if no informant information appeared on the death certificate, for example.57[]
  Given the results of the embedded comparative trial of ‘opt in’ versus ‘opt out’ recruitment methods, the latter was used
 ADDIN EN.CITE 
[45]
.  Pilot results were used to calculate sample sizes, and sampling methods were used to ensure the sample was representative of deaths in England in the study period according to deceased’s sex, cause of death (cancer, cardio-vascular disease, other), place of death (home, hospital, care home, hospice), age and regional spread. ONS ensured its telephone staff were well trained in working with bereaved and potentially distressed respondents, and well supported.  A 45.7% response rate was achieved, supporting the decision to use the ‘opt in’ method, as well as reflecting higher response rates expected from government organisations.30[]
 Deceased aged over 80, women, those who died of cancer, those died in a care home or in a hospice, who were born in the UK and who died in the least deprived quintiles were over-represented amongst responders.  Previous VOICES surveys have also found older deceased to be over-represented.  The survey was repeated in 2012 with a 46% response rate,31[]
 and in 2013.  

National Survey findings show that high quality care had been received by some, regardless of age or diagnosis, or setting.[30]  One in ten respondents (12%) reported that, overall, care in the last three months of life had been outstanding, 30% that it had been excellent, 33% that it had been good and 24% that it had been fair or poor. There was, however, considerable variation between care settings, and between patient groups.  For example, the proportion reporting that pain had been controlled ‘ completely all the time’ in the last three months of life ranged from 62% for in in-patient hospices, 45% in care homes, 36% in hospitals, and 17% at home.  At home, those with cancer were reported to have had better pain control (21%, CVD 11%, other 13%). Further analysis has begun to explore possible explanations for these variations, with area deprivation scores showing significant variations between the least and most deprived in place of death, overall care quality, family doctor and community care, and support for families.58[]
  Further research and analysis is now needed to understand and modify these relationships.

The National Survey of Bereaved People (VOICES) also has potential value at a more local level. As part of the pilot study, a Toolkit was commissioned for local commissioners and providers wanting to use VOICES-SF to measure the outcomes of their end of life care services. ONS have explored variation in performance in 2011 between the 51 PCT Clusters then in existence: these had an average population size of over 800,000, ranging from 353,000 to 2,080,000.59[]
 This showed significant but inconsistent variations in care quality scores, although the London region scored the poorest ratings across all domains, whilst the South West consistently scored well.  Sample size limitations meant that variations between PCT clusters by, for example, cause of death or diagnosis could not be explored reliably, and prevented feedback being given at a more local level.  An advantage of an annual survey with fixed methods is that larger samples can be built up across years: combined data from the 2011 and 2012 surveys has been used to provide information at the level of 25 NHS Area Teams, which have a median population size of 1,368,000 (range 933,00 – 6,460,000).60[]
  However, rather than making statistical comparisons between provider organisations, other experience surveys, such as the Cancer Patient Experience Survey or Adult Inpatient Survey, compare providers using descriptive data (sometimes in league table format). 
Retrospective research designs

Several issues need to be considered by researchers contemplating adopting a retrospective research design to answer their EoLC research questions, or by research users reflecting on the meaning of such research.  

The first is the reliability and validity of the findings; the extent to which they measure what they purport to measure and do so reliably. Few studies have attempted to examine inter-rater reliability on retrospective questionnaires; those that have report moderate to good consistency.
 ADDIN EN.CITE 
[61, 62]
  Some research suggests a lack of concordance between patient views and those of bereaved relatives,63[]
 between different proxy respondents such as relatives compared with nursing home staff,64[]
 or between nurses, doctors and family members in ICU.65[]
 In line with what would be expected from the wider literature on proxies, a literature review on proxy accounts in retrospective interviews found that agreement was greatest between bereaved relatives and patients on service evaluations, and on observable symptoms; it was least good for subjective symptoms such as pain; inter-rater reliability was again best for observable symptoms66[]
.  Memory is an active process in which initial interpretation and storage are influenced by attention, perspective and mood, and events are reconstructed in the light of subsequent experiences, re-telling of the narrative and mood at the time of recall.  No account is intrinsically more ‘right’ than another: what is important is to understand the perspective of each eye-witness, as each perspective may offer valuable and unique information, and to decide on other grounds whose views should have primacy:  given the values of palliative and end of life care, the views of the patient when available are likely to come first, followed by those of the family.


Depressed mood is known to impact on memory, either reducing the usual positive bias towards positive memories or producing a bias towards negative memories.  This helps explain concerns that responses in retrospective surveys may reflect the bereaved respondent’s feelings in bereavement, rather than the quality of care received at the end of life or the patient’s experiences. Two studies which have used cognitive interviews have explored how bereaved respondents answer questions in retrospective surveys; they found that respondents were drawing on memories of the deceased and not just their own feelings in answering questions.
 ADDIN EN.CITE 
[67, 68]
 Other researchers have found that bereavement respondents’ feelings of distress were not related to their satisfaction scores,
 ADDIN EN.CITE 
[69]
 or that both respondent characteristics and characteristics of services determined satisfaction.70[]
 The current evidence therefore discounts the possibility that retrospective surveys only reflect bereavement distress.

The most appropriate time after the death to approach putative respondents is another issue of concern, both to researchers and to research ethics committees and institutional review boards.  On one hand, there is concern to minimise distress by avoiding periods of maximum distress; on the other a desire to increase the accuracy of recall by reducing the time between the events of interest and the survey.  There is little evidence to base decisions on, and variation in practice.  Cartwright compared three and nine months1[]
 and found no differences in response rate, satisfaction levels or in ease of recall (pg 8); she avoided the first three months because bereavement research suggested interviews might cause more distress in this period. Many retrospective surveys have followed her lead in contacting respondents at least three months but less than twelve months after the death, taking care to avoid its anniversary. Exceptions to this include the US Family Evaluation of Hospice Care Survey 71[]
 and EoLC in ICU surveys,
 ADDIN EN.CITE 
[54]
 both administered one to three months from death.  Casarett et al’s randomised controlled trial comparing intervals of two and six weeks post-death is an example of the type of research that is needed into the acceptability and impact of different survey timings:72[]
 without such research, timing decisions are based primarily on historical practice, informed to some extent by (often outdated) bereavement research and understanding of memory processes.  This is an important area for further research.

Several studies have asked participants in retrospective surveys their views of participation.  Three quarters of those completing a stroke-specific version of the VOICES questionnaire reported that they had not found completing the questionnaire upsetting, whilst others reported that it brought back bad memories, although in some cases they found this therapeutic (Addington-Hall: personal communication)  A similar proportion of bereaved carers (73%) in an USA cohort reported little or no stress from participating in a after-death interview, whilst 16.4% reported some stress and 9% a great deal of stress.
 ADDIN EN.CITE 
[73]
 Somewhat fewer (62%) family members participating in an USA ICU after-death survey reported that the survey had been no or low burden, with family members who had lived with the patient reporting more burden and older family members less.74[]
 Koffman et al asked similar questions, and concluded that mortality follow-back surveys are ethical as long as done sensitively: participation may even be beneficial.
 ADDIN EN.CITE 
[75]
  This is feasible, but longer-term data on bereavement outcomes is needed to support this claim.  It also needs to be weighed against the fact that little is known about the impact of being contacted on those who chose not to respond. As in all palliative and end of life care research, this places a particular onus on researchers to ensure that their research is well designed and executed and has maximum impact: bereaved people bestow a considerable gift upon researchers by participating in research at what is often a difficult time.
CONCLUSION

The National Survey of Bereaved People, using VOICES-SF, conducted by the Office for National Statistics on behalf of NHS England, is believed to be the first time that nationally representative data have been collected annually on the experiences of all people who have died, regardless of cause and setting, and made publicly available, potentially informing end of life policy, service provision and development, and practice.  The development of the VOICES-SF questionnaire is described in this paper, situated within the literature into the retrospective, after-death or mortality follow-back survey research method and the VOICES questionnaire, and the evidence on the strengths and weaknesses of this approach.  Hinton stated forty years ago that  ‘The dissatisfied dead cannot noise abroad the negligence they have experienced’76[]
  Dame Cicely Saunders is often quoted as saying ‘How people die remains in the memory of those who live on’. Retrospective, after-death and mortality follow-back survey research in general, and VOICES-SF with the English National Survey of Bereaved People specifically, give a voice to the voiceless, as well as helping to ensure that we hear and act on the experiences of those who live on with the memories of how we currently care for people at the end of life.
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Table 1: Characteristics of Responders and non-responders
	
	Responders
	Non-responders
	P ((2)

	Deceased sex

Male

Female
	178 (28.8)

262 (32.5)
	440 (71.2)

544 (67.5)
	p=.13

(2.25)

	Deceased age

18-59

60-69

70-79

80-89

90+
	37 (30.6)

37 (27.8)

85 (29.1)

166 (31.4)

113 (32.5)
	84 (69.4)

96 (72.2)

207 (70.9)

362 (68.6)

235 (67.5)
	p=.83

(1.51)

	Informant sex

Male 

Female
	164 (25.5)

273 (35.5)
	479 (74.5)

495 (64.5)
	p<.001

(16.51)

	PCT

Berkshire East

Isle of Wight
	256 (32.9)

184 (29.6)
	609 (70.4)

375 (67.1)
	p=.19

(1.75)

	Trial group

‘Opt in’ Group

‘Single posting’ Group
	173 (24.4)*

261 (36.8)*
	535 (75.6)*

449 (63.2)*
	p<.001

(25.36)

	Deprivation score (ID2007 Quintile)

1

2

3

4

5
	120 (32.0)

97 (33.0)

126 (34.0)

82 (28.8)

13 (25.5)
	255 (68.0)

197 (67.0)

245 (66.0)

249 (75.2)

38 (74.5)
	p=.062

(8.97)

	Place of Death

Home

Hospital

Care Home/Hospice
	76 (39.0)

191 (26.3)

173 (34.5)
	119 (61.0)

536 (73.7)

329 (65.5)
	p<.001 

(16.23)

	Cause of Death

CVD

Cancer

Other causes
	106 (29.9)

171 (35.3)

161 (27.6)
	248 (70.1)

314 (64.7)

422 (72.4)
	p<.05

(7.41)


Appendix A
VOICES-SF

TO INSERT

Footnote:

The questionnaire is copyright of NHS England. If you would like to request permission to use it please contact NHS England by e-mailing englandvoices@nhs.net.
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