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ABSTRACT KEYWORDS
Objective: There is a growing body of evidence on suicide risk in ~ Caregivers; disabled
family carers, but minimal research on parents caring for children children; parent carer;
with disabilities and long-term illnesses. The aim of this study was to _pat"?m and public |
conduct the first dedicated research on suicide risk in parent carers :g\égt\i':r:nem’ suicida
and identify: (1) the number of parent carers experiencing suicidal

thoughts and behaviors, and (2) the risk and protective factors for

suicidality in this population.

Method: A cross-sectional survey of parent carers in England

(n=750), co-produced with parent carers. Suicidal thoughts and

behaviors were measured with questions from the Adult Psychiatric

Morbidity Survey. Frequencies summarized the proportion of carers

experiencing suicidal thoughts and behaviors. Logistic regressions

identified risk and protective factors.

Results: 42% of parents had experienced suicidal thoughts and

behaviors while caring for a disabled or chronically ill child. Only half

had sought help for these experiences. Depression, entrapment, dys-

functional coping, and having a mental health diagnosis prior to car-

ing, were significant risk factors.

Conclusion: Parent carers contemplate suicide at levels that exceed

those of other family carers and the general public. There is an

urgent need, in policy and practice, to recognize parent carers as a

priority group for prevention and intervention.

HIGHLIGHTS

e This is the first dedicated study of suicide risk in parent carers.

e More than 40% of parents had considered suicide while caring
for a disabled or chronically ill child.

e The risk factors for suicidal ideation in parent carers were depres-
sion, entrapment, dysfunctional coping strategies, and having a
mental health diagnosis prior to becoming a carer.

e Parent carers may be a high-risk group for suicide and need
urgent support.

@ Supplemental data for this article can be accessed online at https://doi.org/10.1080/13811118.2024.2363230230.
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INTRODUCTION

More than 800,000 children in the UK have disabilities or long-term illnesses and the
majority are cared for by their parents (UK Government, 2018). Although caring for a
child with a disability or long-term illness can be extremely rewarding (Hastings &
Taunt, 2002), it can also take a significant toll. Parent carers experience high rates of
physical and mental illness, social isolation, relationship breakdown, and financial strain
(Lee et al., 2017; Murphy et al., 2007).

Illness, isolation, relationship problems, and financial distress are all risk factors for
suicide in the general population (O’Connor & Nock, 2014). There is also emerging evi-
dence of suicide risk in family carers, with a recent review identifying evidence of sui-
cidal thoughts and behaviors in people providing care for family members with a wide
variety of illnesses or disabilities and across a range of low-, middle-, and high-income
countries (O’'Dwyer et al, 2021). Despite this growing body of evidence, only three
studies have reported on suicide risk in parent carers specifically (Lucas et al., 2015;
Nakigudde et al., 2016; Skeen et al., 2014).

These studies suggest a serious issue—with as many as 12% of parent carers in one
study reporting suicidal thoughts in the previous two weeks (Skeen et al., 2014)—but
much remains to be understood. Only one of the previous studies (Lucas et al., 2015)
focused on suicide risk as a primary aim, with the other two reporting suicidal thoughts
and behaviors as secondary or even incidental findings (Nakigudde et al, 2016; Skeen
et al., 2014). As a result, there is a lack of knowledge on risk and protective factors for
parent carers. Furthermore, the previous studies were all specific to a particular illness
or disability. An understanding of suicidal thoughts and behaviors in parent carers
more generally may help to inform the changes in policy and practice necessary to iden-
tify and support at-risk parents.

The aim of this study was to conduct the first dedicated study of suicide risk in
parents caring for children with a range of different illnesses and disabilities. The objec-
tives were to identify: (1) the number of parent carers who experienced suicidal
thoughts and behaviors, and (2) the risk and protective factors for suicidality in this
population. To achieve these objectives, a cross-sectional survey of parent carers in
England was conducted and an exploratory approach to data analysis was taken.

MATERIALS AND METHODS
Co-Production

There has been a noticeable lack of co-production (also known as Patient and Public
Involvement) in previous studies of suicide risk in carers. To address this and ensure
the research was informed by carers’ needs and experiences, the study was co-produced
with four parent carers. They attended research training before the study began (Staley
et al,, 2019) and then collaborated, as equal members of the research team, on every
aspect of the research (including design, funding application and ethical approval,
recruitment, analysis, interpretation, and manuscript preparation). Academic ways of
working were adapted to facilitate the involvement of the carers, who were also paid for
their time and supported practically and emotionally throughout the project. An
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advisory group—including researchers, parent carers, experts in disability education,
carer charities, and health and social care professionals—provided additional feedback
and support as needed.

Recruitment

The study was promoted as research on the wellbeing of parent carers, to minimize bias
created by carers self-selecting into, or out of, a study about suicide (O’Dwyer et al,
2016). Convenience sampling was used, with prospective participants recruited via
schools, charities, carer support groups, hospice services, National Health Service (NHS)
Trusts, social media, and word of mouth. People were eligible to participate if they:
lived in England; were the parent, step-parent, foster parent, kinship carer or legal
guardian for a child with a long-term illness or disability; and, the child (or, if caring
for multiple children, at least one of the children) was under 18. The Equality Act 2010
considers a disability to be a physical or mental impairment that has a substantial and
long-term negative effect on a person’s ability to do everyday activities, with long-term
considered to be 12 months or more. To encourage the recruitment of a diverse sample,
no specific illnesses or disabilities were mentioned in the recruitment materials. [Note:
Because there is considerable tension around the language of disability (see Andrews
et al. 2019), we have used both “disabilities” and “long-term illnesses” (and their var-
iants) throughout the research and this paper]. Recruitment was conducted between
October 2021 and March 2022.

The study was approved by the West Midlands—Coventry and Warwickshire
Research Ethics Committee and the NHS Health Research Authority (21/WM/0190). All
participants were fully informed about the purpose of the study prior to participation
(including the presence of questions about suicide) and the information specified that
completion of the survey would be taken as consent. Contact information for support
and crisis services was provided at the start and end of the survey, and at points where
questions about suicide appeared. The survey was available for completion online and
in hard copy. To encourage participation, surveys were completed anonymously. To fur-
ther ensure anonymity, only truncated IP addresses were retained by the online survey,
reply-paid envelopes were provided with the hard copy surveys, and no data were col-
lected on how participants had heard about the study.

Measures

Given the absence of previous research on parent carers, the survey was designed to
capture a wide range of factors that might contribute to, or protect against, suicidality
in this population. The choice of measures was informed by existing theories of suicide
(Durkheim, 2006; O’Connor & Kirtley, 2018; Shneidman, 1993; Van Orden et al., 2010),
the risk and protective factors identified in studies of suicide risk in other groups of
carers, and feedback from parent carers and the charities who support them. The survey
was divided into sections on carer demographics, the caring role, physical health, emo-
tional wellbeing, suicidal thoughts and behaviors, the experience of caring, and relation-
ships. Fourteen validated scales were included, as well as standard measures for
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demographic characteristics and bespoke items related to the caring role. The complete
list of items and scales is provided in Supplementary Table 1.

Where participants had more than one child with a long-term illness or disability,
relevant questions in the caring role section were answered first for the oldest child and
then again for each subsequent child (see Supplementary Table 1). To avoid violating
independence of data assumptions, only the responses for the oldest child were included
in the current analysis.

The suicidal thoughts and behaviors section included an adapted version of the Adult
Psychiatric Morbidity Survey questions (McManus et al., 2016). The adaptations allowed
us to: (1) distinguish between lifetime experiences and experiences while caring; (2) cap-
ture experiences in timeframes suitable for comparison with other studies of suicide risk
in carers; and (3) address a lack of clarity in nomenclature that has been criticized in
previous research on suicide risk in carers (O’Dwyer et al, 2021). The adapted questions
are listed in Table 2. Questions on non-suicidal self-harm were also included, but not
reported here.

Data Management

All data were entered into SPSS Version 28 and screened for eligibility and missing or
implausible values. Cases that were ineligible or had an excess of missing data (defined
as not having completed any of the suicide questions or having more than three of the
validated scales completely missing) were removed. After removal of these cases, there
were no implausible values and no more than 5% with missing items on the validated
scales. Where scales had instructions for the management of missing data, these were
followed. For the remaining scales, expectation maximization (EM) imputation was
used to replace missing items, with imputed values rounded to the nearest legitimate
value before the calculation of scale scores. Scores for validated scales were then calcu-
lated in accordance with the instructions for each scale. Missing data were not imputed
for demographic variables, caring variables, or other bespoke items.

Analysis

Given the dearth of previous research on parent carers, and suggestions in the broader
literature that existing theories of suicide may not adequately reflect the experiences of
family carers (O’Dwyer et al., 2016), the analysis was not limited to testing a particular
theoretical model. Instead, an exploratory, data-driven approach was taken.

Frequencies and descriptive analyses were run on all measures

For univariate and multivariable analysis, the dependent variable was “Suicidal
Thoughts and Behaviors While Caring.” Participants were classified as having suicidal
thoughts and behaviors while caring if they: (a) answered “Yes” to having thought about
killing themselves, having made a plan to kill themselves, or having made an attempt to
kill themselves, and (b) indicated that this was either “Only After” or “Both Before and
After” becoming a carer.

A series of logistic regressions were conducted to identify univariate associations
between measures in each section of the survey and the dependent variable. Variables
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for which the confidence intervals did not include 1 were then included in a multivari-
able, forced entry, logistic regression.

Diagnostic tests were conducted as part of the multivariable analysis and no concerns
were identified

Variables that were associated with increased odds of experiencing suicidal thoughts
and behaviors in the multivariable model were considered risk factors, while variables
associated with decreased odds were considered protective factors.

RESULTS
Sample Demographics

Seven hundred and eighty-seven surveys were completed. After screening for eligibility
and missing data, n =750 parent carers were included in the analysis. A full breakdown
of participant demographics is reported in Table 1. The majority were white, heterosex-
ual, women who were born in the UK or Ireland and identified themselves as a mother
or step-mother. Participants were currently living across all regions of England, the
majority were in long-term relationships, and just over half had been educated to degree
level or higher. Approximately half were not in paid employment and two-thirds
reported having given up work to care for their child. More than one-third were not
formally registered as a carer with their general practitioner or local authority®. Twenty-
five percent were caring for more than one child with a long-term illness or disability
and 30% were caring for another family member or friend. Sixty percent had other chil-
dren without long-term illnesses or disabilities. The age of the oldest child receiving
care ranged from less than 1year to 33years old, with an average age of 11years. A
wide range of illnesses and disabilities were represented (see Supplementary Table 2).
Most children had multiple illnesses or disabilities, with approximately one in five con-
sidered life-limiting or terminal.

Suicidality

More than half the sample (55%) had felt life was “not worth living” and half (50%)
had wished they were “dead and away from it all”. The majority of those parent carers
(91% of those who felt life was not worth living and 90% of those who wished they
were dead) had felt this way while caring.

Just under half the sample (47%) had thought of killing themselves, with the majority
of those (89%, or 41% of the total sample) experiencing suicidal thoughts while caring.
One in eight parent carers (12%) had made a plan to kill themselves, with two-thirds of
those (67%, or 8% of the total sample) having made a plan while caring. One in ten
parent carers (10%) had attempted to kill themselves, with 25% of those (2.5% of the
total sample) having made an attempt while caring.

The majority (62%) of parent carers reporting suicidal thoughts had experienced
these thoughts in the last twelve months, with approximately one-third (36%) of those
who reported plans having made a plan in the last twelve months. One participant
reported making a suicide attempt in the two weeks before the survey, with the remain-
der of those who reported suicide attempts saying these had occurred more than a year
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TABLE 1. Participant demographics.

Variable M (SD) or N (%)
Age (years) 4431 (7.33)
Gender
Female 716 (95.5)
Male 26 (3.5)
Non-binary or other 6 (0.8)
Missing 2(03)
Sexuality
Heterosexual 677 (90.3)
Gay, Lesbian, Bisexual or Other 67 (8.9)
Missing 6 (0.8)
Currently in a long-term relationship
No 170 (22.7)
Yes 578 (77.1)
Missing 2 (0.3)
Education
GCSEs or lower® 165 (22)
A Levels® 142 (18.9)
Degree or higher 442 (58.9)
Missing 1(0.1)
Employment
Full-time 112 (14.9)
Part-time or casual 283 (37.7)
On leave or unemployed 353 (47.1)
Missing 2(03)
Given up work to care
No 281 (37.5)
Yes 466 (62.1)
Missing 3 (0.4)
Managing on current income®
Impossible 20 (2.7)
Difficult all the time 198 (26.4)
Difficult some of the time 296 (39.5)
Not too bad 195 (26)
Easy 39 (5.2)
Missing 2(0.3)
Regular volunteering
No 533 (71.1)
Yes 214 (28.5)
Missing 3(0.4)
Born in the UK or Ireland
No 66 (8.8)
Yes 683 (91.1)
Missing 1(0.1)
Ethnicity®
White 709 (94.5)
Mixed or from multiple ethnic groups 14 (1.9)
Asian (including Indian, Pakistani, Bangladeshi, Chinese or other Asian background) 12 (1.6)
Black (including Caribbean, African, or other black background) 7 (0.9)
Gypsy, Traveler, or Roma 0
Other 4 (0.5)
Missing 4 (0.5)
Current region of England
North East 49 (6.5)
North West 76 (10.1)
Yorkshire and The Humber 59 (7.9)
West Midlands 78 (10.4)
East Midlands 43 (5.7)
East of England 55 (7.3)
London 61 (8.1)
South East 153 (20.4)
South West 169 (22.5)
Missing 7 (0.9)

(continued)
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Variable

M (SD) or N (%)

Registered as a carer with general practitioner or local authority®

No or not sure 281 (37.5)
Yes 467 (62.3)
Missing 2(03)
Relationship to child®
Mother or step-mother 695 (92.7)
Father or step-father 22 (2.9)
Other 29 (3.9)
Missing 4 (0.5)
Age of the child requiring care® (Years) 11.40 (4.46)
Age at which child’s illness or disability became apparent®
Before birth 30 (4)
At birth 118 (15.7)
At another age 599 (79.9)
Missing 3(0.4)
Severity of child’s illness or disability”
Mild or moderate 257 (34.3)
Severe 356 (47.5)
Profound 108 (14.4)
Missing 29 (3.9)
Child’s illness or disability is life-limiting or terminal®
No 610 (81.3)
Yes 134 (17.9)
Missing 6 (0.8)
Child has multiple illnesses or disabilities®
No 174 (23.2)
Yes 570 (76)
Missing 6 (0.8)
Living situation®
Living with the child all of the time 730 (97.3)
Not living with the child all of the time 18 (2.4)
Missing 2(0.3)
Caring for more than one child with a long-term illness or disability
No 558 (74.4)
Yes 191 (25.5)
Missing 1(0.1)
Caring for another family member or friend with a long-term illness or disability
No 519 (69.2)
Yes 228 (30.4)
Missing 3(0.4)
Other children without long-term illnesses or disabilities
No 293 (39.1)
Yes 454 (60.5)
Missing 3(0.4)

Notes: 2Oldest child if the participant had multiple children with disabilities or illnesses; "Known as local government,
city council, municipality or prefecture outside the UK. “General Certificate of Secondary Education, typically completed
by age 16. dAdvanced Level Qualifications, typically completed by age 18 and a standard requirement for attending uni-

versity in the UK. “Categories collapsed prior to regression analyses.

before the survey. A detailed breakdown of the frequencies for suicidality is reported

in Table 2.

When responses were combined to create the dependent variable, 42% of participants
(n=318) were classified as having experienced suicidal thoughts and behaviors while
caring. Just over half of those carers (53%) had never disclosed these thoughts or expe-

riences to anyone.
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Risk and Protective Factors

In the univariate analyses, 22 variables (spanning demographics, physical and emotional
wellbeing, caring role, caring experience, and relationships) were associated with suicidal
thoughts and behaviors while caring (see Supplementary Table 3). Because this did not
exceed the rule of thumb that recommends no more than one predictor for every 10
cases in the smaller category in a logistic regression (in this study 22 predictors and
n =308 participants classified as having suicidal thoughts and behaviors while caring),
all 22 variables were included in the multivariable regression.

The multivariable model was significant, X2(22) = 168.58, p < .001, with an overall
correct classification percentage of 79% (see Table 3). Having a mental health diagnosis
prior to becoming a carer, depression, entrapment, and dysfunctional coping were sig-
nificant predictors. Parent carers who had received a mental health diagnosis prior to
becoming a carer were more likely to have experienced suicidal thoughts and behaviors
while caring than those who had not received a diagnosis (OR = 1.56, 95% CI = 1.09,
2.24). As symptoms of depression (OR per 1 unit increase = 1.04, 95% CI = 1.02,
1.07), feelings of entrapment (OR per 1 unit increase = 1.10, 95% CI = 1.04, 1.16), and
use of dysfunctional coping strategies (OR per 1 unit increase = 1.05, 95% CI = 1.01,
1.09) increased, so did the odds of having suicidal thoughts and behaviors while caring.

DISCUSSION

In this study, 42% of parent carers had experienced suicidal thoughts and behaviors
while caring. Only half of those had ever disclosed, or sought help for, these experien-
ces. One-third of the total sample reported having suicidal thoughts in the 12 months
before the survey. A few carers (2.5% of the total sample) had attempted suicide while
caring, including one carer in the two weeks before the survey.

This level of suicidal thinking exceeds that reported by the general UK population,
where only 5% of British adults reported having suicidal thoughts in the previous year
(McManus et al., 2016). It also exceeds rates reported for other groups of carers, where
16% of people caring for a family member with dementia in Australia and 18% of peo-
ple caring for a family member with cancer in Korea report suicidal thoughts in the
previous year (O'Dwyer et al., 2016; Park et al., 2013).

There are a few possible explanations for the high rate of suicidal thoughts in our
sample. First, caring for a disabled or chronically ill child is often a long-term or even
lifetime role, unlike caring for a person with cancer or dementia where the progress
and treatment of the condition means the role is usually time-limited (Barrett et al,
2014; Luppa et al., 2008). There are also few (and highly stigmatised) opportunities for
relinquishing the care of a disabled child, unlike the care of a person with dementia
where residential options, such as care homes, are not only available but actively
encouraged (at least in high-income countries) (Ellem et al.,, 2016; Luppa et al., 2008;
Morris et al., 2002). This chronic exposure to the stress of caring may underlie the ele-
vated rates of suicidal thinking in parent carers.

Second, the UK has experienced more than a decade of austerity which, combined
with the COVID-19 pandemic, has led to the closure of some social care services, under-
funding of the National Health Service (NHS), and reduced access to specialist education,
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TABLE 2. Proportion of parent carers reporting suicidality.

Questions N Percent (95% Cl)
Have you ever felt life was not worth living? % of total sample
Yes 411 54.8 (51, 58)
No 338 45.1 (42, 49)
Missing 1 0.1
Was this before or after you became a carer? (n =411) % of sub-sample
Only before 35 8.5 (6, 11)
Only after 185 45 (40, 50)
Both before and after 190 46.2 (41, 51)
Missing 1 0.2
When did you last feel this way? (n=411)
In the last two weeks 119 29 (25, 33)
More than two weeks ago, but in the last twelve months 168 40.9 (36, 46)
More than a year ago 124 30.2 (26, 35)
Have you ever found yourself wishing you were dead and away from it all? % of total sample
Yes 379 50.5 (47, 54)
No 369 49.2 (46, 53)
Missing 2 0.3
Was this before or after you became a carer? (n =379) % of sub-sample
Only before 38 10 (7, 13)
Only after 185 48.8 (44, 54)
Both before and after 155 40.9 (36, 46)
Missing 1 0.3
When did you last feel this way? (n=379)
In the last two weeks 106 28 (23, 32)
More than two weeks ago, but in the last twelve months 149 39.3 (35, 44)
More than a year ago 123 32.5 (28, 37)
Missing 1 0.3
Have you ever thought of killing yourself, even though you would not actually do it? % of total sample
Yes 351 46.8 (43, 50)
No 397 52.9 (49, 57)
Missing 2 0.3
Did these thoughts occur before or after you became a carer? (n=351) % of sub-sample
Only before 40 11.40 (8, 15)
Only after 166 47.3 (42, 53)
Both before and after 145 41.3 (36, 46)
When did you last have these thoughts? (n =351)
In the last two weeks 86 24.5 (20, 29)
More than two weeks ago, but in the last twelve months 131 37.3 (32, 42)
More than a year ago 134 38.2 (33, 43)
Have you ever made a plan to kill yourself? % of total sample
Yes 90 12 (10,14)
No 658 87.7 (85, 90)
Missing 2 0.3
Was this before or after you became a carer? (n =90) % of sub-sample
Only before 29 32.2 (23, 42)
Only after 27 30 (21, 39
Both before and after 33 36.7 (27, 47)
Missing 1 1.1
When did you last make a plan to kill yourself? (n =90)
In the last two weeks 12 13.3 (6, 20)
More than two weeks ago, but in the last twelve months 21 23.3 (15, 32)
More than a year ago 57 63.3 (53, 73)
Have you ever made an attempt to kill yourself, by taking an overdose of tablets % of total sample
or in some other way?
Yes 76 10.1 (8, 12)
No 670 89.3 (87, 92)
Missing 4 0.5
Was this before or after you became a carer? (n=76) % of sub-sample
Only before 56 73.7 (64, 84)
Only after 13 17.1 (9, 26)

(continued)



10 (&) S.T.O'DWYER ET AL.

TABLE 2. Continued.

Questions Percent (95% Cl)
Both before and after 6 7.9 (2, 14)
Missing 1 13

When did you last attempt to kill yourself? (n=76)
In the last two weeks 1 1.3 (0,4
More than two weeks ago, but in the last twelve months 0 0
More than a year ago 74 97.4 (94, 100)

Missing

13

TABLE 3. Results of a multivariable logistic regression with “suicidal thoughts and behaviors while

caring” as the dependent variable (n=728).

Predictors B (SE) df expb 95% Cl
Carer demographics
Given up work to care
No?
Yes 0.05 (0.18) 1 1.05 0.74, 1.51
Managing on current income
Impossible or difficult®
Not too bad or easy —0.11 (0.20) 1 0.90 0.60, 1.33
Volunteering
No*
Yes —0.13 (0.19) 1 0.88 0.60, 1.28
Currently in long-term relationship
No®
Yes —0.31 (0.21) 1 0.74 0.48, 1.12
Caring role
Age of child 0.03 (0.02) 1 1.03 0.99, 1.07
Living situation
Living with the child all the time®
Not living with the child all the time 0.81 (0.59) 1 2.24 0.71, 7.05
Positive aspects of caring —0.01 (0.01) 1 0.99 0.97, 1.01
Physical health
Misuse of prescription or over-the-counter medication in the past year 0.09 (0.11) 1 1.10 0.89, 1.36
Physical activity —0.01 (0.04) 1 0.99 0.91, 1.08
Emotional wellbeing
Mental health diagnosis prior to becoming a carer
No®
Yes 0.45 (0.18) 1 1.56 1.09, 2.24
Current long-term physical or mental illness or disability
No®
Yes 0.16 (0.19) 1 1.17 0.82, 1.68
Depression 0.04 (0.01) 1 1.04 1.02, 1.07
Hopelessness 0.01 (0.02) 1 1.01 0.96, 1.05
Anxiety —0.03 (0.02) 1 0.97 0.93, 1.02
Experience of caring
Stigma —0.02 (0.02) 1 0.99 0.95, 1.02
Self-efficacy 0.03 (0.07) 1 1.03 0.90, 1.17
Burnout 0.05 (0.20) 1 1.05 0.72, 1.55
Entrapment 0.10 (0.03) 1 1.10 1.04, 1.16
Dysfunctional coping 0.05 (0.02) 1 1.05 1.01, 1.09
Relationships
Services meeting needs 0.05 (0.13) 1 1.05 0.82, 1.35
Conflict —0.09 (0.13) 1 0.91 0.71, 117
Social support —0.04 (0.02) 1 0.97 0.92, 1.01

“Reference category in the analysis.
The bolded Cls are the statistically significant ones.
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all of which have increased the burden on parent carers (Canning & Robinson, 2021;
Macdonald & Morgan, 2021). This may, in part, explain why the rate of suicidal thinking
in our sample is higher than that reported in studies of carers conducted before the
COVID-19 pandemic or in other countries. The context within which the research was
undertaken should not, however, be used to dismiss the findings. The fact that more than
40% of parent carers have experienced suicidal thoughts and behaviors while caring (with
even more, 56%, feeling life was not worth living) is a serious cause for concern and war-
rants urgent attention in policy and practice (which we address further below).

Although 2.5% of parent carers reported attempting suicide while caring, only one par-
ticipant (0.13%) had attempted suicide in the previous year. This is lower than the general
population (where 0.7% of British adults had attempted suicide in the previous year;
McManus et al., 2016) and may be an artifact of the limited demographic diversity of our
sample or simply that those with more recent suicide attempts were unwilling or unable
to participate in the study. It may also be that factors specific to the caring role serve as a
barrier to suicide attempts. In a qualitative study of people caring for family members
with dementia (O’Dwyer et al., 2013), carers said the knowledge that no-one else would
care for the person with dementia after their death stopped them from acting on suicidal
thoughts. While this may seem positive (in so much as it prevented deaths by suicide),
those carers also said this knowledge in no way alleviated the suicidal thoughts, which
persisted and were a source of considerable distress (O’ Dwyer et al., 2013). An inability to
act on suicidal thoughts can also trigger thoughts of homicide-suicide, in which carers
consider ending their own life and the life of the care recipient (Bourget et al., 2010;
Karch & Nunn, 2011; Nakigudde et al., 2016; O’Dwyer et al., 2016). Unfortunately, the
legal and ethical framework for the current study prohibited asking about homicide in an
anonymous survey, so it is unclear if parent carers in our sample also experienced
thoughts of homicide or attempted homicide-suicide. Given the large number of parent
carers contemplating suicide and evidence of homicidal thoughts in other groups of
carers, there is an urgent imperative for the development of research frameworks that can
enable the measurement of homicidal thoughts and behaviors in future studies. The low
level of missing data in the current study clearly shows that carers are willing to disclose
difficult experiences if the research is carefully designed and sensitively conducted.
Qualitative research—to understand why more parent carers are not acting on their sui-
cidal thoughts or reporting more recent suicide attempts—would also be valuable.

In the multivariable model, depression, entrapment, dysfunctional coping, and a men-
tal health diagnosis prior to becoming a parent carer, were identified as risk factors for
suicidal thoughts and behaviors while caring. These are all known risk factors for sui-
cide in the general population (Nock et al., 2008; O’Connor & Nock, 2014; O’Connor &
Portzky, 2018), and depression and dysfunctional coping have also been identified as
risk factors in other groups of carers (Huang et al., 2018; Joling et al.,, 2019; O’Dwyer
et al., 2014; 2016). To our knowledge, entrapment has not been included as a variable
in any of the previous quantitative studies of suicide risk in carers, but it is reflected in
the qualitative literature where carers (including parent carers) have attributed their sui-
cidal thoughts to feeling trapped or wanting a reprieve from the caring role (Lewis,
2015; Lucas et al., 2015, Nakigudde et al, 2016; O’Dwyer et al., 2013).
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Depression, entrapment, and dysfunctional coping are also amenable to intervention. It
is important, however, that interventions take a holistic approach. While individual
approaches, such as anti-depressants or psychological therapies, can offer relief from
symptoms or model healthier coping strategies (Han et al, 2021; Mikkola et al., 2021),
they do not address the wider social, economic, and political circumstances that contrib-
ute to carers’ feelings of depression and entrapment or force them to rely on dysfunc-
tional coping strategies (Brimblecombe et al., 2018; Larkin & Milne, 2013). It is possible
that some of the variables associated with suicidal thoughts and behaviors at the univari-
ate level (such as services not meeting needs, stigma, difficulty managing on income, and
giving up work to care) have an indirect relationship with suicidal thoughts and behaviors
via their contribution to depression, entrapment, or dysfunctional coping. Addressing
those factors at a more systemic level—through improved policy, better funding, or more
proactive service provision for children with disabilities and their families—could offer a
more sustainable means of preventing suicidal thoughts and behaviors in parent carers
than medication or psychological therapies. Given the cross-sectional nature of our study,
however, it was not possible to explore this. Longitudinal research is required to identify
any mediating or moderating relationships between risk factors.

Studies of other groups of carers have identified volunteering (Rosato et al., 2019),
remaining in paid employment (Park et al,, 2013), and social support (O’Dwyer et al,,
2014) as protective factors, but in the current study no variables were associated with
reduced odds of suicidal thoughts and behaviors in the multivariable model. This could
be an artifact of our statistical definition of a protective factor (as a main effect rather
than an interaction) or simply that we did not measure the factors that are protective
for parent carers. Qualitative research—examining the lived experience of parent carers
and exploring how risk and protective factors manifest and interact to trigger suicidal
thoughts and behaviors—could be helpful in informing the choice of measures and stat-
istical approach in future studies.

Thirty-seven percent of parent carers in our sample reported a mental health diagno-
sis prior to becoming a carer and this was a risk factor for suicidal thoughts and behav-
iors while caring. Screening parents for preexisting mental health problems at the onset
of the caring role could enable proactive provision of support, potentially preventing
the caring role from exacerbating these conditions to the point of suicide risk. It is
important to note, however, that not all parent carers who experience suicidal thoughts
and behaviors have a history of mental health problems. In fact, in the current study,
54% of parent carers who experienced suicidal thoughts and behaviors while caring had
not received a mental health diagnosis prior to becoming a carer, and 31% did not
report a current long-term physical or mental illness. Some previous studies have only
considered suicide risk in carers who screen positive for mental health problems (e.g.,
Joling et al, 2018) and, in health and social care settings, suicide risk is often only
assessed in people presenting with symptoms of depression (Diamond et al, 2017;
Horowitz et al., 2013). It is vital that in both future research, and frontline health and
social care settings, all parent carers are assessed for suicidality.

The importance of asking all parent carers about suicidal thoughts and behaviors is
also highlighted by the fact that 53% had not previously disclosed, or sought help for,
these experiences. This is consistent with previous studies of carers (including parent
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carers) and the general population (McManus et al., 2016; O'Dwyer et al., 2016; Skeen
et al., 2014). In the general population, non-disclosure has been linked to a lack of
social connections and a fear of shame, rejection, or hospitalization (Fulginiti & Frey,
2019; Husky et al., 2016; Mérelle et al., 2018). It is unclear from previous research why
carers are reluctant to disclose or seek help, but the same factors may apply. In the case
of parent carers, the threat of safeguarding or child removal may also be pertinent
(Taylor et al., 2019). Qualitative research could be helpful in further understanding why
some parent carers in England have not disclosed and what (if any) support was
received by those who did.

This study is the first of its kind and provides unequivocal evidence of suicidality in
parent carers. It has several strengths, including: a large sample that spans every region
of England and a wide range of illnesses and disabilities; a comprehensive suite of meas-
ures; low levels of missing data; and, genuine co-production. The findings should, how-
ever, be interpreted in light of some limitations. Despite considerable efforts to reach a
diverse range of parent carers, the sample consists predominantly of white, well-edu-
cated mothers. Consequently, the findings may not extrapolate to fathers or parent
carers from more socially or ethnically diverse groups. Eligibility was also limited to
parent carers living in England and so the findings may not reflect the experiences of
parent carers in other parts of the UK or internationally. Although the exploratory
approach was appropriate for the state of the evidence on suicidality in parent carers,
the large number of univariate analyses may have increased the Type 1 error rate. For
the multivariable analysis, suicidal thoughts and behaviors were merged into one out-
come variable. It is possible that the risk factors for suicide plans and suicide attempts
differ from those for suicidal thoughts (Klonsky et al., 2017; May & Klonsky, 2016).
Given the relatively small number of plans and attempts in our sample, however, it was
not appropriate to run models with these as separate outcomes. The cross-sectional
design meant it was not possible to determine any causal link between caring and sui-
cidal thoughts, nor how rates and risk factors vary across the caregiving trajectory.
Finally, the study used convenience sampling and did not include a comparison group
of parents caring for children without disabilities or long-term illnesses.

Despite these limitations, the findings have immediate implications for policy and
practice in England. Carers are not currently recognized as a priority group in the
national mental health and suicide prevention strategies, and suicide risk is not
addressed in the national carer strategy. Furthermore, although the Care Act 2014 enti-
tles all carers in England to an assessment of their needs, Carer Assessments do not
consider suicide risk and many carers have never received an assessment (Bennett,
2016). There is an urgent need for parent carers to be acknowledged as a potentially
high-risk group for suicide and identified as a priority in national policy. There is also a
clear need, in health and social care, for routine assessment of suicide risk in parent
carers, as well as dedicated support for parent carers experiencing suicidal thoughts.
More generally, there is an overwhelming need for all parent carers in England to
receive better and more proactive support (House of Lords, 2022), which could help to
prevent suicidal thoughts and behaviors.

Further research is also required. First, although some parents of older children were
included in the sample, the majority were caring for a child aged under 18. The



14 (&) S.T.O'DWYER ET AL.

experience of caring for an adult child can be complicated by the parent’s own aging
(Seltzer et al., 2011; Song et al.,, 2016) and dedicated research on suicide risk in older
parent carers is warranted. Second, although risk factors such as depression and entrap-
ment align with some existing theoretical models of suicide (e.g., O’Connor & Kirtley,
2018), more work is required to understand the extent to which these theories explain
suicide risk in carers. Third, longitudinal research is required to consider how suicide
risk in parent carers changes across the life course of the child. Finally, although the
current study provides clear evidence of suicidal thoughts and behaviors, it is unclear
how many parent carers die by suicide. To our knowledge there is currently no system-
atically collected data on deaths by suicide in carers, information which would help to
inform more targeted prevention and intervention efforts.
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