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1. Background

Changes in the National Health Service coupled vatited social and political
drives have demanded greater public involvemeatliaspects of healthcare (e.g.
Robert et al., 2003). Public involvement (i.e. nmofessionals, non-academics) in
setting research agendas is increasingly sougliulsedheir views are likely to differ
from other subgroups (Townend & Braithwaite, 2002)eir contribution helps to
ensure that research projects are designed to agsestions that are relevant and
meaningful to the groups that are most likely talvectly affected by the findings
(Chalmers, 1995; Hanley et al., 2001; Ross eR@D5; Talloon et al., 2000).
Therefore, public involvement forms a key featurgaod practice guidelines and
research governance (Department of Health, 200bldyat al., 2003). Moreover, it
remains a key objective for health service prosderd funding bodies within the UK
(Department of Health, 1999, 2001, 2002; ConsunmelHS Research, 1999;
INVOLVE; Gooberman-Hill, Horwood & Calnan, 2008)h& allocation of research
funding has been increasingly linked to their ralese to the public (Maxwell et al.,
2003). The last decade has witnessed a steadwaseie the levels of public

involvement in mental health research (Telford &lkaer, 2004).

Current figures suggest there are an estimated0f®0carersin the UK providing
care for individuals with severe mental health peois. The research evidence
confirms that carers play a central role in thewecy and community care of service
user$ with mental health problems. The following repaescribes an investigation to
identify research priorities reported by mentalltieearers. The report was
commissioned by FACTOR -Families/Friends And Cafiergether in Research the
carer involvement project in the National Institéde Health Research Mental Health
Research Network (MHRN).

2. Aims:
The primary aim of the project was to draw on d#feg sources to identify areas of

mental health research in which carers would weteoesearch. The project relates

! Also commonly described as caregivers, suppoderslatives
2 Commonly refers to individuals with mental hegitioblems who use statutory or voluntary mental
health services



specifically to carers of adult age (18-65) andwedes priorities relating to dementia

disorders since these have been covered in a segaramissioned document.

3. Method
The method comprised five main strands.

* A literature review was undertaken to identify amadt articles, including
those from grey literature, that have specificahtplored the research
priorities reported by mental health carers.

* Research priorities were identified from five mags held with different carer
support groups across England and led by a faoitifeom FACTOR.

* FACTOR held a conference in April 2008 on resegmtdrities for carers.

The conference comprised four different workshdyas tvere led by an
academic and required carers, as part of their stharl, to identify key
research priorities.

« A postal scoping studyof 161 carers, prior to FACTOR being set up
addressing carers interest in research was contmesby MHRN (Pinfold &
Hammond, 2005, 2006).

» As part of their postal application process to JBACTOR, carers were asked

to identify their priorities for research.

4, Main findings

4.1 Literature Review

In the last five years, there have been a few patiins that have reported the
research priorities of mental health service uéars Rose et al., 2008; Thornicroft et
al., 2002). The evidence suggests that services wgamt to be involved at all stages of
the research process and are keen to observergesgarch on social and welfare
issues (e.g. psychological treatments), discrinonaand abuse, and medication
(Rose et al., 2008; Thornicroft et al 2002, Saimglitentre for Mental Health, 2006).
By comparison however, there is a paucity of liiera on the research priorities
reported by mental health carers. The literatuveere identified only threé&ey

relevant publications.

®The Carers and Families Scoping Exercise



1. The Sainsbury Centre for Mental Health (2006)
2. Griffiths, Jorm, Christensen, Medway and De&0@)
3. Owens, Ley and Aitken (2008)

i). The Sainsbury Centre for Mental Health (SCMH&D

The Sainsbury Centre for Mental Health (SCMH) utatgk a national consultation of
research priorities for service user and carerednnental health services. The
consultation comprised individual interviews, qumshaires and focus groups with
service users and carers. The authors reportethirat was some overlap between
group members such that many carers also metiarftarservice user. Carers
specifically prioritised research projects thatmaped and empowered family
members and carers. They wanted research thatealle@rvices to provide better
levels of information and support to families. Tgreorities identified across the
whole sample, although they were not highly rankesh included research on
medication, care pathways, and service user amdl cevolvement in the conception
and delivery of mental health services. It seenmontant to note, however, that the
objective of the SCMH study was to determine stalddr research priorities for
services rather than research per se. Theref@eathclusions that are drawn
regarding carer research priorities are somewirateld.

ii). Griffiths, Jorm, Christensen, Medway and D&002)

Using an Australian sample, Griffiths and colleag(#002) have undertaken one of
the most comprehensive reviews, to date, of rekgarorities reported by different
key groups including mental health professionalg. (@sychiatrists, clinical
psychologists), researchers, funding bodies, andcseuser and carer advocdtes
drawn from mental health and advisory groups. Altfitothe exact figures are
unspecified, the study comprised responses frons&i8ce user and carer advocates
in total. Using a highly structured questionnaitith pre-determinedesponse
categories, which had been designed specificatlyhi® purposes of the study,
respondents were asked to identify and rank relseaapics (e.g. psychological and

* Individuals charged with the responsibilityrepresentinghe views of service users and carers rather
than service users or carers



social treatments, drug treatments, genetic caasagijation of services). They were

also asked to prioritise research across the fatigwategories:

» disorders (e.g. affective disorders, eating dis@dgchizophrenia); settings
(e.g. hospital settings, primary care);

» populations (e.g. carers, children and adolescents)

* level of importance (e.g. financial implicationsdociety, high incidence

levels of the disorder, negative impact on patitntiily friends).

Schizophrenia, suicide and self-harm, and affeatiserders were top research
priorities for carers and were not dissimilar te thsorders that were highly rated by
the other subgroups. Carers identified preventrmh@omotion, training and
education of mental health staff, and drug treatsxaas important research priorities.
Moreover, drug treatments were identified as aaebepriority by carers only. In
terms of target populations, carers reported thddren and adolescents, and carers
were the key groups to focus research projectft @ras notable however, that carers
were not considered a priority populationdy of the other subgroups (e.g. service
users, researchers, funding bodies). Carers béllignat the potential for research to
make a difference to the lives of many people sthbel a key factor in determining

research priorities (Griffiths et al., 2002).

iii). Owens, Ley and Aitken (2008)

The Devon Partnership NHS Trust undertook a Trudéwonsultation in which it
explored the mental health research prioritiesaoéxs of individuals with mental
health problems (N = 26) along with service usdrs(34), service managers

(N = 23), and Mental Health Practitioners (N = 84. clinical psychologists,
psychiatrists, nurses). The Delphi Survey techrfiguas used to gather data
(Moscovice et al., 1988). Carers were invited fraforoader group that were known
to the Trust and had previously expressed an istt@reesearch, and from carer

groups active within the geographical area covesethe Trust. Participants were

® Full list comprised: affective disorders, anxidigorders, childhood conditions, dementia, eating
disorders, mental retardation, personality dis@dechizophrenia, substance use disorders, sificide
self inflicted injuries, other mental disorders

® Questionnaires are sent to participants duringries of stages. During each stage, participaets ar
asked to revise their feedback in the context efrésults drawn from other participants.



initially asked to list up to five topic areas ratg to mental health that should be

priorities for research.

The authors found that carers tended to rate ressias being of ‘high priority’ and
wanted to see research that related to seven meas:a

1. staffing issues (e.g. staff motivation)

2. stigma (e.g. strategies to challenge stigma)

3. causes, detection and treatments

4. quality of inpatient and residential care and alives to inpatient

admissions

o

strategies for preventing and managing crises

6. promoting service user recovery

7. carer issues (e.g. respite, well-being, informatammmunication with

professionals).

There were some areas of convergence betweenreaearch priorities and those
identified by the other subgroups particularly wiitleir expressed need for research
into promoting service user independence and regppsychological therapies,
inpatient care, prevention of crises, and theisahip between physical and mental
health. The authors noted that the research tagecgified by carers, unlike those
proposed by the other subgroups, tended to readvash list’ with pressing calls for
service developments and assistance that wouldib#reepatient they provided care
for and themselves. Carers experienced signifiddfitulties in drawing distinctions

between ideas for research and personal caredetsiges (Owen et al., 2008).

4.2 Carers’ support groups

The FACTOR coordinator attended meetings of fiversa support groups. These are
facilitated groups mainly run by voluntary sectarers’ centres (also one run by a
local authority social services department) whiobvle a setting in which carers are
supported to talk about their caring role. A dieerange of research priorities were
identified from these meetings. The groups caltedyfeater research into the causes
of mental health problems, quality of mental heakhvices, and the process of how
professionals share information with carers. €lveas also considerable support for

research into communication pathways between psifesls and carers,



professionals’ recognition of a carer’s role, telationship between professionals,

service users and carers, and services for carers.

4.3 ‘Factor Us In’ conference

The FACTOR conference ran separate workshops sgahifto identify research
priorities in the following areas:

a. Supporting families

b. Social care

c. Communicating with professionals

d. Recovery

Despite the different workshop themes, there washnawerlap between the research
priorities. The main priorities identified froml #e workshops tended to relate to
mental health services specifically in terms offiblowing:

» stage of provision (e.g. early intervention);

* point of access and degree of responsivenesse¢o aad patient needs (e.g.

primary care);
» development of new services (e.g. carer friendlyises, respite services);
* improving service quality for careamdservice users (e.g. staff training on

mental health issues, confidentiality).

All workshops, with exception of ‘Social Care’, pritised research into
professionals’ relationships with carers partidyléineir attitudes towards carers and
their role. lliness related stigma was also prigei by all workshops with exception

of ‘Recovery’.

4.4 FACTOR postal survey

Carers who participated in the FACTOR postal suidewntified a broad range of
research priorities. These were primarily relatechental health causes; mental
health treatments including medication and thesgservice user access to services;
services for carers; and quality of services. Gaa#go expressed interest, albeit

somewhat less, for research into communicatiorstyetween professionals and



carers; the attitudes of professionals towardsrsaned their role; confidentiality

between services and carers, and stigma.

4.5  Scoping review (Pinfold & Hammond, 2005; 2006)

The results from the Rethink scoping review ideadifa broad range of research
areas. There was support for research on menthhlwaises including the interplay
between genetics and mental health problems; optrestments particularly
medications, coping skills and general supportcéers.

5.5 Limitations of methodology and data

One of the strengths of the current study is tleeaiglifferent sources to identify
carer research priorities (e.g. carers’ suppontigso postal survey). However, the
data sets are not without their own limitations #ngs, the findings should be
interpreted cautiously. For example, it seems ifgmto comment on the
representativeness of the carers studied and teatdr which their priorities could
be generalised to other carers. Most carers weite viemale and middle aged.
Moreover, the carers were either members of a stigpaup, opting to be become
members of FACTOR and/or able to attend a one dafecence in central London.
These carers are likely to reflect a specific stdug of mental health carers. The
Factor Us In conference offered pre-arranged waBsion research priorities. It
remains unclear however, about the priorities thay have been identified if carers
had not selected on the basis of the title of tbekahop (e.g. recovery, causes).
Further, it is possible that carers who tendedetoltspoken were more likely to have
their ideas for research prioritised within the ksrops and the support groups. It
was also evident that many carers, particularlgehwho participated in the support
groups, tended to identify research prioritieshiea tontext of commenting on a
specific issue related to their relative and/ombkelves. Although similar
observations have been reported in other studigs@sven et al., 2008), this meant
their priorities were not always clearly identifiabFor example, as a research
priority, one carer specifically talked about asuis related to the immigration service
and the difficulty obtaining a British passport faer son, whilst another carer
reported on the positive relationships they hacetiged with professionals over

time. Despite these limitations, it seems importamiote that there was a



considerable degree of overlap between the pegritientified using the different

methods.

6. Summary, Conclusions and Recommendations

6.1  Summary of research priorities
The main carer research priorities identified fribra study are listed below. The list

is organised around themes rather than levels pbitance.

* Improving carer functioning and well-being (e.gcess to support, coping
skills)

» Developing carer focused and friendly services

* The interface between carers and services (e.gneorncation pathways
between carers and professionals; relationshipdmtgervice users, carers and
professionals; confidentiality)

» lliness causes, prevention and early identificatio

« Access and pathways to services, and responsivehsssvices (e.g. for carers
and service users)

* Improving quality of service provision (e.g. resitial care)

* Inpatient admissions (including alternatives toaitignt admissions)

e Optimal medications and side effects

» Talking therapies

* Recovery and promoting service user well-being

» Staff training and education

* Intervening to prevent or manage crises

* Interrelationship between physical and mental healt

» Stigma (e.g. impact on individuals and strategieetuce stigma)

6.2  Conclusions

To date, there is limited literature on the resegmgorities reported by mental health
carers. However, we know that mental health carer®nthusiastic about research,
particularly where it has clear benefits for patidevelopment and well-being, and a

positive impact on their own lives (Pinfold & Hamndg 2005). Notwithstanding the
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methodological limitations, there was consistemcthe priorities identified from the
different sources. Moreover, the evidence sugdbkatscarer priorities are relevant
and often consistent with national service develeptis and research programmes
(e.g. recovery), and with reported gaps in theditare (Anthony, 1993; Ramon,
Healy & Renouf, 2007; Department of Health, 2002).

6.3 Recommendations

Whilst similarities can exist, carer research pties do differ from those identified
by service users and mental health professionlstefore, carer priorities should be
sought and considered separately. Further, carerschd a homogenous group; the
research priorities identified by carer subgrouwpshsas those from black and
minority ethnic groups, young carers, and siblisigsuld be identified. Finally, it
seems important to note that the research prisridientified by carers may also
reflect, in part, problems with disseminating reskdindings. For example, many
carers requested research on medication, inclgidegeffects, and the efficacy of
talking therapies. To date, there has been coraddtieresearch in both areas. It is
possible that greater efforts will be required nswe that carers and/or carer
organisations are regularly kept updated on rebedgeelopments in broad aspects of

mental health.
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