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Family caregiving research: Reflecting on the
past to inform the future
Jill I. Cameron

Department of Occupational Science and Occupational Therapy, Rehabilitation Sciences Institute, Temerty
Faculty of Medicine, University of Toronto, Toronto, Canada

Objective: Family caregiving research has evolved since its inception in the late 1970s. The objective of this
brief report was to summarize the research areas and findings to date with the goal of highlighting directions
for future research.
Design: Narrative review.
Setting: Not applicable
Participants: Published scientific articles in neurological populations including spinal cord injury, traumatic
brain injury, and stroke.
Interventions: Not applicable
Outcome Measures: Not applicable
Results: Caregiving research began with a description of the impact of providing care on caregiver health and
wellbeing. Intervention research followed to support caregivers in their role and improve caregiving outcomes.
Recent reviews conclude a “one size fits all” intervention will not be sufficient to support caregivers. New
research suggests caregivers have different patterns of adjustment to the caregiving role highlighting
heterogeneity in the caregiving population. Research is also advancing to support patients and families as
they transition across care environments by enhancing the timing of intervention delivery. Health care systems
do not routinely adopt evidence-based caregiver interventions. As a result, recent research has begun to
identify factors that influence the adoption of evidence-based caregiver interventions by health care systems.
Ultimately, family centered care that addresses the needs of not only the patient but also the caregiver may be
the best way to meet the needs of a heterogeneous group of caregivers across the care continuum.
Conclusions: Family caregivers make an important contribution to the health and wellbeing of individuals with
spinal and other neurological conditions. Ultimately, system changes, like family centered care, may be best
suited to meet the complex needs of this heterogeneous group of caregivers.
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Family caregivers play an important role supporting the
recovery, rehabilitation, and community re-integration
of adults who experience a neurological injury includ-
ing stroke, traumatic brain injury, and spinal cord
injury. They support a range of everyday activities
and self-management strategies.1–3 In the context of
spinal cord injury, the physical care provided by
family caregivers matches and often exceeds the

receipt of formal care (e.g. from personal support
workers).4 Caregivers also support transitions across
care environments and often report this as challenging.5

Approximately one in four adults are caring for a family
member or friend with a disability residing in the com-
munity.6 Their unpaid labor is substantial and, there-
fore, essential to the sustainability of health and social
care systems.7,8 In recognition of their important role,
family caregiver research has been growing and evol-
ving over the past 40 years. It is important to reflect
upon the research conducted to date to inform our
next research priorities. This article will review the
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history of caregiver research and provide suggestions
for future directions to support family caregivers to
individuals with neurological injury.
The earliest caregiving research aimed to understand

the impact providing care had on caregiver health and
wellbeing including burden (e.g.9–11). Some of the ear-
liest research with caregivers to people with stroke was
published in 1981,12 spinal cord injury in 1989,13 and
traumatic brain injury in 1994.14 Research findings
highlight the negative impact providing care can have
on caregiver wellbeing including depression, anxiety,
and social restrictions.10, 15–18 Examining positive out-
comes associated with caregiving has been less
common. Happiness,19 resiliency,20 and wellbeing13

have been identified as some key positive outcomes
associated with providing care. Caregivers who report
higher levels of social support report fewer negative
and more positive outcomes (e.g.21). Findings from
this research suggests negative and positive conse-
quences of caregiving on caregiver outcomes are
common across illness populations.
As the number of studies describing the impact of

providing care increased, research shifted towards the
development and evaluation of interventions to
improve caregiver outcomes (e.g.22–24). Qualitative
research often provides the basis for developing
complex interventions for family caregivers.25,26 These
interventions tend to be multicomponent and offer psy-
chosocial education and caregiver training (e.g. skills
training,1,27 problem solving28). Research evaluating
caregiver outcomes of psychosocial interventions have
yielded mixed results.29 A meta-review of systematic
reviews of interventions to support caregivers con-
cluded there is no “one size fits all intervention to
support carers” suggesting caregivers varied in their
needs and ability to benefit from different types of
interventions.30

We are beginning to understand this variability in
caregivers’ needs for intervention as we begin to under-
stand that caregivers are not a homogeneous group.
Specifically, research has begun to identify groups of
caregivers who have different patterns of adjustment
to the caregiving role. For example, there is research
with family caregivers to individuals with a traumatic
spinal cord injury revealing different patterns of
depression symptoms over the first-year post injury.20

Caregivers were classified as being chronic (high
depression increasing over time), recovering (intermedi-
ate levels of baseline depression that initially increased
and then decreased over time), or resilient (low
depression decreasing over time). Caregivers in the
chronic group reported poorer mental health outcomes

and may be in greater need for support.20 Using a
similar analytic approach with caregivers to survivors
of critical illness, we were able to characterize caregivers
with persistent and elevated levels of depression symp-
toms over the first-year post illness.31 These caregivers
reported a greater impact of patient care on their
valued activities, were younger, had less social
support, had less sense of control over life, and experi-
enced less personal growth due to caregiving.31 Further,
needs in the spinal cord population may also vary by
gender, language, immigration status, household
income, and injury type.32 This emerging research
suggests that caregivers are far from a homogeneous
group with common experiences and needs but individ-
uals who have very unique needs for support that may
be difficult to meet with ‘one size fits all’ interventions.
Historically, caregiver interventions have been devel-

oped for specific care environments including acute,
rehabilitation, or community care settings without any
strategies to enhance the continuity of care across
these environments. At the same time, caregivers com-
monly highlight the challenges associated with support-
ing transitions across care environments.5 As a result,
research has begun to explore caregivers’ experiences
and needs over time to inform transitional models of
care. For example, the “Timing it Right” framework
developed with the stroke population aims to under-
stand how caregivers’ support (i.e. informational,
emotional, tangible and appraisal) needs change
across illness trajectories and care environments.33 It
describes five phases that families experience from the
time of the health event, through a period of stabiliz-
ation, as the patient and family are preparing to
return home, the first few months at home, and over a
longer period of adjustment at home. Qualitative
research has demonstrated changes in caregivers’
support needs over these phases.25 This framework
and qualitative research informed the development of
an intervention to provide caregivers with the right
support at the right time as family’s transition across
care environments.25,34,35 We have extended this
research to understand caregiving phases, changing
needs for support, decision-making, and service use in
caregivers to individuals with Alzheimer’s disease36–38

and critical illness.39,40 This research suggests caregivers
needs change across care environments and models of
care can meet these changing needs for support as
patients and family’s transitions across care
environments.41

Recognizing the challenges associated with health
care systems adopting new scientific evidence,42 more
recent research has examined factors associated with
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implementing caregiver programs and interventions
into clinical practice (e.g.43,44). For example, we ident-
ified factors at the individual, organizational, and
system levels that may enhance the adoption of care-
giver programs into stroke systems of care.43,45,46 This
research highlights the challenges that need to be over-
come to make caregiver support programs part of stan-
dard clinical practice.
Due to the complexity associated with meeting care-

givers’ needs, there has been a consistent call to incor-
porate family caregivers into patient care (e.g.47,48). A
review of models of family-centered care for adult
populations has suggested that there are aspects of
family-centered care that are universal and applicable
across populations and aspects that are illness specific
(e.g. patient, family, and health care professional edu-
cation).49 Across illness populations and care contexts,
family-centered care models aim to develop and
implement patient care plans within the context of
families. To accomplish this, enhanced collaboration
between family members and health care providers,
consideration of family contexts, family-centered pol-
icies and procedures, and patient, family, and health
care professional education is needed.49 Adopting
family-centered care may be a timely solution to
meet the complex and varying needs of family
caregivers.
In conclusion, family caregivers play an important

role supporting recovery, rehabilitation, and commu-
nity reintegration of individuals who have experienced
a neurological injury. Caregivers experience positive
and negative consequences due to their caregiving.
Intervention research struggles to meet the needs of
heterogeneous groups of caregivers across the care con-
tinuum. Implementation science research has begun to
shed light on factors that need to be addressed as we
strive to change care models to better support family
caregivers. Future research should continue to under-
stand the impact of diversity on caregivers’ needs for
support. It should also continue to develop and evalu-
ate alternative models of care to meet the needs of
caregivers across the care continuum. Family-centered
care may be the way forward to optimize care
systems’ abilities to meet the heterogeneous needs of
family caregivers. Ultimately, caregivers must be sup-
ported as they are essential to the wellbeing of those
they care for and to the sustainability of our health
care systems.

Disclaimer statements
Contributors None.

Funding None.

Conflicts of interestNo potential conflict of interest was
reported by the author(s)

ORCID
Jill I. Cameron http://orcid.org/0000-0003-4161-
1572

References
1 Jeyathevan G, Cameron JI, Craven BC, Jaglal SB. Identifying
required skills to enhance family caregiver competency in caring
for individuals With spinal cord injury living in the community.
Top Spinal Cord Inj Rehabil 2019;25(4):290–302.

2 Munce SE, Webster F, Fehlings MG, Straus SE, Jang E, Jaglal SB.
Perceived facilitators and barriers to self-management in individ-
uals with traumatic spinal cord injury: a qualitative descriptive
study. BMC Neurol 2014;14(48):1–12.

3 Munce SEP, Webster F, Fehlings MG, Straus SE, Jang E, Jaglal
SB. Meaning of self-management from the perspective of individ-
uals with traumatic spinal cord injury, their caregivers, and acute
care and rehabilitation managers: an opportunity for improved
care delivery. BMC Neurol 2016;16:11.

4 Smith EM, Boucher N, Miller WC. Caregiving services in spinal
cord injury: a systematic review of the literature. Spinal Cord
2016;54(8):562–569.

5 Wissel J, Olver J, Sunnerhagen KS. Navigating the poststroke con-
tinuum of care. J Stroke Cerebrovasc Dis 2013;22(1):1–8.

6 Canada S. Caregivers in Canada, 2018. Canada2020:1-2.
7 Dunbar SB, Khavjou OA, Bakas T, et al. Projected costs of infor-
mal caregiving for cardiovascular disease: 2015 to 2035: A Policy
statement from the American heart association. Circulation 2018;
137(19):e558–e577.

8 Hollander MJ, Lui G, Chappell NL. Who cares and How much?
The imputed economic contribution to the Canadian Healthcare
system of middle-aged and older unpaid caregivers providing care
to The elderly. Healthcare Quarterly 2009;12(2):42–49.

9 Kokorelias KM, Lu FKT, Santos JR, Xu Y, Leung R, Cameron
JI. “Caregiving is a full-time job” impacting stroke caregivers’
health and well-being: A qualitative meta-synthesis. Health Soc
Care Community 2020;28(2):325–340.

10 Lynch J, Cahalan R. The impact of spinal cord injury on the
quality of life of primary family caregivers: a literature review.
Spinal Cord 2017;55(11):964–978.

11 Inzaghi MG, De TA, Sozzi M. The effects of traumatic brain
injury on patients and their families: a follow-up study. Europa
Medicophysica 2005;41(4):265–273.

12 Brocklehurst JC, Morris P, Andrews K, Richards B, Laycock P.
Social effects of stroke. Social Science & Medicine 1981;15a:
35–39.

13 Decker SD, Schultz R, Wood D. Determinants of well-being in
primary caregivers of spinal cord injured persons. Rehabil Nurs
1989;14(1):6–8.

14 Hall KM, Karzmark P, Stevens M, Englander J, O’Hare P, Wright
J. Family stressors in traumatic brain injury: a two-year follow-up.
Arch Phys Med Rehabil 1994;75(8):876–884.

15 Harris JK, Godfrey HP, Partridge FM, Knight RG. Caregiver
depression following traumatic brain injury (TBI): a consequence
of adverse effects on family members? Brain Inj 2001;15(3):
223–238.

16 Cameron JI, Cheung AM, Streiner DL, Coyte PC, Stewart DE.
Stroke survivor depressive symptoms are associated with family
caregiver depression during the first 2 years poststroke. Stroke
2011;42(2):302–306.

17 Grigorovich A, Forde S, Levinson D, Bastawrous M, Cheung
AM, Cameron JI. Restricted participation in stroke caregivers:
who is at risk? Arch Phys Med Rehabil 2015;96(7):1284–1290.

18 Rodakowski J, Skidmore ER, Rogers JC, Schulz R. Does social
support impact depression in caregivers of adults ageing with
spinal cord injuries? Clin Rehabil 2013;27(6):565–575.

Cameron Family caregiving research

The Journal of Spinal Cord Medicine 2021 VOL. 44 NO. S1 S21

http://orcid.org/0000-0003-4161-1572
http://orcid.org/0000-0003-4161-1572


19 Cameron JI, Stewart DE, Streiner DL, Coyte PC, Cheung AM.
What makes family caregivers happy during the first 2 years
post stroke? Stroke 2014;45(4):1084–1089.

20 Elliott TR, Berry JW, Richards JS, Shewchuk RM. Resilience in
the initial year of caregiving for a family member with a traumatic
spinal cord injury. J Consult Clin Psychol 2014;82(6):1072–1086.

21 Erler KS, Sullivan V, McKinnon S, Inzana R. Social support as a
predictor of community participation after stroke. Front Neurol
2019;10:1013.

22 Panzeri A, Rossi Ferrario S, Vidotto G. Interventions for psycho-
logical health of stroke caregivers: a systematic review. Front
Psychol 2019;10:2045.

23 McKay RC, Wuerstl KR, Casemore S, Clarke TY, McBride CB,
Gainforth HL. Guidance for behavioural interventions aiming
to support family support providers of people with spinal cord
injury: a scoping review. Soc Sci Med 2020;246:112456.

24 Boschen K, Gargaro J, Gan C, Gerber G, Brandys C. Family
interventions after acquired brain injury and other chronic con-
ditions: a critical appraisal of the quality of the evidence.
Neurorehabilitation 2007;22(1):19–41.

25 Cameron JI, Naglie G, Silver FL, Gignac MA. Stroke family care-
givers’ support needs change across the care continuum: a quali-
tative study using the timing it right framework. Disabil Rehabil
2013;35(4):315–324.

26 Campbell NC, Murray E, Darbyshire J, et al. Designing and eval-
uating complex interventions to improve health care. BMJ 2007;
334(7591):455–459.

27 Bakas T, Austin JK, Habermann B, et al. Telephone assessment
and skill-building kit for stroke caregivers: A Randomized con-
trolled clinical trial. Stroke 2015;46(12):3478–3487.

28 Baker A, Barker S, Sampson A, Martin C. Caregiver outcomes
and interventions: a systematic scoping review of the traumatic
brain injury and spinal cord injury literature. Clin Rehabil 2017;
31(1):45–60.

29 Minshall C, Pascoe MC, Thompson DR, et al. Psychosocial inter-
ventions for stroke survivors, carers and survivor-carer dyads: a
systematic review and meta-analysis. Top Stroke Rehabil 2019;
26(7):554–564.

30 Dalton J, Thomas S, Harden M, Eastwood A, Parker G. Updated
meta-review of evidence on support for carers. J Health Serv Res
Policy 2018;23(3):196–207.

31 Cameron JI, Chu LM, Matte A, et al. One-year outcomes in care-
givers of critically ill patients. N Engl J Med 2016;374(19):
1831–1841.

32 Trezzini B, BrachM, Post M, Gemperli A, Swi SCISG. Prevalence
of and factors associated with expressed and unmet service needs
reported by persons with spinal cord injury living in the commu-
nity. Spinal Cord 2019;57(6):490–500.

33 Cameron JI, Gignac MA. Timing it right": a conceptual frame-
work for addressing the support needs of family caregivers to
Stroke survivors from the hospital to the home. Patient
Education & Counseling 2008;70:305–314.

34 Cameron JI, Naglie G, Gignac MA, et al. Randomized clinical
trial of the timing it right stroke family support program: research
protocol. BMC Health Serv Res 2014;14:18.

35 Cameron JI, Naglie G, Green TL, et al. A feasibility and pilot ran-
domized controlled trial of the “Timing it Right Stroke Family
Support program”. Clin Rehabil 2015;29(11):1129–1140.

36 Kokorelias KM, Gignac MAM, Naglie G, Rittenberg N,
Cameron JI. Caregivers’ decision-making for health service utilis-
ation across the Alzheimer’s disease trajectory. Health Soc Care
Community 2021. doi:10.1111/hsc.13464..

37 Kokorelias KM, Gignac MAM, Naglie G, et al. A grounded
theory study to identify caregiving phases and support needs
across the Alzheimer’s disease trajectory. Disabil Rehabil 2020.
doi:10.1080/09638288.2020.1788655.

38 Kokorelias KM, Naglie G, Gignac MA, Rittenberg N, Cameron
JI. A qualitative exploration of how gender and relationship
shape family caregivers’ experiences across the Alzheimer’s
disease trajectory. Dementia (London). 2021. doi:10.1177/
14713012211019502.

39 Lee CM, Herridge MS, Matte A, Cameron JI. Education and
support needs during recovery in acute respiratory distress syn-
drome survivors. Crit Care 2009;13(5):R153–R164.

40 Czerwonka AI, Herridge MS, Chan L, Chu LM, Matte A,
Cameron JI. Changing support needs of survivors of complex
critical illness and their family caregivers across the care conti-
nuum: A qualitative pilot study of Towards RECOVER. J Crit
Care 2015;30(2):242–249.

41 Mountain A, Patrice Lindsay M, Teasell R, et al. Canadian stroke
best practice recommendations: rehabilitation, recovery, and com-
munity participation following stroke. Part two: transitions and
community participation following stroke. Int J Stroke. 2020.
doi:10.1177/1747493019897847.

42 Graham ID, Logan J, Harrison MB, et al. Lost in knowledge
translation: time for a map? J Contin Educ Health Prof 2006;26
(1):13–24.

43 Tseung V, Jaglal SB, Salbach NM, Cameron JI. Implementing
caregiver support programs in a regional Stroke system. Stroke
2019;50(12):3585–3591.

44 Clarke DJ, Godfrey M, Hawkins R, et al. Implementing a training
intervention to support caregivers after stroke: a process evalu-
ation examining the initiation and embedding of programme
change. Implement Sci 2013;8:96.

45 Tseung V, Jaglal S, Salbach NM, Cameron JI. A qualitative study
assessing organisational readiness to implement caregiver support
programmes in ontario, Canada. BMJ Open 2020;10(5):e035559.

46 Tseung V, Jaglal SB, Salbach NM, Yoshida K, Cameron JI. Key
informants’ perspectives on implementing caregiver programs in
an organized system of stroke care. Disabil Rehabil 2021;43(8):
1145–1152.

47 Creasy KR, Lutz BJ, Young ME, Stacciarini JM. Clinical impli-
cations of family-centered care in stroke rehabilitation. Rehabil
Nurs Nov–Dec 2015;40(6):349–359. doi:10.1002/rnj.188.

48 Testani-Dufour L, Chappel-Aiken L, Gueldner S. Traumatic
brain injury: a family experience. J Neurosci Nurs 1992;24(6):
317–323.

49 Kokorelias KM, GignacMAM, Naglie G, Cameron JI. Towards a
universal model of family centered care: a scoping review. BMC
Health Serv Res 2019;19(1):564.

Cameron Family caregiving research

The Journal of Spinal Cord Medicine 2021 VOL. 44 NO. S1S22

https://doi.org/10.1111/hsc.13464.
https://doi.org/10.1080/09638288.2020.1788655
https://doi.org/10.1177/14713012211019502
https://doi.org/10.1177/14713012211019502
https://doi.org/10.1177/1747493019897847
https://doi.org/10.1002/rnj.188

	Disclaimer statements
	ORCID
	References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles false
  /AutoRotatePages /PageByPage
  /Binding /Left
  /CalGrayProfile ()
  /CalRGBProfile (Adobe RGB \0501998\051)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /sRGB
  /DoThumbnails true
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 524288
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments false
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo false
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings false
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Remove
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 150
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.90
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /ColorImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.90
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /GrayImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 300
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects true
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /Description <<
    /ENU ()
  >>
>> setdistillerparams
<<
  /HWResolution [600 600]
  /PageSize [595.245 841.846]
>> setpagedevice


